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Dedication

To the thousands of families and their loved ones
who deal with schizophrenia every day of their lives:
Your courage, endurance, and hope for recovery
are a source of inspiration for all.






Prologue

It is with pride and pleasure that the Schizophrenia Society of Canada
(SSC) releases the fourth edition of our Reference Manual for Families
and Caregivers. This publication provides valuable information and
guidance for people who care for someone living with schizophrenia
or psychosis. Approximately 300,000 Canadians have schizophrenia, a
disorder that, if left untreated, has the potential to disrupt young
people’s lives just when they are in the critical stages of education
and/or career planning.

Antipsychotic medication continues to be a key cornerstone of
treatment for schizophrenia and psychosis. Major advances in drug
therapy and psychosocial rehabilitation continue to improve the out-
look for this disorder and thereby enhance the potential for people
with schizophrenia and psychosis to live meaningful lives and contrib-
ute to community. Although there is not yet a cure, over the years,
research has revealed the biological and genetic links to the origins of
schizophrenia, and has contributed to the better quality of treatment
options we now have.

Unfortunately, however, funding for schizophrenia research in
Canada is lower than for any other major illnesses. Since a cure depends
upon research, SSC is committed to raising money for research and does
so through the Schizophrenia Society of Canada Foundation.

In the meantime, the outlook for people with schizophrenia and
psychosis continues to improve as our understanding of recovery
increases. The strong evidence that people can learn how to live with
and recover from serious mental illness has led to a growing awareness
of the potential for people with schizophrenia to recover a sense of
mastery over their lives and illness, and of the various elements that
can promote recovery (See Chapter 14, Recovery and Rehabilitation).

This guide will provide insights into the challenges that a person
recovering from schizophrenia or psychosis must face, understanding
of the disorder itself, and information about its symptoms, treatments,
services and supports. It will explore the impact of the illness on families,
and offer advice on how to cope with schizophrenia, make sense of the
service system, and foster recovery. It is through understanding that
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people with schizophrenia and their families will find their path to
coping and recovery.

Many experts, including family members, have devoted numerous
hours to this project. We believe the results of their efforts on this guide
will benefit families and their loved ones who live with schizophrenia
or psychosis, as well as professional caregivers and the community at
large. We can all benefit from a clearer understanding of schizophrenia,
psychosis, and the recovery process. The information contained herein
has been gathered from many sources and reviewed by several experts.
It is not, however, intended to replace consultation with professionals.

Our roles with SSC bring us into contact with numerous families
who struggle with schizophrenia, yet devote many volunteer hours of
their lives to improve the quality of life for other people. We urge you
to come and meet them, in this book and through the ten provincial
schizophrenia societies across Canada. Then you too may help brighten
the lives of those who have been touched by schizophrenia and
psychosis.

vi
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Much has changed since the first publication of Learning about
Schizophrenia: Rays of Hope. As a reference manual for families and
caregivers it has been instrumental in educating thousands of individu-
als and family members about the illness, its symptoms, and important
coping strategies for healthy daily living leading to possible recovery.

The lifetime emotional, social, and financial consequences
experienced by individuals with schizophrenia and psychosis have
significant effects on their families. Family responses to having a
family member with schizophrenia include: care burden, fear and
embarrassment about illness signs and symptoms, uncertainty about
course of the illness, lack of social support, and stigma.

Family members are frightened and confused by their family
members’ strange new beliefs or behaviours, decreased energy levels,
loss of motivation, or cessation of usual activities. Marital and sibling
relationships are severely tested in response to the symptoms of
schizophrenia and psychosis. Most often families do not know how best
to respond to these changes in their family member with schizophrenia
or psychosis, and need guidance and direction.

The good news is that we now know much more about the successful
treatment of schizophrenia and psychosis. In fact, recovery is now seen
as being possible. Recovery is living “outside” mental illness and living
beyond the limitations of illnesses like schizophrenia. Our language
to describe the experience of those affected by schizophrenia has
changed as well.

For these reasons, the Schizophrenia Society of Canada engaged
Sangeetha Balachandra (Winnipeg), Bonnie Pape (Toronto), Dr. Phillip
Tibbo (Halifax), Dr. John Gray (Victoria), Florence Budden (St. John’s),
Kim Heidinger (Steinbach), and Chris Summerville (Steinbach) to
edit this fourth edition. Their understanding and application of the
recovery philosophy communicates a positive and hopeful message:
“Schizophrenia is treatable and recovery of a quality of life is possible
with the support of a caring community.”

Rays of Hope is dedicated to every family member who knows
the burden of having a loved one journeying through mental illness.
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Family members and other natural supports are among those with the
most informed experience and passionate concern for their loved ones
recovering from schizophrenia or psychosis. The hope of Rays of Hope
is to provide families with the needed information and help to move
forward with hope.

The love and support of family plays an important role in treatment
and in the recovery process. If someone close to you has schizophre-
nia or psychosis, you can make an enormous difference by helping
that person find the right treatment, obtain benefits, and cope with
symptoms. You can also play a crucial role by encouraging your loved
one and offering support as he or she embarks on the long journey to
recovery.

But you also need to take care of yourself. You'll be better equipped
to assist your family member if you draw on the support of others and
take advantage of supportive services in your community. Dealing with
a family member’s schizophrenia can be tough, but you don't have to
do it alone.

Production of the fourth edition of Rays of Hope was made possible
by a grant from Pfizer Canada.

Recovery from mental illness is possible, but it takes the
support of a caring community!

—
Florence Budden, BN Chris Summerville, D.Min., CPRP
President Chief Executive Officer

Schizophrenia Society of Canada Schizophrenia Society of Canada
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Introduction

Through the ages, the iris flower has been regarded as a symbol of faith,
hope, and courage. The Schizophrenia Society of Canada (SSC) chose the
iris as its national emblem, hoping that it would offer encouragement
to the persons and families experiencing schizophrenia.

Like the iris, this book is also meant to impart support and strength
by offering the reader information that will help them deal with some
of the fundamental issues related to schizophrenia. It is designed as
an educational tool for families, friends, and caregivers of persons who
exhibit signs of the disorder and/or are diagnosed with it.

Since the first edition of this book, significant progress has been
made, particularly in the treatment of schizophrenia. New drug therapies
have emerged, and pharmaceutical companies continue to research and
develop medications to help battle schizophrenia. The health care field
has adopted a comprehensive strategy for helping people with the
illness. While drug therapy remains a key cornerstone of recovery, we
now know that there are many other factors that contribute to recovery
and a positive quality of life. Because being connected to community is
a major key to recovery, psychosocial services and supports can make
a big difference in the quality of life of persons with schizophrenia.
Various programs are available to help people develop their social skills,
learn job skills and get jobs, deal with stress and distress in their lives,
understand their illness and its impact on their lives, and achieve the
best recovery possible. And all of this can be done in the community,
outside the hospital environment.

Gone are the days where a hospital is the only place you can turn
to. We now have Early Psychosis Clinics, Crisis Response Systems,
Clubhouses, and Assertive Community Treatment Teams, among other
emergency, treatment, rehabilitation, and housing services. We also
recognize the legitimacy of less formal resources for connecting
people to community. Self-help or mutual support, which can take
the form of support groups or more active peer-controlled initiatives,
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provide social connections, practical help, links to community, and
ways to contribute. Other informal community resources outside the
professional mental health system, such as community recreation
facilities, faith-based communities, and interest groups, play a key role
in recovery as bridges to the natural community, beyond the label of
mental illness.

0f course, family members know well that families are often the
ones who help their loved ones find social or recreational outlets,
or pathways to employment or education. Organizations such as the
Schizophrenia Society represent another critical piece of the picture
in connecting families and supporting them to play their vital role,
as well as supporting people with schizophrenia themselves on their
recovery journey.

Much has been learned about schizophrenia, thanks to ongoing
research. Evidence supporting biological cause is abundant, and now
points at genetic origin. Gone for good are the days when practitioners
blamed parents, and out of guilt, parents blamed themselves. It is
exciting to know that awareness about schizophrenia has improved and
continues to grow, hopefully at an increasing pace. This is important
not only for support of research, but also for those who experience the
disorder. A better understanding in society helps all those affected—
bringing them empathy, compassion, and friendship, and maybe even
saving some lives!

This reference manual extends practical advice based on experience;
experience that families have willingly shared for the benefit of readers.
They have learned the importance of being armed with knowledge to
deal with schizophrenia. It is upon their advice we have chosen various
ideas and topics. We hope that by reading it, you will have a good start
in learning about schizophrenia.

The scope of this publication is broad, and is not meant to replace
medical advice. It contains a lot of useful information, but there are at
least two important messages. One is that, despite the real challenges
of schizophrenia, there is now reason for hope. We know that people
with schizophrenia, with the right support, can live fulfilling,
meaningful lives, and that families can make a difference when they
believe in the possibilities for their family members. Many people say
that a key element in their recovery was having someone who believed
in them and shared their faith that things would get better. In fact,
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science is starting to demonstrate the importance of families’ faith in
their ill relative; a recent study showed that adults with schizophrenia
reflected their mothers’ attitudes and beliefs about them. (Markowitz,
E., Angell, B., and Greenberg, J.S. (2011) “Stigma, Reflected Appraisals,
and Recovery Outcomes in Mental Illness,” Social Psychology Quarterly,
June 2011 74: 144-165.)

The second message, from the families who have shared their
experience for this manual, is that you need the support of others in
order to find the “rays of hope.” Family members know how complex
and devastating schizophrenia can be and that it is difficult to deal
with on your own. By joining a support group with other families,
you can learn useful tips and strategies for dealing with the health
care system, establishing your rights, and getting appropriate help for
someone who is ill. You can also provide one another with practical
and emotional support, and lessons learned about the possibilities of
recovery. Coping with schizophrenia can be easier when you are not
struggling alone.

We hope this book will help you with some of the issues and
challenges that schizophrenia presents, and offers you many rays of
hope. Topics are broken down for easy digestion and quick reference.
As well, subject areas have been separated, for easy reproduction.
For more information contact the Schizophrenia Society of Canada at
1-800-263-5545 or 204-786-1616.

As well, see Appendix C for contact information for each provincial
schizophrenia society.

I Remember—it is only through understanding that you
will find true compassion, the strength to cope, and the
hope that is in the promise of recovery. Let us help you,
starting with this book!
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What Is
Schizophrenia?

DEFINING SCHIZOPHRENIA

Schizophrenia is an extremely complex mental disorder: in fact, it is
probably many illnesses masquerading as one. Symptoms are believed
to be caused by a biochemical imbalance in the brain. Recent research
reveals that schizophrenia may be a result of misaligned neuronal
development in the fetal brain, which develops into full-blown illness
in late adolescence or early adulthood. The disorder is characterized by
delusions, hallucinations, disturbances in thinking and communication,
and withdrawal from social activity. Schizophrenia is a serious but
treatable brain disorder that affects a person’s ability to know what is
reality and what is not. A simple explanation of how the brain works
helps us to define schizophrenia.

There are billions of nerve cells in the brain. Each nerve cell has
branches that transmit and receive messages from other nerve cells.
The nerve endings release chemicals, called neurotransmitters, which
carry the messages from the end of one nerve branch to the cell body of
another. In the brain of a person with schizophrenia, something goes
wrong in this communication system.

In Schizophrenia: Straight Talk for Family and Friends (p. 41),
Maryellen Walsh uses the analogy of a telephone switchboard to
explain schizophrenia. “In most people the brain’s switching system
works well. Incoming perceptions are sent along appropriate signal
paths, the switching process goes off without a hitch, and appropriate
feelings, thoughts, and actions go back out again to the world.... In the
brain with schizophrenia...perceptions come in but get routed along
the wrong path, or get jammed, or end up at the wrong destination.”

The disorder may develop so gradually that it is undetectable in
the person for a long time, or it may have a very sudden onset with
rapid development. It most commonly strikes between the ages of 15
and 25 years, and has therefore come to be known as Youth's Greatest
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Disabler. Schizophrenia is found worldwide, affecting people of all
races, cultures, and social classes. It affects people who are normal and
intelligent, and people in all walks of life. In Canada one in every 100
persons is diagnosed with this disorder in their lifetime; over 3,000
people in all. Schizophrenia does not discriminate, but occurs in men
and women, affecting one percent of the global populace.

I Schizophrenia is undoubtedly an intimidating illness;
perhaps difficult to grasp at first. Learning as much as you
can about the disorder will help you assert as much control
as possible over its impact on you and your family.

CAUSES OF SCHIZOPHRENIA

Sometimes schizophrenia-like symptoms may occur with other illnesses
such as Huntington's disease, phenylketonuria, Wilson's disease, epi-
lepsy, tumour, encephalitis, meningitis, multiple sclerosis, Alzheimer’s
disease, Parkinson'’s, bipolar disorder, and numerous other diseases.
The real schizophrenia is diagnosed when these other conditions are
excluded as the source of psychotic symptoms.

The precise cause of schizophrenia remains unknown. Changes in
key brain functions, such as perception, emotions, and behaviour,
indicate that the brain is the biological site of schizophrenia. Some
researchers suspect neurotransmitters (the substances through
which cells communicate) may be involved. There may be changes in
dopamine, serotonin, or other neurotransmitters. The limbic system
(an area of the brain involved with emotion), the thalamus (which
coordinates outgoing messages), and several other brain regions may
also be affected.

Genes and Genetic Risk

To a large extent, the activity of neurotransmitters is controlled by
genes, and there is very strong evidence indicating that genes are
involved in causing schizophrenia. This evidence derives from family,
twin, and other studies. Schizophrenia occurs in 1% of the general
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population, but the risk is increased if a relative is affected. There is a
10-15% chance of developing the illness when a sibling or one parent
has schizophrenia; when both parents have schizophrenia, the risk
rises to approximately 40-50%. Nieces, nephews, or grandchildren of
someone with schizophrenia have about a 3% chance of developing
the disorder. The chance that an identical twin will be affected with
schizophrenia if his/her co-twin has this illness is about 50%. Genetic
counselors can be helpful in providing risks tailored to the individual's
family illness pattern.

No schizophrenia genes have been found yet. However, researchers
have identified several regions on the chromosomes where schizophre-
nia genes are likely to be. In the future, genes may be found which
could help in diagnosing and eventually in developing more specific
treatments for schizophrenia.

Stress and Infections

The role of stress is important in the development and management
of schizophrenia. Stress does not cause the illness, but emotional
stress (trauma) or physical stress (infections) or environmental stress
(poverty) can trigger or worsen the symptoms when the illness is
already present. Thus stress management is an important element in
the recovery process.

Drug Abuse

Drugs (including alcohol and street drugs) in themselves do not cause
schizophrenia, but the use of such can significantly increase the risk of
developing mental illness. However, street drugs and alcohol can make
psychotic symptoms worse if a person already has schizophrenia. Some
drugs (amphetamines, methamphetamines (crystal meth), dextroam-
phetamines, etc.) can temporarily create schizophrenia-like symptoms
in well persons.

For more information see: http://www.camh.net/about_addiction_
mental_health/drug_and_addiction_information/amphetamines_dyk
html.
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Nutrition

While scientists recognize that proper nutrition is essential for the
well-being of a person with the illness, they do not agree that a lack of
certain vitamins causes schizophrenia. Cures with megavitamin therapy
are not proven and are often very expensive. Some people do improve
while taking vitamins; however, this may be due to the antipsychotic
medication they are taking at the same time; it may be the therapeutic
effect of a structured diet, vitamin, and medication regime; or they
may be part of the 25% who experience remission. Good nutrition is
important to the well-being of a person living with schizophrenia, but
alone cannot cure the illness, or lead to a successful recovery.

Schizophrenia definitely is

NOT caused by childhood experiences;

NOT caused by domineering mothers/passive fathers;
NOT caused by parental negligence; and

NOT caused by guilt, failure, or misbehaviour.

I The more research reveals about the causes of schizophre-
nia, the better we understand this disorder, and the better
the treatment options that are able to help us. In research
lies hope for a future cure of this illness.

Yet, although medicine and research represent a critical piece of the
picture, they are not the only piece. This book provides information
about many different strategies for helping people with schizophrenia
to lead the most fulfilling lives possible, and to move forward on their
journey to recovery. While continuing to encourage the role of research
in addressing schizophrenia, and the hope for a cure one day, there
is much we can be doing in the meantime. Understanding, practical
and emotional support, and belief in people’s potential for regaining
a sense of purpose and meaning can optimize the quality of life for
people with schizophrenia.

There is hope. And hope begins with you!
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PUTTING THE PUZZLE TOGETHER:
WHAT IT IS... WHAT IT IS NOT!

Schizophrenia is

® a brain illness; a biological illness with no known exact cause.

identified by internationally agreed-upon and fairly specific
symptoms.

e characterized by disorganization of thought and perception.

e characterized by apathy, lack of interest, lack of attention, and
social withdrawal.

¢ a disorder that often strikes people in their prime (age 15-25
years)

¢ a disorder that depends on treatment options and community
supports for recovery.

Schizophrenia is not
® rare—no one is immune.
¢ a split personality.

e the result of any action or personal failure by the individual.
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Recognizing
Schizophrenia

SYMPTOMS

Just as other illnesses have signs or symptoms, so does schizophrenia.
The symptoms may vary, however, with the individual. While not
always symptomatic, persons with schizophrenia will display symptoms
as they struggle to discern reality from their own perceptions. Their
level of functioning will deteriorate in areas such as

e work or academic achievements;
e personal care and hygiene; and

e interaction with others.

Personality changes are a key to recognizing schizophrenia. At
first, the changes may be subtle and minor, and may go unnoticed. As
they worsen they become obvious to family members, friends, teachers,
and/or coworkers. There is a loss of feelings or emotions, and a lack
of interest and motivation. A normally outgoing person may become
withdrawn, quiet, moody, suspicious, and/or paranoid. The person may
laugh when told a sad story, may cry over a joke, or may be unable to
show any emotion at all.

One of the most profound changes is in the person’s ability to think
clearly and logically. Thoughts may be slow in forming, or come extra
fast, or not at all. The person may jump from topic to topic, seem
confused, or have difficulty reaching easy conclusions. Thinking may be
coloured by delusions and false beliefs that resist logical explanations.
One person may express strong ideas of persecution, convinced that
he/she is being spied on or plotted against. Others may experience
grandiose delusions and feel like Superman—capable of anything and
invulnerable to danger. Others still may feel an unusual strong religious
drive or bizarre mission to right the wrongs of the world.
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When people have schizophrenia, perceptual changes turn their
world topsy-turvy. The nerves carrying sensory messages to the brain
from the eyes, ears, nose, skin, and taste buds become confused, and
the person sees, hears, smells, and feels sensations which are not real.
These are called hallucinations. It is not difficult to understand why
individuals who experience these profound and frightening changes
will often try to keep them secret, deny that anything is happening,
or avoid people and situations where they may be discovered. The
feedback they receive when they express hallucinations or delusions is
disbelief. People with schizophrenia, therefore, feel misunderstood and
rejected, and cease to share their thoughts as a result.

These intense internal experiences trigger other feelings of panic,
fear, and anxiety—natural reactions under the circumstances. These
feelings can further amplify their extreme emotional state. The
psychological burden may be intense: most of it kept inside, its existence
denied. The pain of schizophrenia is further accentuated by the person’s
awareness of the anguish they are causing their family and friends.
People with schizophrenia require a lot of understanding, patience,
and reassurance that they will not be abandoned. Unfortunately social
prejudice and discrimination can inhibit the recovery process.

As the symptoms of schizophrenia become noticeable,
the person will likely experience a sense of alarm and
| fear. Obviously, the sooner the symptoms are recognized
and diagnosed, the sooner the person will benefit from
medical and other kinds of help. Once you‘ve confronted
the disorder and the fear that goes along with it, you're

on your way to recovery.

DEFINING POSITIVE AND
NEGATIVE SYMPTOMS

Understanding the terminology used by medical professionals can
help you in your efforts to deal with this illness. The symptoms of
schizophrenia are classified into two categories: positive symptoms and
negative symptoms. They are described for you here.

10
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Positive Symptoms

Hallucinations are thought to be a result of over-sharpening of the
senses and of the brain's inability to interpret and respond appropriately
to incoming messages. Persons with schizophrenia may hear voices or
see visions that are not there, or experience unusual sensations on
or in their bodies. Auditory hallucinations, the most common form,
involve hearing voices that are perceived to be inside or outside of the
person’s body. Sometimes the voices are complimentary or reassuring.
Sometimes they are threatening, punitive, and frightening, and may
command the individual to do things that may be harmful.

Delusions are strange and steadfast beliefs that are held only by the
person living with the disorder. They are maintained despite obvious
evidence to the contrary. For example, someone with schizophrenia may
interpret red and green traffic signals as instructions from space aliens.
Many people with schizophrenia who suffer from persecutory delusions
are termed paranoid. They believe that they are being watched, spied
upon, or plotted against. A common delusion is that one’s thoughts are
being broadcast over the radio or television, or that other people are
controlling the person’s thoughts. Delusions are resistant to reason. It
is of no use to argue that the delusion is not real.

Thought disorder refers to problems in the way that a person with
schizophrenia processes and organizes thoughts. For example, the
person may be unable to connect thoughts into logical sequences.
Racing thoughts come and go so rapidly that it is not possible to catch
them. Because thinking is disorganized and fragmented, the person’s
speech is often incoherent and illogical. Thought disorder is frequently
accompanied by inappropriate emotional responses: words and mood
do not appear connected to each other. The result may be something
like laughing when speaking of sombre or frightening events. Altered
sense of self is a term describing a blurring of the person’s feeling of
who he/she is. It may be a sensation of being bodiless or nonexistent
as a person. The individual may not be able to tell where his/her body
stops and the rest of the world begins. Or he/she may feel as if the
body is separated from the person.

11
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Negative Symptoms

Lack of motivation or apathy is a lack of energy or interest in life
that is often confused with laziness. Because persons have very little
energy, they may not be able to do much more than sleep and pick at
meals. Persons with schizophrenia can be experiencing life without any
real interest in it.

Blunted feelings or blunted affect refers to a flattening of the
emotions. Because facial expressions and hand gestures may be
limited or nonexistent, individuals with schizophrenia seem unable
to feel or show any emotion at all. This does not mean that the
individuals do not feel emotions and are not receptive to kindness and
consideration. They may be feeling very emotional but cannot express
it outwardly. Blunted affect may become a stronger symptom as the
illness progresses.

Depression involves feelings of helplessness and hopelessness, and
may stem in part from realizing that schizophrenia has changed one’s
life; that the feeling experienced in the psychotic state is an illusion,
and that the future looks bleak. Often persons believe that they have
behaved badly, destroyed relationships, and are unlovable. Depressed
feelings are very painful and may lead to talk of, or attempts at, suicide.

Social withdrawal may occur as a result of depression; a feeling of
relative safety in being alone, being caught up in one’s own feelings,
and/or fearing that one cannot manage the company of others. People
with schizophrenia frequently lack an interest in socializing, or at
least the ability to demonstrate or express this interest.

EARLY WARNING SIGNS OF ONSET

One of the difficulties in reading the early warning signs of schizophrenia
is the easy confusion with some typical adolescent behaviours.
Schizophrenia can begin to affect an individual during the teen years,
a time when many rapid physical, social, emotional, and behavioural
changes normally occur. There is no easy method to tell the difference.
It's a matter of degree. Family members tell of different experiences.
Some sensed early on that their child, spouse, or sibling was not merely
going through a phase, a moody period, or reaction to the abuse of
drugs or alcohol. Others did not feel their relative’s behaviour had been
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extraordinary. If you have any concerns, the best course of action is to
seek the advice of a trained mental health specialist.

The following list of early warning signals of mental illness was
developed by families affected by schizophrenia.

Most Common Signs

Social withdrawal, isolation, and suspiciousness of others

o Deterioration and abandonment of personal hygiene

Flat, expressionless gaze

Inability to express joy

Inability to cry, or excessive crying
¢ Tnappropriate laughter

e Excessive fatigue and sleepiness, or an inability to sleep at night
(insomnia)

Other Signs

e Sudden shift in basic personality

® Depression (intense and incessant)

e Deterioration of social relationships

¢ Tnability to concentrate or cope with minor problems
¢ Indifference, even in highly important situations

¢ Dropping out of activities (and life in general)

¢ Decline in academic or athletic performance

e Unexpected hostility

e Hyperactivity or inactivity, or alternating between the two

Extreme religiosity or preoccupation with the occult
e Drug or alcohol use/abuse

e Forgetfulness and loss of valuable possessions

¢ Tnvolvement in auto accidents

e Unusual sensitivity to stimuli (noise, light, colour)

e Altered sense of smell and taste

13
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e Extreme devastation from peer or family disapproval
¢ Noticeable and rapid weight loss

e Attempts at escape through geographic change; frequent moves
or hitch-hiking trips

e Excessive writing (or childlike printing) without apparent mean-
ing

¢ Early signs of migraine

¢ Fainting

e Irrational statements

¢ Strange posturing

¢ Refusal to touch persons or objects; insulation of hands with
paper, gloves, etc.

¢ Shaving head or removal of body hair

e Cutting oneself; threats of self mutilation

¢ Staring, not blinking, or blinking incessantly

¢ Rigid stubbornness

e Peculiar use of words or language structure

¢ Sensitivity and irritability when touched by others

¢ Change of behaviour: dramatic or insidious

None of these signs by themselves indicate the presence of mental
illness. Few of those who helped compile this list said that they had
acted on these early warning signs. With the benefit of hindsight,
however, these family members urge you to seek medical advice if
several of the behaviours listed above are present, or constitute a
marked change from previous behaviour, and persist over a few weeks.

Many families noticed that there was no logical flow of ideas
during conversation. Others noticed that their relative began
speaking out loud to no one, and did not seem to hear other
people speaking to him/her. One young man began researching
all religions and cults. Another young man began turning off
all radios because he believed that he was receiving messages
through this medium. In some families, their relative destroyed
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his/her bank book, birth certificate, and photographs. Signs of
paranoia became apparent in many cases. A relative would begin
talking about plots against him/her, and had evidence that he/
she was being poisoned. One man said that whenever his wife
saw people talking, she assumed they were talking about her.

Eventually, families reached a point where they could not tolerate
the differences in behaviour any longer. Many commented that there was
much confusion in the home, with some resentment and anger towards
the person behaving strangely. Siblings often felt that their brother
or sister was merely lazy and shirking responsibilities; children were
embarrassed and confused by their parent acting so differently; parents
disagreed on how to handle their child’s problems; or the stability of the
family frequently suffered. All contributors stressed that you should not
wait for tensions to reach such extreme levels. You should seek outside
help from your family physician or some other appropriate source.

I It is important to remember that early diagnosis leads to
early treatment, taking you to the path of recovery.

SCHIZOPHRENIA IN CHILDREN AND
ADOLESCENTS

Childhood Onset

Childhood-onset schizophrenia (onset by age 12) is a rare, clinically
severe form of schizophrenia that is associated with disrupted linguistic
and social development long before the appearance of definitive psychotic
symptoms. In its early phases, the disorder is difficult to recognize. Child
psychiatrists look for several of the following early warning signs:

e Difficulty discerning dreams from reality

® Seeing things which aren’t really there

o Hearing voices which are not real

¢ Confused thinking

¢ Vivid and bizarre thoughts and ideas
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e Extreme moodiness

0dd behaviour

Paranoia (thinking people are deliberately trying to harm them)
¢ Behaving younger than their years

e Severe anxiety and fearfulness

¢ Not being able to discern television from reality

¢ Severe problems with making and keeping friends

Rather than an acute onset, schizophrenia in a child may occur
slowly, over a long period of time. You may notice that the child becomes
shy or withdrawn when he/she used to enjoy interacting with others.
He/she may start talking about strange fears and ideas, or say things
that don't make sense. You may notice your child suddenly clinging to
you a lot. It may be that the child’s teachers notice some of these early
signs being exhibited at school. Two of the most commonly reported
psychotic features in children are auditory hallucinations and delusions.

Diagnosis

Assessing possible psychosis in a child requires multiple sessions to
establish the mental status of the child and details of the child’s history,
including school reports, any neuropsychological test data, speech and
language evaluations, and neurological and genetic consultations. If
your child is experiencing hallucinations and/or delusions, this evidence
alone is insufficient to diagnose schizophrenia. Chronic symptoms and
social impairment (e.g., historical developmental problems and changes
in academic and social functioning) are key determinants. Researchers
feel that the precursor of schizophrenia may include

¢ developmental delays;

e disruptive behaviour disorders;

® expressive and receptive language deficits;
¢ impaired gross motor functioning;

¢ learning and academic problems;

¢ 1Q in the borderline to low-average range; and
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e transient symptoms of pervasive developmental disorder (autistic-
like).

Children who have been diagnosed with schizophrenia should be
monitored very closely for several years. As new information becomes
available from observing the child, the diagnosis may need to be
re-evaluated.

Treatment and Services

Children who have been diagnosed with schizophrenia will usually
benefit from medication (to diminish their symptoms) and psychosocial
services. Many issues should be considered in developing a treatment
plan, including the child’s current clinical status, cognitive level, and
developmental stage, and the severity of the illness. To support the
therapeutic relationship with the child, it is important that he/she has
a consistent group of caregivers to enable him/her to form a trust in
his/her care. At this age, persons with schizophrenia will have difficulty
understanding the nature of their illness. It is, therefore, important for
parents or guardians and caregivers to know how to recognize changes
in mood, behaviour, or thought processes that may indicate relapse in
order that treatment can be obtained quickly.

Researchers feel that early detection of clinical deterioration is
important because psychotic relapses may have a cumulative effect
and impede a good recovery level of functioning. Parents should
seek counseling on how to recognize the symptoms and behaviours
associated with their child’s disorder, how to provide the least stressful
environment for the child, and problem-solving strategies to deal with
disturbing behaviours. Both typical and atypical neuroleptic drugs
are acceptable first-line treatments for children with schizophrenia.
Choosing a type of antipsychotic is based on past response, family
history of response, cost, and the person’s tolerance of side effects.

I Note that children are susceptible to the same side
effects from neuroleptics as are adults. Also, they have a
higher vulnerability to side effects such as weight gain,
extrapyramidal symptoms, and tardive dyskinesia.
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In order to sustain a good recovery, it is best to minimize stress for
your child. As children recover, they can be integrated back into their
environments of home, community, and school. Children with
schizophrenia often need individualized school programs and special
activities. Strong levels of support from parents and caregivers will be
important, especially because of the child’s vulnerability to relapse.
Psychosocial interventions applicable to your child include occupational
therapy that focuses on activities of daily living, social skills training,
speech and language therapy, and recreational and art therapy. During
the stable phase it is important to monitor the child’s cognitive
impairments as well as assets. This information can be helpful in
planning the child’s treatment, and can better prepare him/her for
adjustment into adulthood. If you are concerned, have the child
completely evaluated by a psychiatrist. Families recommend that you
ask your physician or pediatrician to refer your child to a psychiatrist
who is specifically trained to deal with children who have schizophrenia.

There is strong evidence to suggest that early treatment with
antipsychotic medications can prevent detrimental changes that may
result from prolonged untreated psychosis.

I Facing the possibility that your child might be experienc-
ing schizophrenia is undoubtedly heartbreaking. The best
way to help your child and cope with this disorder is to
make knowledge your suit of armour, and hope your ally!

Adolescents with Schizophrenia

Schizophrenia has its peak onset from approximately age 15-25.
Therefore, the first signs of the disorder frequently appear during
adolescence. Adolescence is a challenging stage for any family, but
when an adolescent is diagnosed with schizophrenia, the challenges
can become truly daunting.
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Recognizing the Symptoms

Early onset might signal a more severe form of illness, possibly associated
with stronger genetic predisposition (family history of schizophrenia)
or more premorbid abnormalities (long-standing abnormalities that
existed prior to the first onset of symptoms); e.g., learning disorder,
pervasive developmental disorder (disorders with autistic-like charac-
teristics), impaired social skills, etc.

While the major symptoms of schizophrenia in adolescents are
essentially the same as in adults, it is often difficult in young people to
discriminate schizophrenia from affective psychoses (e.g., depression
or bipolar disorder with psychotic features, or schizoaffective disorder).
This is because symptoms may appear mixed and undifferentiated in
first psychotic episodes in young people. There is, unfortunately, no
definitive test for any of these disorders, and the diagnosis relies
heavily on observed and reported symptoms. It is therefore difficult
to be 100% certain about the diagnosis in the early stages of illness,
especially in children and adolescents, and the diagnosis may be revised
in the first few years.

Early onset cases often tend to have a gradual, insidious onset of
illness, rather than an abrupt onset. There is often a long period of
gradual deterioration in functioning over months or years, referred to
as the prodromal period, which precedes the onset of overt psychotic
symptoms (e.g., delusions, hallucinations, grossly disorganized
thinking, and generally being out of touch with reality). The prodromal
period may be characterized by apathy, withdrawal, speaking less,
declining interests and school performance, loss of contact with friends,
loss of initiative, bizarre or occult interests and preoccupations, odd
behaviours or rituals, neglect of hygiene and grooming, and disorganized
thinking manifested as difficulty concentrating or engaging in coherent
conversation.

The use of drugs or alcohol may act as a trigger (for an illness that
was inevitably going to develop at some point in time), or can signify
the adolescent’s way of dealing with his/her symptoms (to relieve or
mask them). Psychosis that is purely drug or alcohol induced should
resolve within days or weeks of not using these substances. Other
possible signs include unruly, anti-social, delinquent-like behaviour,
or aggression.
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The prodromal period may resemble depression, and it may be
difficult to distinguish schizophrenia at this early stage, especially since
an adolescent becoming ill with schizophrenia may feel depressed. It
is more likely, however, that the individual’s mood can be described as
blunted or flat rather than sad, and there may seem to be an inability
to experience or express appropriate emotion at all.

Treatment and Services

Acute psychotic episodes, particularly first episodes, usually require
hospitalization for a few weeks for assessment and stabilization.
Further treatment can be provided on an outpatient basis in a hospital
clinic staffed by a psychiatrist and a nurse. Individuals whose course
of illness has stabilized, and for whom a medication regime has been
established, may be able to receive their treatment from a non-
hospital-based psychiatrist, family doctor, or pediatrician, but many
people require re-admissions to hospital for acute psychotic episodes,
especially in the first few years.

Sometimes a person does not recognize their illness,

and refuses treatment. Your province has mental health
legislation that will enable you to get help for your
relative. Consult your provincial schizophrenia society and
a mental health or legal professional with expertise in
these matters.

The issues regarding medication treatment for adolescents are
much the same as for adults. Certain factors are of added importance
in adolescents, such as the need to optimize cognitive (intellectual)
functioning (alertness, concentration, memory, etc.) as much as
possible to facilitate the continuance of academic studies. Certain side
effects of medication, such as weight gain and acne, are particularly
problematic for adolescents and may lead to non-adherence with
treatment. Adherence is generally a major problem for adolescents, and
often requires extra effort on the part of parents to help ensure that
their child takes the medication.
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A supportive, empathetic, and stable doctor-patient relationship
is naturally important in ensuring adherence with medication, as ado-
lescents with schizophrenia are frequently mistrustful and guarded, if
not overtly paranoid, and lack insight about the need for treatment.

It is important to note that, while medical treatment is a critical
tool in addressing schizophrenia, there are many other important
tools available. For example, once the symptoms are stabilized, the
doctor, nurse, or other therapist can engage the patient in ongoing
supportive counseling, talking about day-to-day events and stresses,
and encouraging the adolescent to verbalize thoughts and feelings
and develop better reality-testing and problem-solving abilities.
While cognitive behavioural therapy can be effective, more intensive,
introspective, analytically oriented psychotherapy is generally not
applied, as such therapy can be too stressful and disorganizing for
individuals with schizophrenia. Access to a peer support specialist
and other psychosocial supports to help your adolescent maintain ties
to friends, school, or work are also important in promoting recovery.
These are addressed further on in this document in the sections on
daily living, educational/vocational needs, and social needs.

Coping with Your Teenager'’s Illness

Families usually need a lot of emotional and practical support while
coming to terms with their loved one’s illness, and steering their way
through the turbulent first few years. In many cases the first few years
are the worst, and the illness may begin to stabilize thereafter. The
diagnosis represents for many parents a devastating loss of ideals and
expectations. Understandably, you may go through a grieving process
as you struggle to accept the new reality. It is important to know that
you could not have caused this brain disorder in your child any more
than you could have caused diseases such as Alzheimer's. Stressful
family interactions (e.g., high levels of hostility and criticism) just
like other stresses can, however, contribute to relapse of symptoms in
individuals who are already living with schizophrenia.

Families can benefit by receiving as much education as possible
about the illness and its management, including information about how
to minimize communication and interaction patterns that might cause
added stress for all involved. Additional parent support is available in
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the form of family meetings with a social worker or the peer support
workers, to address the impact of the illness on the family, and to
obtain help in working out the best way to manage the individual’s
behaviour and communicate effectively with them. Parent and sibling
support groups can also be very helpful. Remember that as family and
caregivers, you are part of the solution, not part of the problem. Family
education can lead to fewer relapses.

Families have become increasingly empowered in recent years,
becoming a most important lobby group, and influencing policy
and funding for schizophrenia. Parents should participate in their
child’s treatment, reqularly attending appointments with their child’s
doctor or nurse, and providing useful information regarding their
child’s symptoms and functioning (while respecting the adolescent’s
increasing need for a degree of privacy and autonomy and avoiding
infantilizing the adolescent). Relationships with adolescents can be
stormy sometimes, as they may vent frustration and anger on the
people with whom they feel the most secure. But sharing your child’s
hope for recovery can be an important bond.

The needs of siblings should also not be forgotten during the
illness. Siblings need love and attention, reassurance, and explanations
for their mentally ill sibling’s behaviour.

Your adolescent, like anyone else, will need a secure place to live,
meaningful activities, and social relationships, elements of daily life
that are addressed in the sections that follow. Many people with serious
mental illness say that what they need most in life is “a home, a job, and a
friend,” or, as one person has put it, “somewhere to live, something to do,
someone to love.” When you read the following sections that talk about
meeting these basic needs, it helps to remember that all interventions
should support a person’s self-sufficiency, self-determination, inclusion
in community, and ability to make a contribution as much as possible.
That is the clearest route to recovery.

Daily Living

There may be a time when a person with schizophrenia needs to leave
the family home and live in a structured, supervised residential setting
such as a group home. This may be necessary due to behaviour that
is too difficult to manage at home or too disruptive to siblings, or

22



RECOGNIZING SCHIZOPHRENIA

it may be a developmentally appropriate stage in separation from
parents and preparation for semi-independent or independent living.
Strained family relationships can sometimes improve when mentally ill
adolescents and their family have more space and time to themselves,
and there is less day-to-day stress in their relationships.

Educational/Vocational Needs

Once young people are in the recovery stage, they may be able to
continue with academic studies or job training, which, in turn, will
support the recovery process. Adolescents with schizophrenia usually
have special educational needs. Fortunately, schools, colleges, and
universities are increasingly attuned to the needs of students with
mental illness. Supports of accommodation such as additional time to
complete course work, an adjusted schedule, or a reduced academic
load can help these students succeed.

In secondary school, some young people may benefit from being
in an alternative school or day program specifically designed for
adolescents experiencing or recovering from mental illness. Such
schools might be connected to hospital clinics or community mental
health agencies.

Older adolescents may benefit from post-secondary education at a
college or university, most of which have student services that provide
accommodations to students with disabilities. In fact, some higher
education institutions even have support programs specifically for
students with psychiatric disabilities.

For those who are interested in entering the workforce, there are
programs that provide assistance with vocational training and job
placement. For some young people, part-time or volunteer work may be
the best starting point. Financial support in the form of a government
disability pension may be available if needed.

Social Needs

Schizophrenia can lead to impairment of maturational development
and social skills, loss of initiative, and frequently, paranoia. The
result is often active social avoidance. Peer relations are critical to
normal adolescent development. Adolescents with schizophrenia may
need help in improving their social skills and reconnecting with peer
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groups. Some adolescents recovering from an acute psychotic episode
and hospitalization may be successful at reconnecting with old friends.
Others find it easier to relate to peers who have also experienced
mental illness. Social reintegration may occur naturally through
participation in mainstream social activities in the community, such
as clubs, interest groups, and faith groups, as well as in self-help
or peer-support initiatives and activities. It can also be assisted by
participation in social skills training groups, psychiatric day programs,
or structured social activities.

It is important to note that boys often get this illness at an
earlier age than girls. The implications of this can be devastating
to a young man whose social skills are not yet fine tuned (boys’
social skills typically develop more slowly than those of their
female counterparts). Since women tend to get the illness at
an older age, their social skills are usually developed, and
they may have already established relationships with a male
partner.

Mental Health Workers

Case management services are very helpful in coordinating all the
above elements of daily life. A case manager is a community mental
health worker assigned to help the mentally ill adolescent and his/
her family with a full range of needs in a flexible, community-based
manner. The mental health worker develops a long-term relationship
with the individual and his/her family, liaising with mental health
services, linking the individual to appropriate services or supports
for his/her various needs (e.g., residential, financial, educational,
vocational, and social), and providing crisis support when necessary.
For more information on this subject, please refer to Chapter 8.

Outlook

While there are “soft and mild” forms of the illness, schizophrenia can
be a severe and enduring mental illness, not just a phase.

Realistic expectations need to be set in terms of the individual's
functioning, but these can be balanced with faith that recovery is
possible. There is much more room for optimism now than in the past.
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The goal of therapy is not only to help adolescents regain as much as
possible of their previous level of functioning, but also to help them to
progress with the developmental tasks appropriate to their age and to
continue on the life trajectory they had started. Therapy needs to take
into account the individual needs of adolescents, with their uniquely
evolving personalities, and particular home and social circumstances.

With early and continuing treatment (medication and psychosocial
rehabilitation) and ongoing research to improve treatments, there
is now more hope than ever for adolescents with schizophrenia. In
addition, the more we understand the potential for recovery, the
better we are able to enhance the recovery process by helping young
people with schizophrenia stay connected to school, friends, work,
and community, to their goals and sense of purpose, and to their own
positive sense of self.
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CHAPT

Diagnosing
Schizophrenia

OTHER SIMILAR ILLNESSES

There is, as yet, no simple lab test to diagnose schizophrenia. Therefore,
the diagnosis is based on symptoms—what the person says, what the
family reports, and what the doctor observes. To reach a diagnosis
of schizophrenia, other possible causes, such as drug abuse, epilepsy,
brain tumour, and thyroid or other metabolic disturbances—such as
hypoglycemia, as well as other physical illnesses that have symptoms
like psychosis—must be ruled out. The condition must also be clearly
differentiated from bipolar disorder (manic depressive). Some individu-
als show symptoms of both schizophrenia and manic depression. This
condition is termed schizoaffective disorder.

If your doctor does diagnose schizophrenia, do not assume that
he/she has ruled out the possibility of another illness. Do not hesitate
to ask about other illnesses and ask on what grounds the doctor has
determined that schizophrenia is the problem. Where an illness as
confusing and variable as schizophrenia is concerned, you should ask
for a second medical opinion and a psychiatric referral, whether or not
you are satisfied with your doctor’s response. A request of this nature
is perfectly acceptable. Do not feel that the doctor will take it as a
personal criticism.

Caution is in order because seemingly telltale symptoms, even in
combination, may not be evidence of schizophrenia. They might be
evidence only of an overworked imagination or extreme stress due,
for example, to a death in the family or break-up of a marriage. The
crucial factor is the relative ability to turn off the imagination. Today,
increasingly precise diagnosis helps to ensure that warning signs are
not misinterpreted.
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A diagnosis that confirms schizophrenia may feel heart-
breaking for you and your family. Remember there are
many others like you who have experienced the same
kinds of feelings. They can offer you empathy, support,
ideas for helping your family member, and the hope that
recovery is possible.

SEEKING MEDICAL ATTENTION

Family members will likely be the first to recognize the need to get
medical attention for a loved one. Take the initiative. Ask your family
doctor for an assessment if mental illness is suspected. It is important
to realize that your relative may be genuinely unaware of the
abnormality of his/her symptoms—remember that the person believes
that the hallucinations, delusions, or other symptoms are real. They
may, therefore, resist any suggestion to see a physician. Even if people
living with schizophrenia are aware that something is wrong with
them, their confusion and fear about the problem may convince them
to deny its existence or abnormality. As well, society’s social prejudice
or stigma towards people with mental illness is a major reason why
people do not seek help.

Efforts to have your relative agree to visit a doctor will likely be
more successful when made without reference to strange behaviour
(e.g., “You've been acting really weird lately”) or any reference to the
feelings of others (“Your behaviour has been upsetting this family”).
Encouraging the person to seek medical attention based on symptoms
such as insomnia, lack of energy, or sadness will more likely be
perceived as helpful and non-threatening. If your relative agrees to see
a doctor, ask the receptionist for a double booking (most appointments
are only 10 or 15 minutes long) so that you will not feel rushed. Then,
after you have arranged the appointment, send the doctor a letter
outlining your concerns as clearly as possible. In addition to assisting
the doctor, this will help you be clear about what has been happening.
The following is a sample letter.
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Dear Dr. Smith,

I have made an appointment for my daughter, Jane, to see you on
Monday, May 8, at 10:00 a.m.

Three months ago, Jane began acting in an unusual manner. The
following are some of the behaviours that our family has noticed:
she cannot sleep at night, has dropped out of her favourite
activities, refuses to see any friends, cries two to three hours a
day, and will not allow anyone to touch her.

I have enclosed copies of her last two school reports, and a
list of comments made by her friends. I believe that a medical
assessment is necessary, and I am anxious to hear your opinion.

Sincerely,

Jane’s Mother and/or Father

If your relative refuses to see a physician, however, you should
still make an appointment and go on your own. Again, make a double
booking, and send a variation of the above letter. After you have
visited with the doctor, you may find it easier to get your relative to
agree to an appointment.

If you have succeeded in convincing your family member to go to
the doctor, you need to be aware that this first visit may not resolve
anything or answer any questions. Families who have been through
this admitted that they had hoped this doctor’s visit would be the cure-
all, and were frustrated when nothing seemed to happen. During a
doctor’s appointment, your relative may not exhibit the behaviour that
you have seen. Some people find talking to a doctor very stressful, and
many people with schizophrenia have said that they found themselves
going blank during the visit.

However, many people with schizophrenia also said that their fear of
going to the doctor was somewhat alleviated when the doctor was able
to ask the right questions. Because of the letter received in advance,
the doctor was able to focus on the symptoms that were bothering the
ill person, and the individual found that he or she was more willing
to open up to the doctor. For example, people found it comforting if
the doctor said something like: “I understand you've been crying a
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lot lately. You must feel very confused about this.” It is important
that you are prepared to supply information to the physician and/or
psychiatrist to help them make an assessment.

IF THE ILL PERSON REFUSES TO SEE A
PHYSICIAN

If your relative refuses to go to a doctor’s office, you could try to arrange
for a house visit by the doctor. If a physician does agree to visit the
person at home, try to prepare your relative ahead of time. Encourage
him/her to cooperate as best you can, but understand that the person
may still refuse to talk to the doctor. If you cannot arrange for a home
visit by a physician, or are having trouble getting the person to talk
to a doctor, seek assistance from your local mental health clinic. They
may be able to direct you to alternative options (e.g., a mobile crisis
response team, an assertive community treatment team, etc.).

After you have unsuccessfully exhausted all available avenues for a
voluntary physical/mental examination by a psychiatrist or physician,
you may consider having a compulsory examination ordered by a judge.
All provinces in Canada have mental health legislation provisions that
allow any person to apply to a judge for the compulsory psychiatric
examination of another person. Mental health laws require that if you
request such an order, evidence must be provided to the court that
shows the person is suffering from a mental disorder, is refusing to
see a physician, and meets criteria for harm or deterioration concerns
as specified by the provincial legislation. If you have kept records it
is a good idea to offer them to the judge, as they may be helpful
to the decision process. Since the procedures and criteria for these
court orders differ between provinces, it is advisable to seek assistance
from a mental health professional or lawyer who has expertise in these
matters. Your provincial schizophrenia society may also be able to help
you. If a court order for examination is granted, it is usually the police
who take the person to a physician. A medical examination is performed
to determine if involuntary admission to hospital is warranted under
provisions of the provincial mental health legislation.

If the person refuses to see a doctor during a crisis that involves
violence or endangerment, and the police get involved, the police are
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authorized by provincial mental health acts to take the individual to
a hospital or physician for examination. The physician then decides
whether or not the person will be admitted to a clinic or hospital on
an involuntary basis.

Tips on Obtaining Medical Help:
What You Can Do

The assessment and treatment of schizophrenia should involve experts
in schizophrenia. Consult with your family physician or psychiatrist
before accepting any unusual treatment or changing your current
treatment program. If you have questions or lack confidence in the
advice you receive, remember that you have the right to seek another
opinion from another psychiatrist, locally or elsewhere.

When seeking a specialist, you will want someone who is medically
competent, who has an interest in the disorder, and who has empathy
with people who experience it. More specifically, you will want
assistance from a psychiatrist who

¢ believes schizophrenia is a biological disorder;

o takes the time to do a detailed history;

¢ screens for symptoms and problems that could be related to
another illness;

e prescribes antipsychotic drugs with due caution and care;
¢ reviews medications and the case regularly;

e is interested in the individual’s entire welfare, and makes appro-
priate referrals for aftercare, meaningful daily activity, housing,
social support, community connections, and financial aid;

¢ is interested in the individual’s own perspectives and goals, and
takes these into account in the treatment process;

¢ respects the individual's need for a positive sense of self, a sense
of belonging, and a sense of purpose and meaning, and supports
these steps towards recovery;

¢ involves the family in the treatment process;
¢ explains the person’s status fully and clearly; and

¢ believes recovery is possible!
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Anyone who tells you that schizophrenia does not exist, or that
you should avoid medical treatment if you have it, is not acting in your
best interests. Also, individuals who offer guaranteed treatments and
cures must be regarded with extreme caution.

I The world of medicine is important to the recovery of
people with schizophrenia. Explore it diligently, and get
the best it has to offer. The person needs and deserves the
best, and so do you!

KEEPING RECORDS

When you start seeking medical attention for the person, it is important
to begin, and maintain, a diary or record of your relative’s illness,
noting his/her behaviour patterns, any treatment he/she undergoes,
and all the steps you have taken to help your relative. Although this
may require considerable effort, experienced family members strongly
emphasize the value of record keeping. It will greatly assist you in
relaying history to the attending physician(s) and other caregivers and
in keeping symptoms and issues organized in your thoughts, as well as
being a useful reference should relapse occur. Records also provide
useful information to help a physician or a judge make decisions
regarding involuntary hospital admission.

The record should be clear, precise, and in point form. Avoid vague
words and rambling descriptions. Medical practitioners stress the
importance of listing behaviours that can be observed and measured.
For example, you are noting a particular behaviour if you say that Joe
refuses to wash, and wears the same clothes every day. This is more
useful than saying that Joe looks scruffy. It is also more useful to tell
the doctor that Susan cries every night for at least one hour, than to
tell the doctor that Susan seems so sad lately. Write down the details
of the noted behaviour, and include the day, time, and duration, if
applicable. Keep a record of your appointments with your doctor, and
keep copies of all correspondence.

Tt is essential that you treat your record as a confidential document,
one that should be used with discretion. If your relative has paranoid
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tendencies, knowledge of your record may only convince him/her that
you are spying. On the other hand, some families have found that it
is helpful to have their relative’s involvement in the record keeping. If
you feel it is appropriate, encourage your relative to jot down his/her
thoughts and feelings.

I You may think that record keeping is just another thorn

in your side. The benefit, however, is not only practical
but somewhat therapeutic. By documenting important
information, you are relieving yourself of the burden to
remember.

INITIAL ASSESSMENT

Families are encouraged to read Schizophrenia: A Journey to Recovery—A
Consumer and Family Guide to Assessment and Treatment, which was
produced through a partnership between the SSC and the Canadian
Psychiatric Association (CPA). The project adapted the CPA’s Clinical
Guidelines for the Treatment of Schizophrenia into a user-friendly
format to assist consumers and families as they navigate their way
through assessment and treatment of the illness. 2

Theinitial assessment of the individual should include both a physical
examination and a clinical investigation by a psychiatrist. Generally
speaking, a person with a normal health history will undergo tests such
as a drug screen, general chemistry screen, complete blood count, and
urinalysis. Brain imaging scans may be ordered if neurological signs or
symptoms of other brain diseases are present. Neurocognitive testing
should be performed. Measurements of intelligence, memory, attention,
command functions, language, and visual and motor skills can reveal
both preserved and impaired mental abilities—indicating functionality
at the community level (and perhaps guiding rehabilitation plans).

The psychiatrist should make specific inquiries relating to the
following:

*http://publications.cpa-apc.org/browse/documents/67

2http://www.schizophrenia.ca/journey_to_recovery.php
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e Positive, negative, and disorganized symptoms, and changes in
functioning

e When the psychotic symptoms began and possible precipitating
factors (e.g., substance use/abuse)

e Substance use/abuse

¢ Any history of suicidal thinking and behaviour
e Any history of violence, verbal or physical

® The person’s general medical history

¢ Any family history of schizophrenia (including treatment
received), other psychiatric disorders (including addictions and
suicidal behaviour), and inherited medical illnesses

e The current lifestyle of the individual, including housing
environment, finances, social network and activities, work
environment, and general functionality in the community

e A developmental history, including social and academic function-
ing, both in childhood and adolescence

These questions will give the psychiatrist clues to, for example, the
potential outcome of treatment (the longer the duration of untreated
psychosis, the greater the likelihood of poorer results); whether and
where the person should be hospitalized; and whether other biological
investigations should be performed.

Arming yourself with knowledge is the best way to help you and
your relative, as well as the medical experts with whom you will be
working. Asking your psychiatrist questions is not only a reasonable
approach to participating in the individual’s assessment, it is necessary
to satisfy yourself with information. A good health professional will
expect this.

Do not be afraid to exhibit your concerns, and demonstrate your
commitment—the role you play entitles you to the knowledge that will
help you deal with this disorder. Here are some questions that you are
entitled to have answered by the psychiatrist:

e What is your diagnosis?

e If your current evaluation is a preliminary one, how long will it
take to ascertain a definite evaluation?
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e What is the medical cause of the symptoms?

¢ Do you feel confident that the possibility of other illnesses has
been ruled out?

¢ Has a neurological examination been conducted? What tests were
performed, and what were the results?

o Are there any additional tests that you would recommend at this
point in time?

e Would you recommend an independent psychiatric or other spe-
cialist’s opinion at this point in time?

e What kind of treatment program do you suggest? How will it

work, and what are the results we should expect?

e Will other health professionals be involved in this program? If so,
how can we ensure their services will be coordinated?

¢ To whom can we refer our questions or problems when you are
not available?

¢ Do you plan to include psychosocial rehabilitation in the treat-
ment program?

¢ What will your role or contribution to the treatment process be?

¢ How often will the person be seen by health caregivers, and how

long will the sessions be?

e How soon before signs of progress will be evident? What will be
the best evidence that the individual is responding to the treat-
ment program?

e How much access will the family have to the health caregivers
involved?

e What do you see as the family’s role in this treatment program?

¢ What medication(s) are you proposing? (Ask for name and dosage
level.) What is the biological effect of this medication? What are
the risks and side effects associated with it? How soon will we

know its effectiveness? How will we know it is working? What
will it ultimately accomplish?

e Are there other medications that might be appropriate? Why do
you prefer this one?
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e Are you currently treating other people with schizophrenia?

e When are the best times to contact you? Where is the best place
to reach you?

e How familiar are you with support groups and agencies that can
help us? What about peer support groups for the person with
schizophrenia?

¢ How do you monitor medications (e.g., reqular blood tests)? What
symptoms indicate that a change in dose may be required? Will
you be monitoring for depression? How do we ensure medication
is taken on a daily basis? How often will you reassess the person?
How do you reassess the individual?

e What can we do to help you during the treatment process? If
hospitalization is required at some point, which hospital do
you suggest? What is the best way to ensure the family will be
included in plans to discharge the person from the hospital?
What are the laws about committal and compulsory treatment?
What is your philosophy on them?

e Do you have any suggestions about dealing with psychotic
episodes? Who do I turn to in the event of an emergency or crisis?

e What do you believe enhances the recovery process?

e How are your services recovery-oriented?

If your relative has manic or depressive symptoms, you might ask

the psychiatrist whether a thyroid screening was done, and if not,
whether it would be appropriate to do one. If the person is over the
age of 40, you will want to understand the physical implications of
medications. What effect do they have on cardiac functioning? Should
regular electrocardiograms be performed? Has the person’s blood sugar
been measured? Is there any risk of diabetes? Have tests been done to
assess other medical problems?

I Once again, be sure to keep a record of all your questions
and the responses. You'll be happy to have it as a
reference source.
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CHAPT

Early Intervention

Psychosis responds well to treatment, especially when it is caught early.
Early psychosis intervention involves early identification followed by
comprehensive, individualized strategies that incorporate the use of
low-dose anti-psychotic medications with education and psychosocial
interventions. Research indicates that this approach can promote full
recovery from early psychosis and that the sooner the psychosis is
appropriately treated, the better the outcomes.

DEFINITION AND BARRIERS

Early intervention refers to the recognition of the onset of psychosis*
(either prodromal stage or first episode of psychosis), and the immediate
response to it. We already know from Chapter 3 some of the early signs
of onset of schizophrenia. They include, but are not limited to, the
following:

¢ a decrease in functionality
¢ frequent changes in jobs or places of residence

¢ changes in personality (e.g., an outgoing teenager becomes
withdrawn and avoids opportunities to socialize)

¢ paranoia (perception of being prosecuted or the subject of
attention by media)

¢ apathy (lack of emotion or interest)
¢ excessive fatigue and desire to sleep

¢ insomnia

depression and/or anxiety

* Please note that psychosis is not limited to schizophrenia, but appears in other serious
mental disorders as well.
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o difficulty with concentration or thinking clearly
¢ decline in academic, athletic, or work performance
¢ restlessness or uneasiness

¢ alcohol or other substance abuse, and/or unexpected hostility

These symptoms tend to precede the onset of schizophrenia, and are
known as the early course of schizophrenia. Hallucinations, delusions,
and/or thought disorder are examples of psychosis, or the acute stage
of schizophrenia.

Early psychosis intervention holds much promise. But its success
depends on how “early” the intervention begins. Ideally, it should
be as soon as possible following the start of psychotic symptoms.
Unfortunately, however, psychosis often remains untreated for many
months. In fact, some people live with untreated psychosis for years.

There are three major hurdles to early intervention. The first is
recognition that there is a problem. Studies of people experiencing
their first episode of psychosis have demonstrated that they typically
remain undiagnosed and untreated for several years.? Stigma, fear, and
a sense of helplessness may trigger an avoidance type of reaction by the
person and the family. For example, parents may dismiss the person'’s
behaviour as being that of a normal teenager. Another reaction might
be to blame the behaviour on a perceived problem with alcohol or
other substance abuse. It may be that the person senses that he/she is
experiencing something out of the ordinary, but does not want others
to know about it. It may also be that the person does not realize that
he/she is experiencing anything unusual. For example, if the person is
having delusions, he/she likely believes the delusion is reality.

Unfortunately, failure to recognize the problem means that the
person will likely not seek help until the illness reaches an acute stage.
While this lack of acceptance and commitment to do something about
the problem is understandable, it becomes the second major hurdle to
early intervention. Without treatment, the illness cannot be addressed.
Without acceptance, treatment is unlikely to occur. In many cases
the person can continue to function (e.g., in academic, athletic, or
career roles) for years while experiencing symptoms of psychosis, and

3 American Journal of Psychiatry 2003 Jan; 160(1):142-8.
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therefore may choose not to seek treatment until such time as he/she
can no longer function.

Once help is sought out, getting access to care and treatment is
the third hurdle to early intervention. This third hurdle is attributable
to a lack of education, awareness, and expertise within the health
care system. Understanding of mental illness and its symptomatology
are key to proper assessments, diagnoses, and effective treatment of
schizophrenia. Research indicates that most people with schizophrenia
consult a health care practitioner several times before an accurate
diagnosis is made and treatment initiated. This policy of waiting for
a complete and accurate diagnosis before commencing treatment is
problematic since the process can take up to a year, during which time
the person continues to suffer.

Poor communication is a component of the access to treatment
barrier. The person may not be able to adequately express his/
her feelings and experiences, leaving a physician with the wrong
impression, or at least impeding the diagnostic process. Also, families
and individuals complain that when they learned of the illness, little or
no information about the diagnosis, treatment, and available support
was communicated to them by health care professionals. This could be
due to the person’s inability to process the information while unstable,
meaning that the timing of communication was inappropriate. It could
also be that the manner in which the communication was made did
not suit the recipient, so delivery of information was not successful.
Another factor could be insufficient family involvement, caused by
the confidentiality issue and failure to get the person’s permission to
divulge information. The danger of insufficient information is twofold.

The first problem is it prevents people and their families from
getting the help and information they need to deal with the diagnosis.
The second danger is it may lead to the development of unrealistically
high, or overly pessimistic, expectations for the person’s recovery.

The good news is that early psychosis intervention for young
people is becomingly increasingly understood and accepted, with many
excellent programs to be found in Canada as well as other countries
throughout the world. Young people who experience a first episode of
psychosis and are referred quickly for medical help have a good chance
of receiving early intervention services that are geared to their age and
developmental needs, and have excellent potential for recovery.
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Not all people with schizophrenia have classic textbook
symptoms. Every person’s experience is unique. If you
notice strange and unusual behaviour in your loved one,
he/she may need help. It is advisable to consult a health
practitioner with mental health expertise immediately.

RATIONALE AND BENEFITS

Research tells us that one of the biggest obstacles to a good recovery
from schizophrenia is the length of time the illness has existed before
treatment commences. The problem is that before the person is treated
for the illness, he/she is at risk of losing important skill sets such as
social and occupational skills. This is particularly true for adolescent
individuals who are in the crucial period of maturation, when much
psychological and social development occurs. It is also likely that the
person’s relationship with family will be strained, and his/her pursuit
of education or employment interrupted. While medication addresses
psychotic symptoms, once these skill sets are lost the person risks con-
tinuing to experience a decrease in functioning, resulting in a poorer
quality of life, and possibly making the person more prone to suicide,
depression, aggression, substance abuse, anxiety disorders, and cogni-
tive impairment.

It is also more likely that a person will be open to treatment and
insight into the illness while still in the early stages of it. Once the
positive symptoms (e.g., delusions) have progressed, it is more difficult
to engage the person in treatment.* The earlier in the illness that
people get interventions, the easier it is to minimize the resulting
disability they experience. Long durations of untreated psychosis have
been associated with

® slower and incomplete recoveries;
e more biological abnormalities;
® more relapses; and

¢ overall poorer long-term outcomes and cognitive difficulties.

“Kingdon and Turkington, 1991, Journal of Nervous and Mental Disease, Vol. 179, pp.
207-211, 1991.

39



LEARNING ABOUT SCHIZOPHRENIA: RAYS OF HOPE

On the other hand, the message of early psychosis intervention is
one of hope. When a young person receives treatment and supports
early in the process, he or she is more likely to retain ties to school,
friends, or work—to stay on his or her life trajectory. As one early
psychosis intervention website states: “Psychosis is treatable; recovery
is expected.”

Scientific Data

In February 2000, the Australian and New Zealand Journal of Psychiatry
reported results of a study of early psychosis patients and chronic
schizophrenia patients. The study revealed that more people who were
treated early on in their illness were able to survive in the community
for longer than 12 months than those whose illness had reached a
chronic stage.® The analysis was based on their social and occupational
functioning and living skills.

The Doctor’s Guide News of London, England, reported in November
2000 that brain imaging studies performed at the London Institute of
Psychiatry showed that substantial changes in the brain are present at
the earliest stages of schizophrenia. The changes in the brain actually
precede the appearance of psychosis, so that by the time people show
signs of psychosis, their brain structures have already changed. Dr.
Tonmoy Sharma, who led the study, suggests that brain imaging may
identify characteristics of schizophrenia early enough that immediate
treatment could perhaps prevent psychosis and the full development of
the illness, and give the person a better chance of recovery. The report
acknowledges that people with schizophrenia have a better chance of
recovery if their psychosis is treated early on in the illness.®

In November 2002, the National Library of Medicine reported
incidental radiological findings on brain magnetic resonance imaging
(MRI) in first-episode psychosis and chronic schizophrenia. The
findings show that patients with chronic schizophrenia were more
likely to have clinically significant abnormal scans than patients with
first episode psychosis.’

5 Volume 34 Issue 1, page 122.
¢DG News web site, Doctor’s Guide Publishing © 1995-2003.
7 Acta Psychiatry Scand 2002 Nov; 106(5):331-6.
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Recent developments in research suggest that immediate treatment
of the emerging positive symptoms of schizophrenia can greatly reduce
the duration of illness, the severity of symptoms, and the impact on
the family and community.® Early intervention (treatment received
immediately after the first episode of psychosis, or during the prodromal
phase) contributes to better recoveries. Both the Prevention and
Early Intervention Program for Psychosis (London, Ontario) and Early
Psychosis Prevention and Intervention Centre (Australia) programs
report that individuals who receive appropriate treatment within six
months of the onset of psychosis experience better recoveries than
those whose treatment was delayed for more than six months.®

The motivation for early intervention is to reduce the burden of
illness for those with psychosis and their families. The benefits of
immediate treatment are very encouraging:

® Less interruption in the life of the person
® Less strain on the person’s family

® Greater chance of reintegration into social activities, academic.
and/or career pursuits

Reduced chance of suicide

Less chance of chronic illness (frequent relapses) and disabling
disorders (depression, alcohol or substance abuse, anxiety)

e (Qverall better functioning and quality of life leading to recovery

THE NEED FOR PUBLIC EDUCATION

Recognizing and accepting that a problem exists and seeking help are
the first steps to receiving treatment for schizophrenia. But how is a
person to know that what he/she is experiencing is not something
to run and hide from—but rather something that should be treated,
sooner rather than later? If and when they do seek medical assistance,
how can people dealing with symptoms of schizophrenia be sure they
will get an appropriate response? The best answer is decreased stigma

8 Early Psychosis Program (EPP) web site: www.eppic.org.au.

° PEPP web site, “Putting the Pieces Together, Early Recognition of Psychosis,” p. 1.
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and discrimination and increased public education, and better training
of health professionals.

Public education should be targeted to: teachers, guidance coun-
selors, youth leaders, and other authoritative figures in an adolescent’s
world; the medical care system; families with a history of schizophre-
nia (whose children are at greater risk of developing the disorder),
young people who exhibit symptoms of alcohol or substance abuse;
and the general public. Family physicians should have specific training
to help them detect mental illness in its early stages. Emergency care
units and mental health units of hospitals should have specific training
in not only recognizing the early symptoms of schizophrenia, but also
minimizing the trauma of a first episode of psychosis for the person.

Often the onset of illness comes at a young age (between ages
15 and 25). Young people are typically still dependent on parents,
teachers, athletic coaches, guidance counselors, clergy, youth agencies,
and others for direction in their lives. These people can be influential
in a young person’s life, and it is very important that they receive
information on mental illness, and the early signs of its onset.
Awareness will improve the chance of recognition, and once suspected,
a teacher or other figure of authority and influence may help the
person to accept the problem and seek treatment. If the person has
a good relationship with a teacher or family doctor, wherein he/she
trusts the professional, and feels treated with respect and concern,
then there is a good chance that this figure of authority will be one
of the first points of contact for the youth. It is essential that such
individuals be educated about the warning signs of mental illness, and
about taking a distressed young person’s complaints seriously. The
person with schizophrenia is more likely to seek help voluntarily with
the help of someone knowledgeable about mental illness with whom
he/she enjoys a healthy interpersonal relationship.™

Such a relationship can also contribute to an ongoing treatment
plan, if the professional is diligent in maintaining contact with the
person, offering encouragement and support where appropriate.

Once people with schizophrenia embark on the pathway to care,
the experiences they have will have an impact on their recovery. Thus
it is equally important that doctors and other gatekeepers (nurses,

(. Lidz et al., Archives of General Psychiatry, Vol. 52, pp. 1034-1039.
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social workers, therapists, and other service providers) of the health
care system respond adequately and appropriately to a person’s
request for help. Lack of information leads to delays in treatment. And
these delays not only prolong the person’s symptoms and their social
consequences (such as shame from internalized stigma and isolation
from peers, work, and education), but also interfere with the start of
the recovery process, when time is of the essence.

The trauma of a first episode of psychosis can be exacerbated by:
being treated in an unsuitable environment; not getting meaningful
human attention; not having one’s own perspectives and hopes heard
and validated; not getting sufficient follow-up and support from
community services; and the stigma attached to mental illness.

While hospitalization is necessary in some cases, much treatment can
begin in outpatient clinics or through outreach programs. Gatekeepers
need to be aware of available sources of treatment and supports in
their community, as well as have up-to-date knowledge and training
specific to the needs of both individuals and their families dealing
with schizophrenia (e.g., young people usually require lower doses of
medication than older people for effective treatment of psychosis).

The emergency room is often where a person experiencing an
episode of psychosis will go. There is a need for emergency rooms to
have mental health teams with expertise in assessing early psychosis.
Gatekeepers should also have referral networks in order that individuals
do not get lost in the medical system, but are closely followed by the
appropriate practitioners. If a person’s first contact with treatment is
severely negative, he/she is not likely to want to remain in the care of
the medical system. Social prejudice or stigma is a major reason why
people with mental illness do not seek help! Healthcare providers are
not immune to their own negative views towards those living with
mental illness. There is also the risk that the individual will suffer
post-traumatic stress disorder.

Many people and their families report being shocked and angry
by the traumatic and stigmatizing experience of hospitalization. Their
message is that forcible confinement, isolation, discouraging psychiatric
ward environments, and insensitive treatment are far too overwhelming
for a young person, and sometimes have more long-term ill effects than
the actual experience with psychosis. Young people with schizophrenia
need lots of human contact, reassurance, encouragement, counseling,
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and support to accept their illness and to maintain their faith that
recovery is possible.

One of the advantages of having an educated public is that it is
easier for the person and his/her family to engage the support of their
community. If schools and teachers understand the illness and what
the student needs to succeed, then they can help the young person
as he/she tries to continue studies. If work environments have a good
awareness of mental illness and appropriate workplace accommodations,
they are more likely to support a person with a mental illness who
tries to continue his/her career pursuits. Community support is key
to an individual's reintegration and should be engaged as soon as
the person’s symptoms are stabilized. It is counter-productive to
prevent the person from doing activities he/she is capable of until
a firm diagnosis is first made since that can take one or more years.
Families will also need hands-on support from their community. They
may require respite services, and are likely to need the help and
understanding of other relatives and friends. People generally want to
be helpful to those in need, and public education fosters the ability
of the general public to respond appropriately to schizophrenia, while
removing the stigma attached to it.

THE NEED FOR PATIENT AND FAMILY
EDUCATION

In 1998 an early intervention survey performed by the Canadian
Mental Health Association, British Columbia Division, found that the
majority of people with mental illness received either minimal or no
information about their diagnosis, or about the treatment and support
available to them. The findings cited several problems with education
for people: inability to process or accept the information at an acute
stage of illness; lack of opportunities for education beyond the
hospital environment; reluctance of professionals to diagnose based on
a first experience; delivery of information failing to successfully and
accurately communicate to the recipient (invoking unnecessary fear
and serious misunderstandings); and failure of communication to be
fitting and sensitive to the recipient (invoking fear, demoralization,
or denial). The study also found that one of the best sources of
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information was peer-based education, because it provided knowledge
in a less threatening manner, and enabled people with mental illness to
share experiences with other people in similar situations.

Itisimperative that individuals with mental illness receive sufficient
and appropriate information and education about schizophrenia and
recovery in order to foster their acceptance of the illness, a sense of
control over it, and a sense of hope for recovery.’* Education for people
with schizophrenia and their families directly impacts the treatment
and recovery process—without an understanding of the illness, people
are less likely to fully participate in a proper treatment plan, and
families are less likely to know how to help the person.

The survey found that while families tend to receive some
information during the first episode of illness, it isn't sufficiently
specific or practical to help them cope with their situations. Factors
such as confidentiality, failure to ask the person’s permission, resistance
to the diagnosis, and lack of assertiveness and understanding of the
significant role family members play in helping the individual cope
with the illness are possible contributors to lack of family education.
The danger of insufficient and non-specific information is that families
may develop expectations for their loved one that are either overly
morbid or unrealistically high. Families reported that most information
they received was through their own initiative as opposed to a
proactive approach by the health care system to involve them. Families
need education that is inclusive of all members, and is sensitive to
their reaction to the illness. They need counseling and support to
help them accept the fact of schizophrenia in their lives, and to help
them contribute both emotionally and practically to their loved one’s
recovery. They require help in knowing how to communicate with the
person about the illness. Families also have a need to learn from other
families in similar situations, and to have a sense of being understood
by others.™

11 CMHA, BC Division: The BC Early Intervention Study: Report of Findings, November 1998,
p. 8-9.
12 Thid, p. 9-10.
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EARLY INTERVENTION STRATEGIES

What to Look for in Assessments

An individual exhibiting signs of onset of illness or full-blown psychosis
should be immediately and rapidly assessed by a physician. Ideally, the
person should be assessed in a setting that is non-threatening, and
that minimizes stigmatization. Examples of such environments include
the young person’s own home, the office of his/her family physician,
or a community clinic with mental health experts specifically trained
to handle these delicate situations.

There are two components to a full and proper assessment for mental
illness: the psychosocial component and the physical component. The
health practitioner should be asking questions about the person’s
social relationships, school or work performance, recreational pursuits,
ability to manage finances, attention to hygiene and clothing,
religious/spiritual activities, interaction with family members and/or
others in the home environment, and attention to housework. Your
relative should also be assessed on his/her current strengths and
intact functionality (e.g., academic standing, athletic abilities, job
abilities, social abilities) in order that clinicians can target treatment
and services to support the person’s existing capabilities. Cognitive
and intellectual functions should be assessed using a mental status
exam. This measures the stressors in the individual's life, his/her
coping abilities, type of personality, and attitude towards the disorder.
Functions should be closely monitored for any changes and the rate
at which change takes place. The person’s medical records (from birth
and through the developing years) should be examined. He/she should
also be given a complete psychiatric assessment, including details on
academic, occupational, recreational, and social history.

The person should also undergo basic neurological and general
physical examinations prior to engaging in drug therapy. Any
movement abnormalities the person may have should be determined.
Urinalysis along with a complete blood count should be taken in order
to help reveal any infections that may be in the body. The person
should be measured for levels of glucose and electrolytes, and be tested
for functioning of the liver, kidneys, and thyroid. He/she should be
tested for HIV and sexually transmitted diseases. A toxicology screen
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(which checks the body for poisonous substances) should be taken.
Heart function should be assessed. Also, the person’s weight and body
mass index should be measured.

It is essential that any existing medical problems be fully inves-
tigated, as they could contribute to more severe psychoses, leading
to depression and a greater likelihood of attempts at suicide. It is
recommended that your relative undergo diagnostic reassessments
several times each year. This will help prevent the possibilities of mis-
understandings surrounding the diagnosis, and the chance of having
unrealistic expectations. Re-examinations will also help to ensure the
person is given the appropriate treatment, services, and supports to
help him/her recover. Thorough psychosocial and physical assessments
should provide information that will give the individual and his/her
family as clear a picture as possible on the status of the illness and
its impact to date. This will help the person and family members to
develop realistic expectations for the person’s recovery. Also, the more
complete the assessments, the better able the physician is to prescribe
treatment that suits the particular circumstances of the individual.

EIGHT PRINCIPLES OF TREATMENT

The purpose of drug therapy and psychosocial interventions for schizo-
phrenia is to help the person recover hope, satisfaction and meaning
in life to the greatest extent possible. Treatment is a major key to
recovery. It is important for family members to be aware of ways to
help ensure the person gets the full benefit of a treatment plan, and
adheres to it as prescribed. The following principles of treatment will
help to promote a successful recovery:

1. The development of a strong, empowering, and enduring
relationship with the treatment team

Attention to the comfort and wishes of the person
Attention to the personal goals or recovery goals of the person

Comprehensive and individualized patient-centred treatment

A

Ongoing intensive treatment for several years following the
first episode of psychosis
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6. Age—and stage—appropriate treatment
7. Attention to the pace and timing of community reintegration

8. Early family involvement *3

Development of a strong, empowering, and enduring
relationship with the treatment team.

Surveys of patients and families tell us that a good relationship with one
or more members of the treatment team promotes long-term adherence
to the treatment plan. If a person trusts someone involved in his/
her therapy, and feels comfortable approaching and confiding in the
practitioner, he/she is more likely to follow the prescribed treatment.
In addition, people’s meaningful input into their own treatment plan
and its goals can be a significant contributing factor to recovery.

Attention to the comfort and wishes of the person.

When someone experiences psychosis, it is very distressing. The response
he/she receives while undergoing the acute episode of schizophrenia
could make the situation worse. If the individual is traumatized when
hospitalized, experiences poor and confusing assessments, or feels he/
she is not being heard, or if he/she suffers strong side effects from
drug therapy, then it is less likely the person will want to participate
in treatment.

Attention to the personal goals or recovery goals of the person.

The focus of intervention should not be primarily on the symptoms of
the illness, but on the personal goals and aspirations of the person.
The patient should be encouraged that he or she can still have a future
with hope by attending school, getting a job, and engaging in social
relationships. Certain supports and accommodations may be necessary
to empower the person to reach their goals.

Comprehensive and individualized patient-centred treatment.

Antipsychotic medication and psychosocial therapy coupled together
are essential elements of a recovery plan. Every individual is unique,

3 Ehmann, Tom and Hanson, Laura, Early Psychosis: A Care Guide, 2002, University of
British Columbia.
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and people with schizophrenia should have individualized treatment
plans designed to meet their particular needs and recovery goals,
support their strengths, address their weaknesses, and help them
maintain a good level of self-esteem and functionality. The goals of
treatment should include

¢ the improvement of psychotic symptoms;

o the reintegration of the person to his/her normal roles and
environments as quickly and effectively as possible;

e the prevention of depression, anxiety, and other secondary
symptoms;

e the support and improvement of the person’s self-esteem and
capabilities; and

¢ the maximization of the person’s quality of life.

Ongoing intensive treatment for several years following the
first episode of psychosis.

Many people who experience an acute episode of psychosis may have to
take antipsychotic medication for the rest of their lives. It is important
that antipsychotic treatment be continuous, as interruptions may
lead to a relapse. If the person frequently stops treatment, he/she is
less likely to make a complete recovery. Psychosocial therapy should
also be ongoing and intensive, for at least several years after the first
episode of psychosis, in order to support adherence to drug therapy,
and promote a complete recovery.

Should a person decide he/she wishes to see if they can “do
without medication,” a harm reduction approach should be taken with
the doctor working with the person rather than abandoning them or
threatening not to continue as their doctor.

Adolescent individuals need help if a transfer of health care
services is required when they reach adulthood. The family should be
advised well in advance if services will cease at a certain age, in order
to arrange for continuing alternative care.

Yhttp://willhall.net/comingoffmeds/
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Age—and stage—appropriate treatment.

It is important that both medication and psychosocial interventions
be tailored to the age of the individual, as well as to his/her stage in
life. For example, young people require lower doses of antipsychotic
medicine to maintain stability. Students will need different services
than people who are pursuing careers. A female’s medication will likely
need to be changed if she decides to bear children. Treatment needs
to fit the person’s needs and goals as he/she progresses through life.

Attention to the pace and timing of community reintegration.

A primary goal of early intervention is getting the person reintegrated
into his/her social, occupational, scholastic, athletic, domestic, and
other roles as soon as possible. It is important that the plan for
reintegration be sensitive to the person’s ability to cope. If done too
quickly, reintegration may cause the individual to be overwhelmed
and possibly suffer a relapse. Failure to reintegrate successfully will
also likely have a negative impact on the person’s confidence and self-
esteem. The timing and pace of reintegration to each former or new
activity must be carefully handled.

Early family involvement.

The concept of early intervention suggests that family members
should be involved as early and as fully as possible. They should be
educated about the illness and recovery, and the importance of their
participation in the treatment/recovery plan should be emphasized.
It is also important that disruption to the family unit be minimized.
Chapter 9 deals with the role of the family, as well as helping family
members cope with schizophrenia.

Individuals who are considered at risk of schizophrenia
(e.g., a child of someone with the disorder) and are
complaining of anxiety, depression, and/or insomnia
should be treated for these complaints, be educated on
addressing stress factors in their lives, and be closely
monitored for development of psychosis.
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MEDICATION AND SIDE EFFECTS

This subject is dealt with in detail in Chapter 8. It is worth mentioning,
however, that young people who suffer a first episode of psychosis tend
to be more sensitive to the effects of antipsychotic medication. An
adolescent with schizophrenia should, therefore, be given a low dosage
of medication to start. If it is evident that the dosage is insufficient, it
should be increased very slowly. In general, young people require much
lower doses than adults do in order to have their positive symptoms
effectively treated.

The advantage of lower dose medication is the minimization of side
effects. An initial period of approximately one week should determine if
the person is tolerating the medication (e.g., symptoms are decreasing
with minimal or no side effects). If there is no significant change in
symptoms after four to six weeks, then another type of antipsychotic
medication should be considered. Much of the improvement the person
will experience will occur in the first six months of treatment. A
maintenance dosage of antipsychotic medication should be continued
for at least one to two years, and be closely monitored. Psychosocial
treatment should be ongoing during this time, with full access to
available support services.*

ALCOHOL/SUBSTANCE ABUSE

For people with schizophrenia, alcoholism and other substance addic-
tion occurs up to 50 to 70% more often than in the general population.
It is important for family members to be aware of the signs of alcohol
and/or substance abuse, and to understand that the problem may be
an indication of the presence of psychosis or the early stages of schizo-
phrenia. They also need to understand the reasons why alcohol and
street drugs are dangerous for people with schizophrenia. Chapter 8
provides more detailed information on this subject.

Both mental illness and addiction should be seen as primary
disorders and treated simultaneously! Family members are advised
to pursue integrated mental health and substance abuse services for

5 Thid., p. 10.
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the person with an addiction. Treatment should emphasize strategies
to solve an existing alcohol or drug habit (e.g., professional help; self-
help groups; avoiding problem environments; learning to say “no”). It
should also help individuals to understand the advantages of abstaining
from alcohol and street drugs, and use motivational techniques to
promote a healthy lifestyle.
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Dealing with
Crisis Situations

DO'S AND DON'TS

During a crisis episode, the person will exhibit some or all of the
following symptoms: hallucinations, delusions, thought disorder, and
disturbances in behaviour and emotions. Families who have been
through these psychotic episodes warn that no amount of preparation
can fully protect you from the shock, panic, and sickening dread you will
feel when someone experiences psychosis. It is important to understand
that the person may be as terrified as you are by what is happening:
voices may be giving life-threatening commands; snakes may be
crawling on the window; poisonous fumes may be filling the room. You
must get medical help for the individual as quickly as possible, and this
could mean hospitalization. If he/she has been receiving medical help,
phone the doctor or psychiatrist for advice. Otherwise, try to get him/
her to an emergency department of a hospital or a mental health clinic.
If there is a mobilization crisis team or a crisis hotline available in your
community, you may also call them for help.

Do’s
¢ Try to remain as calm as possible.

e Decrease other distractions; turn off the television, radio, etc.

If other people are present, ask them to leave the room.

Speak one at a time.

o Try saying, “Let’s sit down and talk,” or “Let’s sit down and be
quiet.” Speak slowly and clearly in a normal voice.

e Make statements about the behaviour you are observing: “I/
we feel that you are afraid/angry/confused. Can you tell me/us
what is making you afraid/angry/confused?” Avoid patronizing,
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authoritative statements such as, “You are acting like a child,” or
“You'll do as I say, young lady.”

® Repeat questions or statements when necessary, using the same
words each time. Don't rephrase the question in the hope that
this will make it clearer. Keep sentences short and simple.

e Allow the person to have personal space in the room. Don't stand
over him/her, or get too close or stare at him/her.

¢ Understand that too much emotion on your part can upset him/
her further.

¢ While not agreeing to the contents of the hallucination or delu-
sion, you can affirm or agree with the emotions the person is
experiencing.

Don'ts

¢ Don't shout. If the individual appears not to be listening to you,
it may be because other voices are louder.

® Don't criticize. Someone who is experiencing psychosis cannot be
reasoned with at this point.

¢ Don't challenge the person into acting out.
¢ Avoid continuous eye contact.

¢ Don't block the doorway.

¢ Don't rush.

¢ Don't argue with other people about what to do.

It is far better, if possible, to have the person go to the hospital
voluntarily. If you do not think he/she will listen to you, see if a friend
can talk the person into going. Some have found that presenting the
person with a choice is more effective. “Will you go to the hospital with
me, or would you prefer that John take you?” Such an approach may
reduce the person’s feeling of helplessness. Offering choice, no matter
how small, provides some sense of being somewhat in control of the
horrible situation in which persons find themselves.

However rare, be aware that a psychotic episode may involve
violence. In such situations, there is no time to talk calmly to the
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person, or to phone the doctor or psychiatrist to ask for advice. Because
the individual is in an altered state of reality, he/she may try to act
out the hallucination—for example, shatter a window. Individuals may
threaten to harm themselves, to hurt you, or to damage property. In
such situations, you must do whatever is necessary to protect yourself
and others (including the person) from physical harm. It may be that
the wisest course is to leave the premises. The alternative might be
to secure him/her in a room while you phone or go for help. Such an
action, however, is advisable only under extreme circumstances. Also,
it is probably unwise to drive the person to the hospital by yourself.
In such charged situations, your only choices may be to phone a
crisis hotline or the police. Keep in mind that the police (and a crisis
response team) have authority under your provincial mental health
laws to take the person to the hospital if he/she meets the criteria of
the legislation.

Crisis situations are indeed taxing on your physical and
emotional strength. The more you stay in control of your
reactions, the better you will be able to cope, and to help
the person at this crucial time. Remember, this period will
pass!

POLICE INVOLVEMENT

Families who have been through a crisis often found themselves hesitant
to call the police. They felt that they would be treating their relative
as a criminal, and that they would be giving up on and abandoning
the person. However, in some situations there is no other choice. Many
families discover that the statement, “I am calling the police,” calms
their relative. It may let the person know that his/her behaviour will
not be tolerated. One father said that the sight of the police uniform
helped to diffuse the situation. But another father, disagreeing with
this tactic, warned that because his daughter was paranoid, seeing a
police officer in her home was like waving a red flag, and infuriated her
further. Try to trust your instincts: you know the person better than
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most, and have a better chance of judging how he/she may respond to
different tactics. The traumatic effect for some of being “picked up by
the police” should not be underestimated.

If you phone the police, explain that the person is in urgent
need of medical help, and that he/she has been diagnosed as having
schizophrenia (if this is the case). Briefly describe what he/she is
doing—making threats, damaging property—and state that you need
police assistance to get him/her to a hospital. Make sure that the
police know whether the person is armed, and whether or not there are
accessible weapons in the home.

When the police arrive, be prepared for a variety of responses.
Some police officers are specially trained to know how to handle
psychiatric emergencies. Some police officers have little knowledge of,
or experience in, dealing with this sort of crisis. Some officers may
be extremely sympathetic, while others may be quite apathetic. You
might be asked by the police to lay a charge. Be sure you understand
the implications of this action: ask the police what the charges are.
Know too that your own attitude or emotional state may be a factor
in conditioning police reaction. In your record, document everything
that happens when you phone the police: note how long it took for
someone to respond to your call; note the officers’ names and badge
numbers; note briefly how they treated you, and how they handled the
situation. Once in your home, the police will try to assess the situation
and decide what should be done. While the police are present, you may
have a chance to phone the person’s doctor or psychiatrist to ask for
advice. Inform the police if you have been advised by the doctor to
take the person to a particular hospital.

After the police have the information they need, they may take the
person to a hospital emergency department. If the person refuses to
go the hospital, the police have the authority under provincial mental
health legislation to force him/her to go. The specific criteria the police
officer uses to determine if a compulsory examination is warranted
may differ from province to province. Essentially all legislation
provides that if the person appears to have a mental disorder and
appears to present an actual or potential danger, either to him/herself
or others, then the police may enforce a visit to the hospital. It is the
responsibility of the police to report all relevant information to the
attending physician. They are usually required by law to stay with the
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individual until an assessment is carried out. If you have not been able
to go with the police to the hospital—although you should go if at all
possible—be sure to follow up with the attending police officers. We
also recommend that you speak directly to the attending physician.
Find out the name of the admitting physician. You may need to ask the
emergency head nurse for help to reach the doctor. You also need to
find out if the person has been admitted to the hospital, and whether
or not treatment is being given. Be sure to keep a record of all this
information.

EMERGENCY PLANNING

Contributing families recommend strongly that you have an emergency
plan in place for crisis episodes. For example:

o Keep a list of phone numbers handy for the police, the doctor, the
psychiatrist, and an emergency centre for psychiatric admissions.
Find out if there is a crisis hotline in your region or a mobile
crisis unit.

o Ask the person’s doctor or psychiatrist (ahead of time) which
hospital to go to (if necessary) in case of an emergency.

e Know which family members, friends, and caregivers the indi-
vidual might trust most in an emergency.

® Find out whom you can phone for support at any time of the day
or night.

o If applicable, decide who will take care of other children.

e Consider explaining the situation ahead of time to your local
police department to make them aware of your circumstances,
and get their advice on emergency responses.

® Know that the crisis situation may be less frightening to the
person if the emergency procedure has been explained and is
anticipated.

In crisis situations, you expect the individual to be admitted, if not
voluntarily, then involuntarily. However, this may not be the case. He/
she may refuse to be admitted, and the medical examination may not
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result in an assessment that would support involuntary admission. If
you are not able to be at the hospital, it is possible that the person may
be allowed to leave before you are notified. If he/she is not admitted
involuntarily, yet admission is recommended, families who have been
through the experience strongly suggest that you consider telling your
family member that returning home is not an option. Without the
alternative of returning home, the hospital may appear to be a safe
haven to the person. It isn't always easy to make decisions during a
crisis. If you've already experienced a crisis, make plans so you will be
prepared in case it happens again.

58



CHAP

4
Acute Episodes

If persons have an acute flare-up of symptoms, short-term treatment
strategies are needed. Whether or not they need admission to hospital,
you and the treatment team will need to consider immediate safety,
a full assessment, and short-term treatment measures. Once the acute
phase has passed, individuals, family, and treatment staff can consider
medium- and long-term treatments, services, and supports.

HOSPITALIZATION

When the person has an acute psychotic episode, hospitalization may
be necessary—depending on the nature of the episode. Sometimes,
an episode is mild or moderate in severity, and does not require the
security or level of observation, and intensity of treatment, provided
by a hospital. In these cases, a crisis stabilization unit or intensive
outpatient treatment can achieve all that would be accomplished
by admission to hospital. When a psychotic episode is more severe,
admission is likely necessary. Admission depends on various factors,
including the range of alternative outpatient services, the ability of
the person to function at home, and the availability of support from
community services, friends, family, and caregivers.

It is always preferable for a person to voluntarily consent to
being admitted to hospital rather than being admitted involuntarily.
Voluntary admission is not possible, however, if the person is not
mentally capable of consenting to the admission. Sometimes there are
potential problems involving safety that preclude voluntary admission.
In these cases, involuntary admission to hospital is then usually
the only option. Involuntary admission criteria are set out in your
provincial mental health legislation. The specifics may differ between
provinces, but all mental health laws require that the person have a
mental disorder and is likely to harm him/herself or someone else or is
likely to suffer significant mental or physical deterioration.
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In most jurisdictions an involuntary admission to hospital can
be made when one physician, after examining the person, issues a
certificate under the Mental Health Act. This authorizes the person'’s
admission to hospital for a short time (e.g., one to three days) for
examination and emergency treatment. A second medical certificate
must be issued in hospital in order for the person to remain in hospital
for longer periods. If the person refuses to see a physician, it may
be possible for a judge to order the person to have a compulsory
examination, which can lead to involuntary admission. The police may
also be able to take the person to a physician for an examination. The
physician may then issue a certificate for the person to be admitted
for an inpatient examination period at the hospital.

If the person is admitted to hospital, the first priority is to ensure
his/her safety. To do so, hospital staff will need to know his/her medical
and psychiatric history including a complete history of medication,
allergic reactions, and, if any, substance use. If the immediate safety
of the person is at risk, he/she will likely be medicated promptly. For
agitated or aggressive patients, short-acting medicines are sometimes
needed. These can be either antipsychotics, or benzodiazepines (e.g.,
Valium or Ativan). It is best if the individual agrees to take oral
medication, giving him/her a sense of participation in resolving the
crisis. However, the physician can also suggest injectable medicine.

Once safety is established, a full assessment can begin. The first
step is often a thorough psychiatric examination and a psychosocial
assessment regarding the person’s entire life circumstances. Family
members or close friends can provide crucial information, both about
the circumstances leading up to the current episode and about relevant
personal history. A complete physical check-up, which can include blood
and urine samples, is usually arranged at this stage. When admitted to
a hospital, the staff may suggest that the family take the patient’s
valuables and money home, or they may be kept for safekeeping until
discharge. Some families suggest that it is worth making a list of these
and any items of clothing and other personal effects that the person
takes to the hospital. This can be helpful to hospital staff, and is a
safequard against subsequent misunderstandings.

The results of a full assessment should provide a diagnosis and a
preliminary treatment plan. For in-patients, that plan almost always
includes daily medication. It should also include good nursing care, and

60



ACUTE EPISODES

emotional support provided by hospital staff. Regardless of the severity
of the acute episode, hospital staff will treat the person as a sensible
and sensitive human being. In the first few days of the acute phase of
illness, it is the medication together with a therapeutic environment
that makes up the bulk of treatment efforts.

Once medication and support are successful in reducing symptom
severity, more insight-oriented activities can be added to the treatment
plan. A number of activities can be added in the later stages of
hospitalization (or at home if not hospitalized) once the worst of the
episode is over. The person can

e learn more about the illness;

e if it was a relapse, try to figure out what may have triggered it
and create a relapse prevention plan;

® negotiate a more long-term treatment plan with local mental
health services;

¢ plan for a gradual return to work or school, after the leave of
absence;

® begin to resume recreational activities; and

e create an Advanced Psychiatric Directive for use when in crisis
again.

Not every patient will be able to begin rehabilitation activities after
a few weeks in hospital; many will need a longer stabilization phase.
In the short-term, however, it is crucial that family members and
caregivers build a constructive relationship with the treatment team.

BUILDING RELATIONS WITH HEALTH
PROFESSIONALS

One of the strongest findings in the research literature is that the
regular involvement of family members and caregivers has an important
positive effect on the life of persons living with schizophrenia. Regular
involvement can begin at the assessment stage, and continue throughout
the acute and long-term stages of treatment and rehabilitation. Below
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are some suggestions that can help you build a constructive relationship
with hospital staff. The nature of your involvement during outpatient
care will be discussed in a later section.

Your main goal during the treatment of a person’s acute episode,
whether in or out of hospital, is to establish effective communications
with mental health professionals. When an ill person’s family arrives at
the hospital, they are in a state of panic and shock. They want to know
what is going on and what will happen next. They do not understand
the complicated hospital procedures. Experienced families advise that
it is important to remember your objective—to get appropriate help
for the person. They suggest a number of things you can do that will
assist you in your efforts.

e Keep a record of everything while you still remember. List the
questions you ask, the responses you're given, and the names
and phone numbers of the staff attending the person. Keep a
record of the treatment given, including dates and times. Keep
copies of anything you mail, and all notices and letters you re-
ceive from the hospital.

¢ Recognize that hospital staff and other health care professionals
are there to help the individual. Make it clear that you under-
stand that this is their prime responsibility, and that you are
ready to do all you can to help them. Try to establish a partner-
ship type of relationship between the psychiatrist, the person,
and yourself.

e Find out the names of the assigned psychiatrist, psychiatric
nurse, and social worker. These are the people responsible for the
treatment of the person. You should be able to communicate with
them if you have any questions or concerns.

¢ Be polite and assertive when talking to hospital staff. Use sen-
tences such as, “Please help me,” and “Please tell me where I can
get information about...”

e Ask for a meeting with the assigned psychiatrist and social
worker. Try to get to know them at the first meeting. Come
prepared with a written list of questions. Let them know of your
willingness to provide them with information about the person.
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e Keep all conversations to the point. Ask for specific information.
Some sample questions to ask the health care professionals are:
What specific symptoms are you most concerned about? What do
these indicate? How do you monitor them? What medication is
being given? How often? How much? Are there any side effects?
What can be done about them?

o Ask for clarification if you don’t understand. Do not settle for
jargon and vague information.

o If the psychiatrist is too busy to talk to you, write out what you
want to ask or say (in point form), and deliver (or fax) the letter
to his/her office.

¢ If you phone to speak to someone who is not available, leave your
name, the patient’s name, and your number. Let them know the
best times to call, and ask them to leave information on your
voice mail/answering machine if you aren't available.

¢ Consider having a friend or relative who is less directly involved
come with you to meetings at the hospital. This person’s role is
to remain calm and reasonable should you become overwhelmed
by emotion and frustration.

o If you feel that the patient is being badly treated or is not
receiving adequate care, and if polite approaches to the treatment
team fail to resolve your concerns, you may wish to raise the
matter with the case manager or another person in charge. If this
does not resolve the problem, you should write a letter and send
it to the head of the hospital or clinic. Be specific and brief in
your letters.

¢ Consider sending copies to the College of Physicians, Nursing,
etc., if you think it appropriate.

® Become a member of a local mental health or self-help organiza-
tion. When all else fails, help from your provincial schizophrenia
society may possibly allow you to cut through hospital red tape
and get answers.

e Families who have had loved ones hospitalized warn that you
should avoid actions that are not helpful.

¢ Do not be rude. Do not let your fears and anxieties turn into anger.
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Do not approach the situation with a chip on your shoulder. The
illness is the enemy, not the hospital staff.

¢ Do not bother the staff with unnecessary special requests and
excessive demands.

¢ Do not make long, detail-filled telephone calls to the staff.

¢ Do not allow yourself to be intimidated. Do not try to intimidate
the staff.

¢ Do not come late to appointments. If your appointments are
cancelled repeatedly, put your concerns in writing.

Some tips on relating to the hospitalized person include the
following:

¢ Familiarize yourself with the routines of the ward.

¢ Discuss with the person what is happening. Tell him/her about
your efforts to help the situation.

¢ Don't spend every day or all day with the individual while he/she
is in the hospital as your continual presence may interfere with
the treatment process.

e Respect the individual's wishes. If, for example, he/she seems
upset by long family visits, make your visits brief and share them
with other loved ones and friends.

¢ Do not undercut staff or criticize specific staff members in front
of the person.

¢ Do not criticize training or activity programs in front of the
individual.

e Consider the person’s complaints realistically. Act on those
complaints that appear to be real rather than imagined.

¢ Do all you can to make it clear to the person that this period of
hospitalization is important for his/her health.

® Try to convey an optimistic attitude: that things will get better
and that the person will eventually leave the hospital and get on
with his/her life.

¢ Do not interpret everything about the person as being “the ill-
ness.” Listen to how they understand what is going on with them
without arguing.
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PLANNING FOR DISCHARGE

When the person is in the hospital, make sure the staff is aware of your
desire to be involved in discharge planning. The discharge plan should
begin as soon as possible following admittance. A patient’s discharge
plan may involve a number of people. Overall coordination of the plan,
however, should be the responsibility of one person: a designated
nurse, case manager, team leader, social worker, or other caregiver
(depending on the hospital’s patient care system). It is important to
find out who the person in charge is, and direct your communications
to him/her. Families suggest that a letter to this person is often more
effective than a telephone call. An example of such a letter would be
the following:

Thank you for the care you are giving my son/daughter,

(If you can, give a specific example of help that has been
particularly important to him/her.) I would like to meet with you
to learn about and discuss options for discharge and continuing
care.

Families also suggest that you have a note put on the individual’s
file to remind staff to alert you about approaching discharge. Hospitals
are busy places, and the staff may forget to keep you informed. In
most provinces and territories, a social worker will be assigned to the
person during the hospital stay. This person can advise you and the
individual about the social services and community programs available
upon discharge. He/she can also help advise whether it is best for the
person to return home, or if alternative housing should be considered.
It is important to involve family members, including brothers or
sisters, in meetings with the social worker. Be sure to consult with
the psychiatrist on all plans for the person. If the individual has had
multiple hospital admissions because he/she does not take treatment
in the community, assisted treatment mechanisms are provided by
provincial mental health legislation and should be discussed with
the psychiatrist. Examples of assisted treatment mechanisms include
conditional leave from hospital and community treatment orders
(again, these may differ from province to province). It is important

65



LEARNING ABOUT SCHIZOPHRENIA: RAYS OF HOPE

that the advice of both the social worker and the psychiatrist are in
sync.

You will likely have a number of concerns about what will happen
when a person with schizophrenia returns home after discharge from
the hospital. You need to know how to behave towards him/her, what
to say, what expectations are realistic, and how to support the person’s
sense of purpose and hope for recovery. Families who contributed to
this book recommend that you should strive to help the person to
become as independent as possible, consistent with the extent of the
disability. The person’s ability to do so will depend a great deal upon
what he/she was like before becoming ill. The age of onset of the
illness may also be a factor in how the person can cope. Normally,
the more skills and social development acquired before the illness, the
greater the person’s ability to function.

I Keep in mind that you have your limitations: you may not
be able to be all things to the person.

The process of helping the person achieve greater independence
and connection to community really starts upon discharge from the
hospital. Recognize that it will involve much trial and error. Families
who have been through this experience urge you to keep the process
in perspective with schizophrenia as with any other major illness—
heart disease, cancer, diabetes—where the person and the family must
learn to cope with new and more demanding circumstances. For the
discharged person, diet, exercise, work, and social obligations will
represent a considerable challenge. Taking medication regularly and
attending therapy sessions or a self-help group may need to become
part of the person’s lifestyle for the first time. Family members and
friends need to learn the most effective ways of speaking to, and
behaving towards, the person who is ill.

One of the first things you should do before the person returns
home is to think about basic safety precautions. Although you may
be hopeful of a permanent or long-term remission in the future,
the course to recovery from schizophrenia is often accompanied by
symptoms and not without setbacks; at some periods, safety may be
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the priority concern. If the person is disoriented, depressed, or begins
to talk of suicide, you need to be aware of the potential dangers of
matches, drugs, poisons, sharp objects, and so on. Many people with
mental disorders are heavy smokers. You should decide ahead of time
what sort of house rules you want with regard to smoking. Be sure the
person understands the risks involved in driving when tired or sleepy
from medication.

A Discharge Checklist can be a useful guide to ensure that the
seven main areas essential to a good discharge plan are covered:

1. Medication information should be listed on the discharge
form as soon as it is known. Instructions regarding dosage,
times, and any special requirements, such as the need to take
the drugs with food or milk, should be noted. This informa-
tion usually comes from the attending doctor(s), nurse(s), or
hospital pharmacist.

2. Living arrangements must be determined ahead of time. If
the person is not going to live with his/her family, the type
of residence suitable to his/her capabilities needs to be de-
cided. Some boarding homes provide medication supervision,
while others expect clients to be responsible for their own
medication. Ensure that the person resides in an environ-
ment where he/she will obtain the support needed to remain
in the community, thus avoiding recurrent hospitalization.

3. Follow-up community care is necessary for all people with
schizophrenia. In addition to continuity of medical care, some
people may require referrals to day programs, support groups,
or alcohol and drug abuse programs, along with health pro-
fessionals such as dentists, eye doctors, gynecologists, etc.

4. Most people with schizophrenia must relearn social skills and
other basic life skills to realize a good recovery. All psycho-
social rehabilitation options should be included on the dis-
charge planning form.

5. Before the person is discharged, it is important that he/she
understands how to recognize the symptoms of schizophre-
nia and develop recovery goals. It may also be appropriate to
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educate the person on birth control and sexually transmitted
diseases.

. Arrangements for transportation to therapy appointments
and activity programs should be part of the discharge plan.

. If the person requires financial assistance, the treatment
team should be notified in order to ensure the appropriate
applications are filed before discharge.
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Treatment

TREATMENT DURING THE
STABILIZATION PHASE

Discharge from hospital means only that the person’s treatment
has been properly started, and that he/she can safely continue
treatment as an outpatient. It does not mean that treatment is
complete.

Il persons should leave the hospital with a treatment/recovery plan
that will both minimize symptoms and maximize their quality of life.
Such a plan will almost always include taking antipsychotic medication
for an extended period of time. Beyond that key element, the treatment
plan for the stabilization phase should reflect their needs, as well as
their wishes or preferences as they begin their recovery journey. Your
outpatient or mental health service may offer individual or group
psychotherapy, life-skills training, physical activities, and occupational
therapy. Outpatient staff can also provide help with respect to
government social services or disability pensions, and housing support
programs. Family education programs are often separate from activities
that involve the person recovering from illness, and provide help on
how to understand and help the person.

During the stabilization phase, individuals may still be fragile, both
neurochemically and psychologically. Symptoms of moderate severity
may still be present, as medications can take many weeks or even
months to reduce symptoms. As such, the best treatment activities
may be more basic and gentle than they need to be in the later stable
phase. It may be better to have more structured and less complex
treatment activities. Complicated psychosocial treatments, such as
those described in the Stable Phase section below, can begin when
symptoms have lessened and more complex cognitive functions have
had time to recover.

69



LEARNING ABOUT SCHIZOPHRENIA: RAYS OF HOPE

Sometimes programs offer outpatient treatment services that
are grouped together into a day program, where patients make a
commitment to a block of group activities for several days per week.
Other services allow individuals to pick and choose from groups, so that
their activities more closely reflect their needs. Individual counseling
may or may not be part of these day programs. Outpatient treatment
services are not standardized across the country, due to variances
in resources of health regions (even non-existent in some regions).
You should, however, be able to obtain a list of outpatient services
from your local hospital, the provincial schizophrenia society, or the
Canadian Mental Health Association.

YOU ARE IMPORTANT TO THE PERSON’S
WELL-BEING

The following suggestions may help you understand how to behave
around the individual during the early stages of treatment. Note that
what works for one individual may not work for another. Ask the
attending doctor(s), social worker(s), and other health professionals
which strategies are best following discharge from the hospital, or
after an acute episode. They can guide you on the matter of interacting
with the person and whether or how hard you should push him/her to
do chores, get a job, attend school, or participate in other therapeutic
programs.

e Speak with a slow-paced and low-toned voice. Use short, simple
sentences to avoid confusion. If necessary, repeat statements and
questions using the same words.

¢ Explain clearly what you are doing, and why you are doing it. For
example, “T am putting your clean clothes in your closet. You can
choose which clothes you want to wear today.”

e Establish a structured and regular daily routine. Be predictable.
Be consistent. Do not say you will do something and then change
your mind.

e Offer praise continually. If the individual combs his/her hair or
shaves after three days of not doing so, comment on how attrac-
tive he/she looks.
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e Avoid over-stimulation. Reduce stress and tension. For example,
eating meals with the family may be too overwhelming at first.

e Persuade, but never force, the person to take his/her medication
and to keep all medical appointments.

® Keep an optimistic attitude as much as possible; research suggests
this can influence the attitude of the person with the illness
(Markowitz, F., Angell, B., and Greenberg, J.S. (2011) “Stigma,
Reflected Appraisals, and Recovery Outcomes in Mental Illness,”
Social Psychology Quarterly, June 2011 74: 144-165).

e Share the person’s hope that that things will get better.

With time, the person may show signs of being able to handle more
responsibility. Keeping in mind the above guidelines for behaviour,
here are some strategies for the next steps (once the initial adjustment
period is over):

® Discuss with the person how he/she feels about doing more
things.

e Begin with mastery of self-care tasks: personal hygiene, getting
dressed, and eating scheduled meals.

e Assign household responsibilities that are within the person’s
abilities. Watch to see if the person prefers to work alone or with
others. For example, he/she may like to wash dishes, but prefer
not to have someone beside him/her drying the dishes.

® Encourage, but never push, the individual to be part of social
gatherings if appropriate. One or two friends over for dinner may
be manageable, whereas an all-day gathering of the clan—for
example, a wedding—may cause undue stress and frustration.

® Discuss plans with the person for an outing once a week. A drive
and a walk in the country may be fun, whereas a trip to the
city may be too noisy and tension filled. If the individual enjoys
coffee and doughnuts, plan a break around going to the dough-
nut shop, rather than a restaurant where menu choices may be
confusing.

® Do not be too inquisitive. Do not always ask questions such as,
“What are you thinking about? Why are you doing that?” Talk
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simply about local or world events: “Did you hear about the new
movie starring...”

Understand that although it may be very difficult for the indi-
vidual to have a conversation with you, he/she may enjoy your
company in other ways. Consider watching television, listening
to music, or playing cards. Talk about childhood events. Some
people also appreciate being read to.

Avoid constant, petty criticism. Identify the major behaviours
and learn to deal with them in an honest, direct manner. For
example, in many families, lack of personal hygiene is a source of
great irritation. But saying things like, “Why can't you wash?” or
“You smell awful,” does not have a positive effect in solving the
problem. It is better to present the problem as your own. “I do
not like the way you smell. I have a problem with the fact that
you do not shower regularly. How can we work out an agreement
that you will shower daily?”

Be forgetful. Say something like, “I forgot the milk. Can you get
it please?”

Encourage the person to take responsibility. For example, leave
instructions about starting dinner in case you are late getting
home that night.

Try to teach the person how to deal with stress in a socially
acceptable manner. For example, if he/she is in a public place and
begins to feel panicky, he/she can go to a washroom until the
feeling has passed.

Remember that family members are often the only friends the
person has. So try to be a friend; talk as a friend would. “I'd
really like to see this movie. Would you come with me tonight?”

If you are part of a faith community, encourage someone from
that community to befriend the person. (Look for someone from
his/her age group.)

Always try to put yourself in the person’s shoes. Respect his/
her feelings. Saying, “Don't be silly. There’s nothing to be afraid
of,” will get you nowhere. Allow the person to feel frightened by
saying something like, “It’s all right if you feel afraid. Just sit
here by me for awhile.”
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® Respect the person’s concerns about his/her illness. Often, those
who have schizophrenia ask their families not to go public—that
is, not to become a public speaker or to give interviews on behalf
of their support group. Although some families may feel they
have a lot to offer in terms of helping others, they may decide
(for the time being) to abide by the individual's wishes. Others,
although fully sympathetic with the person, may decide other-
wise.

“A good family environment can be a major factor in im-
proving the chance of stabilizing the illness and prevent-
ing serious relapses.”

—Dr. Ian Falloon, et al.

TREATMENT AND SUPPORTS IN THE
STABLE PHASE

In planning ongoing treatment and support for someone with
schizophrenia, it is essential to have a strategy that integrates
both pharmacological and psychosocial interventions. In this sense,
treatment mirrors the causes of the illness itself: it is best to think
of schizophrenia as a condition where excess levels of stress trigger
a pre-existing vulnerability. That being the case, the individual will
do best when treatments target both vulnerability and stress. To do
that, a combination of medicine and psychosocial interventions is
used. Medicine raises the vulnerability threshold; i.e., the amount
of stress a person can manage before feeling distressed. Psychosocial
approaches, on the other hand, allow people to manage the kind and
amount of stressors, so they don't become excessive. The psychosocial
approaches outlined below include education, family intervention,
stress management, life-skills training, and case management. First,
though, let’s become familiar with medication issues.

Medication

Medication is a key cornerstone of treatment for schizophrenia. Once
the acute stage of a psychotic episode has passed, most people with
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schizophrenia will take medicine for a long time. This is because
vulnerability to psychosis doesn't go away, even though some or all of
the symptoms do. For example, without reqular medication, the chance
of a relapse in 2 years is 80-90%. By contrast, the 2-year relapse rate
is cut in half if a person with schizophrenia does nothing except
take antipsychotic medication as prescribed. Relapse rates are even
further reduced by adding other treatment measures (as described in
the Psychosocial Treatment section). Medication use, for how long and
which ones, should always be a point of discussion with the treatment
team. Medication has a significant preventive role in the long run, as
well as a symptom-relief role in the short run.

First-generation medicines were introduced between 1955 and 1980.
They were used to alleviate the positive symptoms (hallucinations and
delusions) of schizophrenia. Second-generation medicines have been
available since 1990. They work equally well on positive symptoms,
and have a documented advantage in relieving negative symptoms with
some benefit to cognitive symptoms. It remains to be seen whether new
medicines coming to market are even better for cognitive symptoms,
such as memory loss and concentration problems.

There are many kinds of antipsychotic medicines in use today.
While there are common side effects for any medication, some of the
antipsychotics may have more particular ones. Most people do not
experience major side effects—though the treatment team will be
asking and watching for any. Each medication has about 15-20 years
of development and clinical trials before it gets approved to market,
and does not come to market unless the requlating bodies feel it is
safe. Never hesitate in asking the treatment team about side effects of
medications.

Each drug has two names: the generic or chemical name (first column
on the following page), and the brand name used by the pharmaceutical
company that manufactures it (second column). The table that follows
lists some of the more common antipsychotic medicines available in
Canada; however, financial coverage of medication may vary between
provinces.
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Old or First-Generation Antipsychotics

CHLORPROMAZINE Largactil
FLUPENTHIXOL Fluanxol
FLUPHENAZINE Modecate
ZUCLOPENTHIXOL Clopixol
LOXAPINE Loxapac
HALOPERIDOL Haldol
PIMOZIDE Orap
TRIFLUOPERAZINE Stelazine
METHOTRIMEPRAZINE Nozinan

New or Second-Generation Antipsychotics

CLOZAPINE Clozaril

OLANZAPINE Zyprexa
RISPERIDONE Risperdal
RISPERIDONE Risperdal Consta (IM)
PALIPERIDONE Invega
PALIPERIDONE (PALMITATE ) Sustenna (IM)
QUETIAPINE Seroquel
ARIPIPRAZOLE Abilify

ZIPRASIDONE Zeldox

IM = Intramuscular injection

There are some excellent public websites that explain in more
detail antipsychotic medications, their use, and potential side effects.
Please ensure that information obtained over the Internet comes from
a reputable source.

The dosage for each individual depends on a wide range of factors,
including physical differences (such as sex, weight, metabolic rate),
physical health, and the severity of the symptoms. There are two basic
forms of administration. The most common is pills, taken by mouth.
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Some medicines are also available in liquid form. Oral medication
requires consistent use to ensure a steady supply of medicine, every
day, to the body. Some antipsychotics are available in an injectable
form. A short-acting injectable drug can be used for rapid treatment,
for example, when someone is extremely frightened or agitated. A
longer-acting injectable form is used when a person can't or won't
take oral medicine every day. The June 2003 issue of the American
Journal of Psychiatry reported that Risperidone, the first atypical
antipsychotic available in long-acting injectable form, is well tolerated
and effective in schizophrenia. This increases the options for people
with schizophrenia that have difficulty taking medicine on a daily
basis.

Most antipsychotic medicines produce substantial improvement in
about two-thirds of people who have a psychotic episode. Of these,
about half experience a full remission of symptoms. The other half
experience substantial improvements, but some symptoms are still
present even though they faithfully take their medicine. Unfortunately
the remaining third fail to respond to a particular medicine—in this
case, the physician will try a different antipsychotic. Many individuals
in this group will successfully respond to a subsequent medicine, even
if the first one didn't work. The choice of any particular medicine is
highly individualized.

Most, but not all, physicians believe that the newer drugs are
the best first choice. But sometimes an individual will not respond
to, or will lose the effectiveness of, a second-generation drug. Other
times, the individual might find the side effects of a newer medication
intolerable. In this case, it is quite sensible to consider one of the older
drugs.

If the person has failed to respond to at least two medications after
6-12 months of good effort, your physician may suggest clozapine
(Clozaril). Clozapine is currently the best choice for people with
schizophrenia who have had a poor response to other medicines.

Sometimes a physician may prescribe medicine for other symptoms,
such as depression or anxiety. The individual might also need to
take other medicines for general health problems. There are always
implications for combining drugs, and the psychiatry team should
always be made aware if a family doctor is starting a new medication
for a physical health problem. The prescribing doctor must be made
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aware of all medications, herbs, cold remedies, coffee, cigarettes, and
street drugs the person is using.

New antipsychotic medicines continue to be developed, guided by
research strategies that are increasingly complex. Unlike with older
medicines, it is no longer sufficient to show simply that a new medicine
is effective for the positive symptoms such as hallucinations and
delusions. Pharmaceutical companies must also evaluate improvement
in negative symptoms, as well as assess the cognitive effects. The safety
and tolerability (e.q., side effects) of drugs is more carefully assessed
than ever before. Ill people and their families are also interested in the
degree to which quality of life is improved. Governments want to be
assured that new medicines are cost-effective. Scientists want to know
the mechanism and site of action of new medicines, in the hope that
new understandings of the cause of schizophrenia will follow. Most of
these issues are assessed over many years, and clinical trials now assess
particular subgroups of people with schizophrenia; for example: people
with severe, acute episodes; outpatients whose condition is stable but
who only partially respond to their current medicine; those with and
without accompanying depression; and those with little or no response
to several medications. The research that guides the development of
new medication is complex because our understanding of the illness is
more complex.

Side Effects of Antipsychotic Medicine

The most common reason people stop taking medication is that they
don't understand its importance. The next most significant reason is
the side effects of the medicines themselves, which can interfere with
one’s personal goals. Side effects cause different levels of discomfort,
and vary from person to person. Side effects can be classified into
short-term and persistent effects.

Short-term side effects appear relatively soon after starting a
medication. They are highly dependent on the particular medicine and
its dosage. Short-term side effects often go away by themselves after
a few days of therapy. If they do not, an alternate medication may be
prescribed by the attending physician. Side effects to watch for include
the following:
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e Muscle problems: stiffness, prolonged tension, or even muscle
spasms

e Movement problems: shakiness or jerkiness

¢ Dry mouth, blurred vision, constipation, and difficulty urinating
® Drowsiness

e Lack of energy, sometimes called lethargy

® Restless legs (akathesia)

¢ Dizziness when sitting up or standing up quickly

e Increased appetite and weight gain leading potentially to
diabetes

¢ Change in hormones, particularly those relating to sexuality and
reproduction

e Decrease in libido

e Difficulty with erections, ejaculation, and reaching orgasm (if
this problem persists, your physician may consider using another
drug to solve it)

e Loss of menstrual periods

Persistent side effects, on the other hand, are those that don't
go away when the medicine is stopped. The most common of these is
tardive dyskinesia (TD), the symptoms of which are involuntary muscle
movements. TD most often appears in facial movements; e.g., of the
mouth, tongue, and lips. Sometimes it appears as jerky movements
of the limbs or other muscles. The risk of TD increases with age and
with the length of time a person has taken the TD-triggering medicine.
Sometimes, persons with schizophrenia are not so much bothered by
the side effects themselves, but are embarrassed by them when they are
around other people; for example, they are embarrassed by involuntary
movements, or don't wish to explain to others why they have less
interest or energy than they used to have. In this case, support from
family and friends can be invaluable.

An acute, life-threatening side effect known as neuroleptic
malignant syndrome (NMS) can occur when using an antipsychotic,
especially early in the treatment process, or if dosage levels are
rapidly increased. It may appear when a neuroleptic (also known as
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antipsychotic medication) is used in combination with other drugs.
Rigidity, hyperthermia, delirium, and autonomic instability are
indicators of NMS. If these symptoms appear, a physician will order all
medication stopped, and will likely hospitalize the person in order to
establish supportive treatment and a future course of therapy.

Hyperprolactinemia is a condition wherein the levels of serum
prolactin in the body are elevated. The most significant result of this
condition is a deficiency in estrogen or testosterone (hypogonadism).
Disturbances of the menstrual cycle and an ovulatory cycle may result;
fertility may be impaired; and sexual dysfunction may be caused
or exacerbated. As well, loss of estrogen makes women vulnerable
to osteoporosis, cardiovascular problems, and dementia. If this side
effect occurs, prolactin levels should be monitored by the doctor,
but treatment of schizophrenia should remain the priority. The
physician may combat the problem by reducing the medication dosage,
by changing to a different type of antipsychotic, or by prescribing
additional drug treatments. Females should be aware that decreasing
serum prolactin levels in the body (to counter hyperprolactinemia)
could increase chances of conception.

A common complaint about antipsychotic medication is sudden
weight gain. Some antipsychotics cause more gain weight than others.
Adding another medication to combat this problem may help, but this
strategy is still in the experimental stage. The key to managing weight
gain is having a healthy lifestyle that includes good dietary habits. For
more information on this subject, please refer to Chapter 9, Medical
Comorbidity of Schizophrenia.

It is important that individuals and their family members under-
stand as much as possible about side effects. This knowledge can
prevent many misunderstandings—for example, you will not mistake
lethargy for laziness or become frightened by tremors, and you will be
able to provide valuable information to the attending physician. As a
caregiver, your observations provide the treatment team with critical
information, and it is important to document all you can about how
the person is responding to the prescribed medication. For more infor-
mation about side effects, you can consult your pharmacist.
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Remember these general principles of drug therapy:

e Antipsychotic drugs are, for the most part, safe drugs; however,
they may cause multiple side effects that can have an adverse
impact on the person’s ability and willingness to adhere to treat-
ment.

e Side effects are a cost of antipsychotic treatment that must be
monitored throughout treatment.

e Side effects are not constant over the course of treatment; some
(for example, acute stiffness) are more likely to be short term,
and others (for example, tardive dyskinesia) to be long term.

o The person’s own perception of the severity and importance of
a side effect is a crucial component of side effect evaluation. Do
not downplay the person’s experience with side effects.

¢ Discuss the issue of side effects with the prescribing doctor.

Psychosocial Interventions

Following an acute episode of psychosis and diagnosis of schizophrenia,
the person will likely need help adjusting to life with this disorder,
much like someone who was just diagnosed with diabetes has to adjust
and become knowledgeable in how to stay healthy. For individuals with
schizophrenia, coping with school, a job, living independently, and
even caring for themselves can generally be achieved with medication,
and psychosocial treatment (may also be referred to as psychosocial
intervention or rehabilitation). Psychosocial intervention can consist
of one-on-one counseling or training, group support, activity programs,
and/or daily monitoring and communication with caregivers.

The best strategies are those that integrate medicine with
psychosocial interventions. By combining psychosocial approaches
with good medication practices, the person will reduce the need for
readmission to hospital, reduce the severity of his/her symptoms,
and be less distressed by remaining symptoms. Adding psychosocial
interventions increases work and school functioning, improves the
quality of life, and provides needed support to people and their
families. The effect of adding a psychosocial component to a recovery
plan is not trivial. Earlier, it was stated that the effect of simply taking
regular medicine is to cut in half the relapse rate; e.g., 40-50% over
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two years. The effect of adding family-based interventions or social
skills training, for example, to good medication practices is to further
reduce the chance of relapse, to 25% over 2 years. There is further
evidence to show that combining medicine, family-based treatments,
and social skills training can reduce the relapse rates even more.

In an illness with lifelong vulnerability, the most important
treatment component is a therapeutic alliance between the person,
the treatment team, and family members. Listening to the person’s
concerns and life goals will help family members develop empathy as
well as a special rapport with the person—two critical components of
a successful treatment plan.

Persons with schizophrenia should persistently try to set recovery
goals, and realistically assess progress on a regular basis. The intensity
of treatment interventions should reflect the amount of help needed to
make progress towards their goals.

The most intensive interventions are those in the first year after
an acute episode of psychosis. For many individuals, the intensity can
be reduced over time. Others, however, will continue to need frequent
monitoring, crisis intervention (including after-hours services), and an
intense level of service on an ongoing basis.

All treatment plans should include a crisis response plan. The
person, like most people, will get distressed from time to time. However,
if that normal distress goes on too long, or becomes too severe, it
may develop into an episode of psychosis. It is therefore important to
learn to recognize the early warning signs of psychosis/relapse, and to
respond without delay to reduce the distress. This is best accomplished
if the early signs from previous episodes, and a response plan, have
been identified in advance.

The treatment team can provide services that are not strictly
related to treatment. For example, they can tell you how to obtain
disability benefits. They can also help to arrange alternate housing
if the family is feeling too burdened. They can arrange affordable
recreational activities, and help set up volunteer work when a paying
job would not be possible.

A minimum level of mental health services for a person with
schizophrenia should include prompt access to a physician, early
involvement of family members, provision of information about the
illness to the person and his/her family, and provision of adequate
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housing and financial assistance. For the minority of individuals who
relapse frequently, and whose needs strain the ability of family members
and caregivers to provide support, intensive case management is often
necessary.

Psychoeducation

People with schizophrenia need to understand the basic issues about
the causes of the illness, as well as the various treatment strategies for
it. They do much better when they understand their own experiences
in terms of the various features of the illness, and how their specific
treatment plan will reduce their symptoms and help them achieve their
goals. They need to know how the illness may complicate their problem-
solving abilities, how to cope with stressors, and how schizophrenia
may affect their plans for the future. They also need to know that their
own perspective will be heard and respected, and that the treatments,
services, and supports available to them will help them along the path
to attaining their personal goals and finding their own meaning in life
outside of the illness.

Education can be provided on a group or individual basis; teaching
packages with designed curriculum modules are available for use with
groups. As with any education program, regular information sessions
with interactive discussions are much more powerful than simply
reading a book or attending a single lecture.

Family Involvement

Treatment guidelines now advise the inclusion of family members
right from the beginning, since they are usually the primary source of
support for people with schizophrenia. At the very least, this means
consulting the family in the assessment process, and considering the
family perspective in preparing the treatment plan. For the sake of
the person, as well as family members themselves, it is crucial that a
working alliance develop between the treatment team and the family.
Involving the family also means providing information on the cause
of the illness, including a clear statement that they are not to blame
for the illness. This basic information is usually presented in several
sessions, and can be provided either to individual families or in a group
format. Group sessions are offered by hospitals (or clinic staff), local

82



TREATMENT

Schizophrenia Society groups, CMHA, or other family associations.
Treatment guidelines now encourage all families to acquire a basic
understanding of schizophrenia.

Where family members are able, they can also become directly
involved in the treatment of the affected individual. In so doing,
course and outcome are dramatically improved: relapse rates, which
are cut in half by good medication practices, can be further cut in half
if the family acquires appropriate information and skills related to the
pursuit of good health. Family-based treatment usually includes

¢ helping family members develop effective ways of coping with
this difficult illness;

¢ understanding the recovery and its process;
® improving communication skills;

e relapse, prevention strategies, including the identification of
early warning signs;

® stress, management training; and

® ways to provide support to each other during times of crisis.

Other components can be added, depending on the needs
of the person and family. A home visit often helps to build
trust, and helps the clinical staff to become familiar with
the person’s circumstances. Similarly, the needs of siblings
are sometimes considered as part of the treatment plan.
In light of the diverse needs of families, these issues must
be addressed specifically and individually.

Many controlled research studies have shown that these treatments
help all kinds of families and people, not just those experiencing
friction or frustration. As one of the best practices in schizophrenia,
family involvement in treatment can now be considered the default
option. That is, it should be part of the normal course of treatment,
unless there is a compelling reason not to do so.
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Social Skills Training

An equally powerful psychosocial intervention is social skills training.
It, too, can reduce relapse rates from 50% with good medication
practices alone, to about 25% over two years when added to drug
therapy. Social skills can range from basic skills, such as making eye
contact and giving compliments, to more complex issues, such as
making requests, giving feedback, and being assertive. Social skills
training is offered for several reasons. Firstly, the source of much
stress in anyone’s life is interpersonal. Learning communication skills
will help most people reduce stress, and in the case of people with
schizophrenia, it will also reduce the risk of relapse. Secondly, many
people with schizophrenia are still in the process of maturing when
they develop the illness. They may be awkward or quite shy, since
they haven't had the opportunity to acquire the social skills that are
part of normal adolescent development. Alternatively, social skills
that had been acquired may have been lost due to a lengthy illness.
Finally, some people with schizophrenia find complex social situations
overwhelming. This can be a feature of the illness itself, either in the
acute or the stable phase.

By learning social skills, individuals can engage in as little or as
much social activity as is good for them at any point in time. People
feel better about, and do better in, social relationships, lower their
stress levels, and enjoy a better quality of life. Social skills training
is now one of the best practices in psychosocial treatments for people
with schizophrenia.

Cognitive Therapy

Cognitive therapy has been successfully used with individuals with
schizophrenia who have symptoms that are at least partially resistant
to antipsychotic medication. The results are a striking reduction in
the severity of symptoms. A large number of studies from a number
of research laboratories have found similar effects. The result is the
newest addition to the collection of best practices.

Cognitive therapy was first developed for anxiety and depression.
Its basic strategy is collaborative empiricism, where the individual and
therapist generate and then test hypotheses. For example, if a person
has a delusion of moderate intensity that a family member is poisoning
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his food, a test would be to ask the family to first taste the meal, or
to randomly assign seating around the supper table. Cognitive therapy
strategies for hallucinations might be to consider various explanations
for their timing, rather than the content of the hallucination.

Case Management

Another best practice psychosocial intervention is case management
for the 10% who will be severely disabled. For this group, the personal
and social costs of not being in treatment are staggering: ongoing
severe distress, isolation, poor physical health, family burnout, and
high hospitalization and emergency services costs. Most provinces
and territories now provide intensive case management, often called
Assertive Community Treatment (ACT, named after the first and best-
known program). Here, a case manager will make weekly or even
daily contact to help plan meals, organize personal hygiene, supervise
medication, and arrange visits to the family doctor. The case manager
can also help the client attend structured recreational activities.
Case management is offered on an unlimited basis, with a 24-hour
on-call capacity, and often is in place for many years. For more details
on rehabilitation programs, refer to Chapter 12, Best Practices in
Rehabilitation.

PHYSICAL ILLNESSES

People with schizophrenia are less likely to recognize, or have
recognized by others, a physical illness. It is, therefore, important that
the attending physician ask specific questions to uncover any ailments.
People with this disorder are subject to higher incidence of smoking,
caffeine ingestion, alcohol or substance abuse, self neglect, obesity,
heart disease, and diabetes. As a result, they have a higher than
normal mortality rate. They should be monitored on a regular basis for
cardiovascular disease, diabetes, respiratory and genitourinary problems,
and conditions involving the endocrine and neurological systems. The
physician or psychiatrist with primary clinical responsibility should
monitor for these and other physical illnesses, along with psychiatric
symptoms. They should also perform reassessments along with physical
examinations every year.
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CHAP

Medical Comorbidity of
Schizophrenia

DEFINITION AND FACTS ABOUT
COMORBIDITY

Like all people, those who have schizophrenia can experience other
illnesses. The term comorbidity refers to disorders, whether medical
or psychiatric, that coexists with schizophrenia. Medical comorbidity
can be associated with poor physical health as a result of mental
health problems. For example, some people with schizophrenia have
an inactive lifestyle as a result of their disorder. This is in turn can
lead to obesity, and obesity leads to various health problems. So, the
psychiatric disorder and medical problems can be interrelated.

As with the general population, susceptibility to physical health
issues increases with age. However, people with schizophrenia have a
10-15-year shorter life expectancy than the general population, living
to approximately 61 years of age. The rate of death from natural causes
(i.e., disease) is twice as high for people with schizophrenia. 80% of
deaths by natural causes are due to cardiovascular disease, respiratory
disease, or cancer. More than 60% of deaths are smoking related.

There are five main reasons for a higher rate of natural mortality
among people with schizophrenia:

1. Failure by the person or caregivers to recognize the medical
disease

2. A missed medical diagnosis by a psychiatrist or physician
3. Poor treatment

4. Lack of insight by the person (e.g., refusal to acknowledge
the condition or adhere to the treatment),

5. An unhealthy lifestyle (especially when cigarette smoking is
included)
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It is important that people with schizophrenia and their families
learn about comorbid conditions and how to recognize their symptoms.
While medical intervention cannot always reduce some of the factors
that contribute to comorbidity, awareness by people with mental illness
and their family members can help to support lifestyle adjustments, and
to get treatment than can keep related illnesses under better control.

Psychiatrists specialize in mental health. Since schizophrenia is
a serious and complicated disorder, psychiatrists tend to put their
treatment focus on helping the person to recover from the mental
disability it causes. While psychiatrists are medical doctors, their
expertise in diagnosing and treating physical health issues is not the
same as that of a family doctor or internal medicine specialist (the
opposite being true as well; i.e., GPs and internal medicine specialists
do not have expertise in diagnosing and treating mental health issues).
Psychiatrists often refer to the family doctors if they suspect physical
health issues, but it is important for patients to see a family doctor
on a regular basis for routine checkup, as with everyone. A treating
psychiatrist may assume that the individual with schizophrenia is
healthy unless otherwise informed, or is being monitored for medical
fitness by a physician. Many people, however, do not have a family
doctor, and have difficulty getting access to one. There are shortages
of physicians in various communities across Canada, and many family
physicians will not take new patients. Individuals may, therefore, be
relying upon the treating psychiatrist for overall health care. If this is
the case, it is important that the psychiatrist be aware of this situation,
and understands that the patient depends on him/her to monitor for
illnesses associated with schizophrenia.

It is a good idea for family members of people with schizophrenia
to consult with the person’s psychiatrist on a regular basis (e.g.,
annually, semi-annually, or as required), especially if there are no
other physicians involved in their loved one’s care. (Please note that
if the person is over the age of 18 years, the family may require the
written consent of the patient before the psychiatrist will discuss
the case. For more information, please refer to Chapter 11: Coping
with Schizophrenia, the section on confidentiality.) The family and
person should discuss overall physical and mental health with the
psychiatrist, and appropriate testing for physical and mental condition
should be performed. Complete psychological and physical assessments
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should provide information that will give the individual and his/her
family as clear a picture as possible on the status of the illness, as
well as overall medical health. It is essential that any existing medical
problems be fully investigated. Many health problems can be treated
(e.g., diabetes, obesity) either with medicines or adjustments in diet
or lifestyle. The sooner a problem is detected, the more likely it is to
be controlled, and then the risk the concern poses to the health of the
person is decreased.

In this book, the importance of family involvement with the
treatment team is emphasized. Families and caregivers help the
person with schizophrenia in the management of, and recovery from,
schizophrenia. Family involvement is also important to the medical
health of the individual. The person may not report symptoms of
conditions such as diabetes to the treating psychiatrist or physician.
People with schizophrenia often lack the insight or awareness of their
medical condition. They may also have trouble communicating their
symptoms, or may provide incorrect medical history to the treatment
team. Individuals with schizophrenia may also be victims of a fragmented
health care system. They may discuss their physical complaints with a
nurse or case manager, but the message may not get the attention of
the treating psychiatrist. It is important that families of people with
schizophrenia become aware of the important medical comorbidities
in schizophrenia, and families themselves with typical symptoms of
these conditions. Families must also ensure that either the person or a
family member communicates accurate medical history to the treating
psychiatrist, as well as any concerns or symptoms that develop.

I Family members should educate themselves about the co-
morbid illnesses related to schizophrenia, so they can rec-
ognize their presence in the person, and help the person
get treatment.
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COMMON COMORBID CONDITIONS

The most common threats to the health of a person with schizophrenia
are

® obesity;
e heart disease; and

e diabetes.

Obesity

Obesity is both a medical comorbidity and a risk factor for other
disorders. It is generally defined by a body mass index (BMI) calculation.
This is a standard measurement that compares body weight to body
height to determine a body mass. The Canadian Standard BMI says that
a calculation of greater than 25 indicates overweight, and 30 and over
indicates obesity.

To calculate your BMI, use the following Canadian website:

http://bodyandhealth.canada.com/health_tools.asp?t=5&text_id=1855

In Canada, 12% of the general population is considered obese,
whereas 42% of people with schizophrenia are obese. Nearly half of all
individuals with schizophrenia, therefore, are significantly overweight.

When physicians want to get an indication of the risk of disease
from obesity, they will often use the BMI along with the patient’s waist
measurement. For example, if a man’s waist is less than 40 inches but his
BMI is 35 or greater, his risk of disease associated with obesity is very
high. If a woman's waist is greater than 35 inches and her BMI is 30 or
greater, she too has a high risk of health problems. Waist measurement
is important because a high waist-to-hip ratio is positively associated
with heart attack, stroke, glucose intolerance, insulin resistance, and
dyslipidemia (also known as the metabolic syndrome—see section on
cardiovascular disease for definitions). The chart below gives you an
idea of whether or not you or your family member may be at risk of
disease associated with obesity.
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Classification of Overweight and Obesity by BMI, Waist Circumference,

and Associated Disease Risks'®

Disease Risk” Relative to Normal
Weight and Waist Circumference

BMI Obesity | Men 102 cm (40 in) Men >

(kg/m?) | Class or less 102 cm
Women 88 cm (35 in) (40 in)
or less Women >
88 cm
(35 in)
Underweight* | < 18.5 — —
Normal* 18.5-24.9 — —
Overweight* | 25.0-29.9 Increased High
Obesity* 30.0-34.9 I High Very High
35.0-39.9 I Very High Very High
Extreme . Extremely
Obesity* 40.0 + I Extremely High High

“ Disease risk for type 2 diabetes, hypertension, and CVD.
* Increased waist circumference can also be a marker for increased risk, even in persons
of normal weight.

Obesity can have serious consequences (both medical and non-
medical), and can lead to the disorders and risks listed here.

Medical disorders:
¢ Hypertension
¢ Dyslipidemia
o Atherosclerosis
¢ Diabetes
* Gallstones
¢ Congestive heart failure
e Stroke
¢ QOsteoarthritis

¢ Cancer (endometrial, breast, colon)

16 http://www.nhlbi.nih.gov/health/public/heart/obesity/lose_wt/bmi_dis.htm
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Non-medical risks for obese people with schizophrenia

e Not adhering to the treatment plan (including antipsychotic
medication)

e Having a diminished quality of life
® Social withdrawa

e Stigmatization

People with schizophrenia who are also obese are three times more
likely to not adhere to treatment than people of normal weight. It
is, therefore, essential that the antipsychotic medication used by
individuals maximizes their overall quality of life, otherwise they are
less likely to take the medication as prescribed, and therefore more
likely to suffer from relapse.

There is a stigma that goes along with obesity. People with excessive
weight tend not to be well embraced by society, and are very self-
conscious as a result. This leads to social withdrawal and a diminished
quality of life for many people who suffer from obesity. For people
with schizophrenia, the stigma already attached to the illness, coupled
with the lack of self-confidence that comes from being overweight, can
seriously affect their quality of life.

Social isolation in turn can lead to increased inactivity, especially
when coupled with low socio-economic status. The less active a person
is, the more prone he/she is to gaining weight.

Typical Causes of Weight Gain

1. Poor dietary habits

¢ Eating on the run and snacking (especially in the evening) are
big contributors to an unbalanced and unhealthy diet. This
problem is made worse if the snack foods are empty-calorie
foods (foods that do not provide good nutrients and energy for
the body).

e Eating lots of fatty and sugary foods like cookies, candy, cakes,
muffins, and chips can lead to fluctuations in blood sugar. These
can give you mood swings or make you feel tired, irritable, or
depressed. The same can happen if you regularly skip meals.
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e Eating too many simple carbohydrates produces a high sugar
level in the body, which turns into fat. Simple carbohydrates
include breads, starches (potatoes, rice, etc.), fruit juices, amd
cereals.

e Not eating three healthy meals a day, with a proper daily
balance of protein, grains, vegetables, and fruit, will likely lead
to snacking and eating inappropriate foods. Not taking the time
to plan and eat a well-balanced diet will likely lead to the poor
dietary habits listed above.

. Lack of exercise

¢ People with schizophrenia are particularly prone to physical
inactivity.

¢ Feelings of fatigue, depression, or anxiety can drain one’s
energy, making it difficult to be motivated to exercise. The
problem is, however, that the more inactive one is, the more
tired and less vibrant a person tends to feel.

. Age

As people get older, there is a tendency to want to slow down,
to not feel as strong, or to not be able to be physically active.
Again, the problem is that the more inactive the body is, the
more likely it is to feel stiff, sore, or tired. Physical movement
is necessary to maintain good blood circulation to all the body’s
hundreds of parts. Poor circulation, and lack of use of muscles,
can lead to stiff-ness and soreness. While activities may have to
be modified as one ages (e.g., a fast-paced walk as opposed to
running), it is just as important to exercise when you are older.
It is interesting to note that drug-induced weight gain (see the
section on medications that follows) is lower for people over 60
years of age than for younger adults.

. Gender

There is some scientific evidence that suggests females who
experience schizophrenia may have a higher risk of weight gain
than males. For example, research led by Dr. Tony Cohn of the
Centre for Addiction and Mental Health in Toronto shows that
the prevalence of obesity for women with schizophrenia is three
times that of the general population. Males with schizophrenia
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tend to be two times more likely to be obese than men without
the disorder.

. Substance abuse

For people with schizophrenia, alcoholism and other substance
addiction occurs up to 50% more often than in the general
population. Long-term alcohol abuse can lead to poor dietary
habits, lack of physical activity, depression, and overall poor
physical and mental condition. Alcohol is high in calories, and
excessive intake means that the person is adding many empty
calories (likely on a daily basis) to his/her diet. Since they are
not likely to burn these extra calories off with vigorous exercise,
people with schizophrenia who reqularly abuse alcohol are prone
to weight gain.

. Antipsychotics and other psychotropic medications

Many people with schizophrenia find it difficult to maintain a
healthy body weight. This may in part be due to their medication,
which can, in some individuals, lead to an increase in appetite.
Some drugs are more likely to cause weight gain than others, so if
you are bothered by excess weight, it is worth your while to discuss
the matter with your physician. All antipsychotic medications
that are currently available in Canada have the potential to cause
weight gain. Atypical antipsychotics may cause more severe weight
gain than first-generation antipsychotic drugs. The amount and
rate of drug-induced weight gain depends upon the atypical
antipsychotic being used. Weight gain can plateau after a certain
period of treatment (e.g., in the first few months, or not for a
year). Most weight gains are in the first year of treatment, but may
continue at a slower rate for several years. Weight gains caused by
drug therapy range from minimal to moderate to intermediate. Of
all the atypical antipsychotic drugs, Ziprasidone (Abilify) appears
to have a neutral effect on weight gain. The weight gain caused
by antipsychotic treatment is a concern because of the significant
morbidity and mortality associated with it. It also creates concern
because obese individuals with schizophrenia are 13 times more
likely to request discontinuation of their medication because of
weight gain. While the exact cause of drug-induced weight gain
is not clear, it appears the physiological impact of the atypical
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antipsychotics leads to appetite stimulation. Ill individuals tend
to increase their caloric intake (with or without changing the
composition of their diet) while taking these medications. One of
the side effects of some antipsychotics can be sedation, increasing
the likelihood that individuals will be less active and therefore
gain weight more easily. Some people with schizophrenia are
treated with other psychotropic medications, or medications
used to assist the effectiveness of antipsychotics. Some of these
medications are known to promote weight gain (e.g., lithium,
mood stabilizers including valproate, tricyclic antidepressants
and SSRIs, and mirtazapine). Also, a drug treatment plan that
combines atypical antipsychotics with mood stabilizers may result
in significant weight gain. For example, a combination of lithium
or valproate with risperidone is reported to cause twice as much
weight gain (than risperidone alone). When these mood stabilizers
are combined with olanzapine, they may create three times as
much weight gain than therapy with olanzapine alone. When
a psychiatrist or physician prescribes an atypical antipsychotic
medication to alleviate the symptoms of schizophrenia, he/she
should take the following factors into consideration:

¢ The ill person’s overall health and condition

¢ The severity of the symptoms

¢ The ill person’s age

¢ The ill individual's family history of obesity-related risk factors
¢ The history of adherence to the treatment plan

¢ The ill person’s weight, BMI, and glucose and lipid levels before
medication

e Any prior sensitivity to drug-induced weight gain

e The ill person’s tolerance level for weight gain—both from a
psychological and an overall physical health standpoint

e The ill person’s ability and willingness to manage an increase in
his/her weight

It is a good idea for family members to meet with the prescribing
physician to discuss the choice of antipsychotic treatment. You may
be able to give the doctor very useful information on the ill person’s
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background, lifestyle, condition (since the onset of illness), and family
history. You can also help evaluate whether or not the ill person will
likely be able to deal with the psychological aspects of a weight gain.
You may also discuss ideas on how to help the ill person with a good
diet and exercise routine.

Strategies to Monitor, Prevent, and Manage Obesity

® Monitor your weight—weigh yourself weekly
¢ Eat a healthy balanced diet
¢ Exercise regularly (at least three times per week)

o If necessary, seek help from a support group and/or health
professional

¢ Keep alcohol intake to a minimum, and avoid the use of
street drugs

e Consult with the prescribing physician at least every six to
12 months to ensure your antipsychotic treatment is maxi-
mizing your quality of life

Watching your weight makes good sense for various reasons, the
most significant of which is the prevention of disease. It is also a good
idea to maintain a healthy weight for your self-esteem. Maintaining
your self-esteem can be closely connected with your appearance.
Gaining weight can have an adverse effect on how you feel about
yourself (and thus your outlook on life in general), and may diminish
your confidence in social situations.

The best way to start monitoring your weight is, firstly, to get
weighed. The next step is to find out whether your weight is within
the healthy range for your height (ask your general practitioner or a
member of your treatment team for guidance about what a healthy
weight would be for you). It is a good idea to weigh yourself once
a week if possible. Weigh yourself at the same time of the day (e.g.,
when you first rise for the day, before lunch, before bed, etc.). This is
important because your weight will fluctuate during the day.

Another good way to monitor your weight is too keep a check on
whether your clothes fit you—if they start to become tight, it is a sign
that you are gaining weight.
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0f course, the key component to maintaining a healthy weight
is to eat a healthy balanced diet. To find out whether your diet is
appropriate, start by keeping a food diary: make a note of your typical
day’s diet. For the first few days, observe what it is you eat during
the day. Be honest with yourself—this exercise will help you identify
potential pitfalls and problem foods, or particularly difficult times of
the day. At the end of the week, analyze your overall diet and try to
identify your problem areas. Then try to follow a healthy, balanced
diet, one that includes protein, vegetables, fruit, and whole grains.
Ask a member of your treatment team or other health professional
for nutrition counseling. A nutritionist should be able to give you the
types and portions of food you should be eating on a daily basis. A
sensible eating plan is one that will fit in with your lifestyle so that
you follow it. You should strive to eat three reqular meals a day (don’t
skip meals), and avoid eating on the run and snacking. Planning your
day’s diet when you get up in the morning will help to ensure you eat
well throughout the day. It is also important to avoid eating fatty and
sugary foods and excessive amounts of simple carbohydrates.

If you find you need to lose weight, and find it difficult to do it
alone, think about joining Weight Watchers or a similar support-type
group that is designed to give you reqular encouragement and help
with your diet. Always consult your physician before joining such an
organization.

One way to improve health and maintain a healthy weight is to
exercise regularly (at least three times per week). This may be one
of the last things the person feels like doing, especially if he/she is
experiencing fatigue, depression, or anxiety. Family members are advised
to encourage the person to exercise, perhaps by incorporating it into the
family’s routine. It may be helpful to note that exercise can actually
make one feel more energetic and more relaxed, and improve the spirits.
It is good for the mind as well as the body. It can also be a natural way
to meet people. Of course it is always wise to speak to the individual’s
physician before embarking on a new exercise program, especially if the
person is not used to exercising. The person may wish to consult the
treatment team on the subject, and get their feedback. They may have
helpful tips on how to approach exercise and get fit safely.

It is quite easy to introduce physical activity into one’s lifestyle. It is
not necessary to join an expensive club or gym. Simply find something
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the person (or entire family) enjoys doing and set some time aside for
it every week. A person is more likely to stick to an exercise routine if
it is an activity he/she likes. Here are some suggestions for the person
(or the whole family):

¢ If you like walking, this is an excellent form of exercise and
can be done in the town or country. Set aside at least 20 to
30 minutes of the day for a walk. You could combine it with
a visit to the store or to your local day centre or community
centre. Perhaps there is someone in your family or at your
support group who could accompany you.

¢ Running groups and clubs are quite popular in urban centres.
They teach you how to run, helping you to slowly build up
your stamina through a pre-designed program. They meet on
a regular basis (e.g., weekly) to do group training.

e If there is a municipal swimming pool nearby, try swimming
two or three times per week. In the winter, arenas usually
offer public skating at very reasonable prices.

e If you like cycling and have (or can borrow) a bicycle, find a
safe route to go cycling.

* Do a few more things around the home or garden. For
example, household activities such as cleaning or gardening
can be good exercise, and may also help you get into a good
daily routine.

The primary reason for avoiding the use of alcohol and/or street drugs
is the serious health risk they pose to the person with schizophrenia.
In addition, alcohol adds lots of calories to a daily diet, but not lots
of nutrients. If you have a regular habit of drinking alcohol, beware of
the calories you are taking in. Reducing alcohol intake, or avoiding it
altogether, is a positive step towards maintaining a healthy weight. It
is not wise to use street drugs for health reasons, but also because they
may stimulate appetite and impair your judgment.

If the individual feels that the medication is the reason for
his/her weight gain, and the weight gain is not manageable and is
adversely affecting his/her quality of life, then a discussion with the
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prescribing physician about the antipsychotic treatment is warranted.
The physician may change the dosage of the medication or suggest
another choice of drug treatment, or consider additional medication to
help with weight management. However, the physician may first wish
to do a risk-benefit analysis of the current medication. In other words,
the doctor will weigh the risks and benefits of continuing the current
treatment by comparing the side effects of the medication (e.g., weight
gain) with the effects of psychotic episodes. One of the physician’s key
concerns is preventing the person from relapsing, but he/she will also
be keeping in mind the ultimate goal of improving the quality of life of
the individual. The physician will also be aware that patients are more
likely to be motivated to continue taking antipsychotic medication if
they experience more positive effects (than negative side effects) of
the treatment.

Cardiovascular Disease (CVD)

The term cardiovascular disease refers to strokes, diseases, and injuries
of the cardiovascular system, which is made up of the heart, the blood
vessels of the heart, and the veins and arteries throughout the body
and brain. One in four Canadians is estimated to have some form of
heart disease or is at risk of having a stroke. More Canadians die from
cardiovascular disease than any other disease: 35% of all male deaths
in 1999 were from CVD, and 37% of all female deaths resulted from
CVD.

Risk Factors for CVD

The risk of heart disease or stroke is even greater for people with
schizophrenia than for people in the general population. Heart patients
with schizophrenia under the age of 65 who undergo cardiovascular
procedures are 86% more likely to die following the medical procedure.
There are two categories of risk factors for heart disease—one category
is factors that can be modified, and the second category consists of risk
factors that are not changeable.
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Risk Factors for Heart Disease
Modifiable
® (Obesity

Diabetes

¢ Smoking

Dyslipidemia
¢ Hypertension
o Atherosclerosis

® Psychological factors

Non-modifiable
e Advancing age
® Gender
¢ Family history
e Medical history

e Medication

Obesity and diabetes are not only comorbid conditions of schizo-
phrenia, but they are also important contributing risk factors to heart
disease. Smoking is probably the most common risk factor for heart
disease.

Dyslipidemia (an abnormal amount of fatty acid) is a metabolic
abnormality that causes injury to the arterial walls, creating problems
in how cholesterol is processed in the body.

Hypertension produces structural changes within arteries that
narrow the arterial openings, which may lead to aneurysms (an
excessive localized enlargement of an artery) and necrosis (the death
of tissue caused by disease or injury). The effects of hypertension
manifest themselves after several years, and are made worse by other
risk factors such as dyslipidemia, smoking, diabetes, obesity, an inactive
lifestyle, high amounts of salt in the diet, and stress. Hypertension
tends to increase with age. Atherosclerosis is a form of arteriosclerosis
(thickening of the walls of the arteries; also known as hardening of the
arteries), and is caused by the build-up of fatty deposits.
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Examples of psychological factors that contribute to heart disease
include stress, anxiety, depression, and hostility.

Medical science also looks at risk factors in terms of metabolic
syndrome. Metabolic syndrome occurs when three of the following risk
factors are present at the same time: abdominal obesity (for men, a
waist measurement greater than 40 inches, and for women, a waist
measurement greater than 35 inches); a high level of fatty acids; low
HDL cholesterol; high blood pressure; and high fasting glucose. People
with metabolic syndrome have a significantly increased risk of diabetes
and coronary heart disease. There is a chart known as the Framingham
chart that doctors can use to calculate a person’s ten-year risk for heart
disease. The chart assesses risk based on the following factors: age,
gender, systolic blood pressure, HDL cholesterol, smoking, and total
cholesterol. A point system is used to evaluate each risk factor, and
the total number of points then corresponds to a person’s percentage
chance of having a heart disease within the next ten years.

CVD and Antipsychotics

People with schizophrenia are vulnerable to CVD, and atypical
antipsychotic drugs have the potential to worsen CVD risk factors.
Some antipsychotic may cause side effects such as dyslipidemia or
hypertriglycemia (high lipid levels), an increase in triglyceride levels,
weight gain, sedation (leading to inactivity and obesity), hyperglycemia,
diabetes, sudden death from electrical problems with the heart,
and complications with hypertension. The choice of antipsychotic
medication must be carefully weighed against the risk of CVD.

Strategies to detect CVD risk factors:

¢ Get your blood pressure measured at every medical check-up.

¢ Monitor your weight.

Get checked for metabolic syndrome.

Have your lipid levels measured

Have your blood sugar tested for hyperglycemia and diabetes.

It is important to have a complete checkup with all of the above
measurements before you begin antipsychotic treatment, and on a
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regular basis once you are undergoing drug therapy. (See Chapter 4,
the section on Initial Assessment, and Chapter 5, the section on Early
Intervention Strategies—What to Look for in Assessment, for more
information.) If you are diagnosed with dyslipidemia, hypertension,
or diabetes, the physician will likely recommend medication to control
these conditions.

The best way to minimize your risk for cardiovascular disease
is to

¢ eat a healthy diet;

¢ keep active and exercise regularly;

¢ don’t smoke; and

¢ have your antipsychotic medication assessed on a regular
basis (e.g., every six months to one year).

Warning Signs of Heart Problems

People with schizophrenia and their family members should be aware
of the warning signs of heart trouble. They include the following:

o Light-headedness; dizziness

¢ Palpitations

Inability to speak or make sounds

Temporary loss of consciousness

Difficulty breathing

Sudden discomfort or pain that does not go away with rest
e Pain in the chest, neck, jaw, shoulder, arms, or back

¢ Burning pain

® Squeezing, heaviness, tightness, or pressure

® Vague pain (for women)

¢ Indigestion

¢ Vomiting

® Cool, clammy skin

® Anxiety
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The symptoms can range in severity from mild to severe. If the
person is experiencing some of the serious symptoms that may indicate
a cardiac event, call 911 or your local emergency number. The person
may need to be taken immediately to the emergency ward of a hospital,
or be attended by a medical emergency service unit. The person should
stop all activity and sit or lie down in a comfortable position. If he/
she is experiencing chest pain, he/she may chew and swallow one adult
325 mg tablet of Aspirin (or two 80 mg tablets). No other pain
medication (e.g., acetaminophen or ibuprofen) should be taken.

If the person is not breathing normally, coughing, or moving,
then he/she requires help from the nearest people around him/her.
CPR (cardiopulmonary resuscitation) should be started right away
and continued until emergency help can take over. Early intervention
in the case of heart attack can significantly improve the chance of
survival for the person.

It is particularly important that people with schizophrenia
pay attention to the risk factors of cardiovascular disease.
Maintaining a healthy lifestyle is the best prevention
against heart problems. People with schizophrenia should
have regular medical checkups to monitor for CVD risk
factors.

Rare Side Effects

People with schizophrenia and their families may come across informa-
tion on antipsychotic drugs that at first glance could be alarming. The
Canadian government (Health Canada) has made a ruling that requires
some pharmaceutical companies to post warnings on their products to
alert users to specific conditions or side effects that may occur during
treatment. These rulings resulted from concerns relating to history
of cardiac problems with older antipsychotics, antihistamines, and
sertindole. The labels do not mean that all users will experience the
condition, but rather that users should be educated about the poten-
tial side effects so as to recognize signs of onset, and/or to ensure they
are regularly monitored by a physician. It is also possible to have a
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warning that pertains to particular patient populations (e.g., those of
various ethnic origins) for which there may be potential side effects.
One of these effects is QTc prolongation.

Prolongation of the QTc interval is a condition that may be induced
by drugs such as diuretics, quinolone antibiotics, and antipsychotics.
The QTc interval is the length of time that it takes for the heart
ventricles to electrically discharge and recharge. An electrocardiogram
can be performed on a person to measure QTc interval and test for
prolongation. For women at rest, their QTc count is typically less than
450, and for men it is 430. Some drugs can cause the QTc interval
to increase. A clinically significant prolongation of the QTc interval
would be an increase greater than a count of 30. If the QTc interval
is increased to greater than a count of 500, the person may be at
risk of sudden death from arrhythmia (an irregular heart rhythm or
ventricular fibrillation), or a condition known as torsade de pointes.
Torsade de pointes is extremely rare and unpredictable, and can lead to
sudden cardiac death. Most cases of torsade de pointes have occurred
in patients with a QTc interval greater than a count of 500 on an
electrocardiogram. The greater the QTc prolongation, the greater is the
risk of torsade de pointes.

People with schizophrenia who have been diagnosed with a QTc
interval prolongation should immediately contact a physician, and
be referred to a cardiologist on an urgent basis, if the following
symptoms occur:

¢ Light-headedness

¢ Dizziness

e Palpitations

e Fall in blood pressure

¢ Temporary loss of consciousness due to a fall in blood
pressure

The physician will likely obtain an electrocardiogram; check the
person for levels of serum potassium, magnesium, and calcium; and
check thyroid hormones. He/she will also inquire about family history
of loss of consciousness due to fall in blood pressure, and any sudden
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deaths in the family. It may, therefore, be useful to have a family
member attend the medical visit with the person. If the QTc interval is
greater than a count of 500, it is a signal to the physician to change
the antipsychotic treatment.

It should be noted that some people naturally have longer QTc
interval than others. Some of the contributing factors to this prolonga-
tion include the following:

¢ Female gender

e Advanced age

¢ Electrolyte imbalance

® Congenital long QT syndrome

¢ Cardiac disease (heart attack, congestive heart failure,
arrhythmias)

¢ Endocrine or metabolic disorders (e.g., diabetes, obesity,
hypothyroidism, pituitary insufficiency)

¢ Central nervous system disorders (e.g., stroke, infection,
trauma)

® Drug-induced QTc interval prolongation

Recent clinical trial studies performed on haloperidol and newer
generation antipsychotics such as risperidone, olanzapine, quetiapine,
and ziprasidone found modest changes in QTc intervals (that is
prolongation by a count of five to 15) when maximum drug doses were
used. It is the older antipsychotics (including phenothiazine and
butyrophenones) in particular, however, that are associated with a
prolonged QTc interval and torsade de pointes. Some are more prone to
induce QTc prolongation than others, namely thioridazine, mesoridazine,
pimozide, and droperidol.

It should be noted that QTc interval prolongation can be reversed if
drug therapy is discontinued.
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Individuals taking medication should understand their
family history, their own medical history, and the poten-
tial side effects of the treatment they are undergoing.
People with schizophrenia and their family members can
ask questions of the prescribing physician, pharmacist,
and other members of the treatment team to educate
themselves about the antipsychotic therapy they are
receiving. It is important to remember that antipsychotic
treatment is a key to recovery.

For more information on CVD, call the Heart and Stroke Foundation
of Canada. Some of the above information was taken from the
Foundations’s web site: www.heartandstroke.ca.

Diabetes

Diabetes is a chronic disease that has no cure. It is a leading cause
of death by disease. If left untreated or unmanaged, the high levels
of blood sugar associated with diabetes can result in complications
that include heart disease (which is two to four times more common
in people with diabetes), adult blindness, serious kidney disease, limb
amputations, and sexual dysfunction. People with schizophrenia have
a two- to four-times higher risk of developing Type 2 diabetes than
people in the general population. Type 2 diabetes occurs when the
pancreas does not produce enough insulin, or when the body does not
effectively use the insulin that is produced. Ninety percent of people
with diabetes have this type. The risk factors associated with diabetes
include: obesity (body mass index over 30); age; a family history
of diabetes; an experience with diabetes during a pregnancy; being
a member of a high-risk group such as Aboriginals, Hispanics, and
Africans; a high level of cholesterol or other fats in the blood; a higher
than normal level of blood glucose, and having high blood pressure
or heart disease. Obesity is strongly correlated with a high risk of
diabetes. There is also some evidence that both conventional and
atypical antipsychotics may cause glucose intolerance (hyperglycemia),
leading to diabetes.
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It is not presently clear which specific drugs have a higher or lower
potential to induce diabetes. However, a 1999 study in the United
States, which analyzed almost 39,000 outpatients with schizophrenia
over a four-month period, found that all patients on antipsychotics had
a higher prevalence of diabetes, and people on atypical antipsychotics
were nine percent more likely to have diabetes than those undergoing
typical antipsychotic treatment. The findings indicated that the patients
completely recovered from diabetes when the antipsychotic treatment
was discontinued, and that hyperglycemia promptly recurred when
the antipsychotic treatment was reinstituted. This finding indicates
that this side effect is reversible and drug-related. It is not yet known
whether the drugs cause the diabetes or simply hasten its onset.

In a separate U.S. trial, forty-eight patients tested showed significant
hyperglycemia and diabetic complications can occur during treatment
with atypical antipsychotics with or without a change in weight.
Studies in the United Kingdom indicate patients taking olanzapine had
the greatest risk of diabetes, and patients on risperidone or typical
neuroleptics had a slightly increased risk of diabetes. In a 52-week
controlled trial that compared risperidone with ziprasidone, two cases
of diabetes were found in people on risperidone, while none were found
in people taking ziprasidone. It is important to note that studies are
ongoing, and conclusive evidence has not yet been established. It is
also important to remember that when other risk factors of comorbid
conditions of schizophrenia are considered (e.g., obesity, inactive
lifestyle, etc.), the risk of diabetes is already considerably high.

Symptoms of Diabetes

People with schizophrenia and their family members should be aware of
the physical symptoms of diabetes. All observations should be reported
immediately to the individual’'s physician or psychiatrist. People with
schizophrenia who are over the age of 45 years should be screened
every three years for diabetes even if they do not have any other risk
factors. If other risk factors do exist, they should be screened more
often (e.g., every year). It is important to remember that people often
lack the insight to recognize or complain of the physical symptoms
of diabetes. Also, people with Type 2 diabetes may not display any
symptoms.
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Typical signs and symptoms of diabetes include the following:

¢ Unusual thirst

e Frequent urination

¢ Unusual weight loss

® Extreme fatigue or lack of energy
® Blurred vision

® Frequent or recurring infections

Cuts and bruises that are slow to heal

¢ Tingling or numbness in hands or feet

Treatment of Diabetes

Scientists believe that lifestyle is closely linked to diabetes, and that
people can prevent or delay the disease through healthy eating, weight
control, exercise, and good stress management. The earlier diabetes is
diagnosed, the better. Type 2 diabetes is controlled through exercise
and meal planning, and may require medication and/or insulin to
assist the body in making or using insulin more effectively.

The first step in treating this disease is to become educated
about the condition. Knowledge is key to making healthy lifestyle
choices that will keep diabetes under control. The second step is self-
discipline, which is essential to regulate eating habits and plan meals
on a daily basis. What you eat, when you eat, and how much you eat
plays an important role in requlating how well the body manages blood
sugar levels. It is particularly important that the person with diabetes
maintains a healthy weight in order to control type 2 diabetes. As
well, regular exercise helps to lower blood sugars in the body. Stress
reduction is also important in the day-to-day management of diabetes.

People with schizophrenia who are diagnosed with diabetes may
need extra help and support to adjust to the disease and to adopt a
lifestyle that helps keep diabetes under control. The treatment team
may be able to help the individual with a diet plan or recommend a
dietician who can help. It is a good idea for the individual and family
members to sit down with the dietician and discuss the lifestyle,
favourite foods, and culture of the person with schizophrenia. This will
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help the dietician to fit meal planning as close to lifestyle as possible,
and include the foods the person enjoys eating.

DIET TIPS
e Eat three regular meals a day (no more than six hours
apart) to help your body control blood glucose levels.

¢ Limit foods that are high in sugar (sweets, soft drinks,
desserts, candy, jam, and honey).

e Limit high-fat foods (chips, fried foods, pastries) in
order to help maintain a healthy weight.

e Eat more high-fibre foods to help keep blood glucose
and cholesterol levels down.

¢ Drink at least 6-8 glasses of water every day.

¢ Monitor your salt intake, as high blood pressure is a
potential complication of diabetes.

¢ Avoid alcohol.

Healthy eating and exercise are key to controlling diabetes. It
is also important to take care of your feet. High glucose levels may
eventually lead to poor blood flow and loss of feeling, which can lead
to foot problems. In order to prevent problems with your feet, you
should follow this advice:

e Keep your blood glucose levels in your target range.
¢ Wash your feet daily with warm (not hot) water and pat dry.

e Check your feet daily for sores, blisters, injuries, and red and
warm areas that change in colour, as well as any strange odour.

e Make sure to wear shoes with good support and socks that fit
well so as not to hurt your feet.

e Don't walk barefoot.
¢ Keep toenails properly trimmed.

¢ Use lotion on the soles of the feet to prevent dryness and cracking.
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Blood Glucose Levels

As with schizophrenia, it is important for people with diabetes to take
any medication that is prescribed. People with diabetes should make
regular visits to their physician to monitor their condition. The physician
will then tell them about their appropriate target range for their blood
glucose level. Everyone’s target range is different. The physician will
also tell the person how often to check blood glucose levels. The person
and family members must be fully trained in how to test blood glucose
levels. A pharmacist or a trained health professional can tell you which
blood glucose meter to purchase. You should also know

e the size of the drop of blood needed;

o the type of blood glucose strips to use;
e how to clean the meter;

e how to check the meter is accurate; and

® how to code your meter.

It is very important for the person to keep his/her blood glucose
level as close to his/her personal target range as possible. The way to
do this is by having good regular eating habits and an active lifestyle,
and possibly taking medication. If your blood glucose level is low, it
may mean that you have had more activity than usual; haven't eaten
on time; have eaten less than you should have; have taken too much
medication; or are experiencing effects of drinking alcohol.

Symptoms of a low blood glucose level include the following:

e Shaking or light-headedness

® Nervousness or irritability

¢ Confusion

e Frequent hunger, even after eating reqular meals
® An increase in heart rate

e Sweating or headache onset

e Feeling of weakness

e Numbness or tingling on the lips or tongue
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If blood glucose level is very low, the person will

e become confused and disoriented;
® lose consciousness; and/or

® have a seizure.

It is important to respond quickly to a low level of blood glucose.
The person will likely need assistance in the above situations. It is
very important that he/she always wear a MedicAlert identification so
that emergency personnel and other people will understand his/her
symptoms and be able to help. People with diabetes should (possibly
with help from family members) immediately test their blood glucose
level if a low level is suspected. If that isn't possible, it is still better to
react immediately to treat the problem. The person should do one
of the following:

e Eat five glucose tablets;
¢ Drink 34 cup of juice or a reqular soft drink;
o Eat eight Lifesavers or five hard candies; or

e Eat three teaspoons of honey.

If after 10 to 15 minutes, there is no improvement,

® Check the blood glucose level again with the meter;

¢ Treat again by eating or drinking something from the list above;
or

e Have a snack that combines carbohydrate and protein (e.g.,
cheese and crackers, or half of a sandwich).

BE PREPARED! It is important to discuss prevention and
emergency treatment with a trained health professional.
Both the person and family members should know how to
respond to a situation involving low blood glucose levels.
It is a good idea for the person to carry glucose tablets or
hard candies on him/her at all times.
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If the person experiences high blood glucose levels, it is important
to call or visit his/her physician. High blood glucose levels can occur
when food intake, activity, and medications are not in balance. They
may also occur when the person is sick or experiencing more stress than
normal. Signs that blood glucose levels are high include an increase
in thirst; more frequent urination, and/or an increase in fatigue. The
physician may have to adjust the medication and/or insulin, recommend
a change in diet, or suggest that physical activity be increased.

When the person with diabetes gets sick (e.g., with flu, colds, or
any other illness), it is very important that he/she continues to take
his/her diabetes medication. Also, he/she should talk to a pharmacist
before taking any medication to treat the illness.

When you are sick, it is very important that you

e drink plenty of sugar-free fluids or water;

¢ replace solid food with fluids that have glucose if you can't
eat as much as normal—try to drink or eat ten grams of
carbohydrates every hour;

e call your physician or go to a hospital if you vomit more than
twice in a 12-hour period; and

e continue to take prescribed insulin—you may need to take
more than usual depending on blood glucose levels.

Other tips for people with diabetes:

® Don't smoke.
o Visit the dentist regularly.

o Visit the eye specialist at least once every two years.

Diabetic Ketoacidosis

A condition known as diabetic ketoacidosis is a potential side effect of
atypical antipsychotic medications. Studies have shown that patients
who are male, around the age of forty, non-Caucasian, who take
atypical antipsychotics (particularly clozapine and olanzapine) may be
at risk. It is essential, therefore, that people with schizophrenia who
are treated with clozapine or olanzapine have their blood glucose levels
monitored regularly.
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Ketoacidosis is a severe and life-threatening complication of
diabetes that is the result of high blood sugar levels and ketones. It
often arises when diabetes is not properly controlled, or when other
illnesses occur. Ketoacidosis usually develops slowly, but if vomiting
occurs it can develop in a few hours, possibly causing coma or even
death. People with diabetes and their family members should watch for
these symptoms:

Symptoms of Diabetic Ketoacidosis

Early Signs:
e Thirst or a very dry mouth
e Frequent urination
¢ High blood sugar levels

¢ High levels of ketones in the urine

Later Signs:
¢ Constant fatigue
¢ Dry or flushed skin
¢ Nausea, vomiting, abdominal pain, or general muscle pains
e Difficulty breathing (short, deep breaths)
e Fruity odour on the breath

¢ Confusion or difficulty focusing

If these symptoms appear, the person should be seen immediately
by a physician for treatment.

It is important to remember that diabetes is a serious
illness. It can, however, be controlled through proper
management and treatment. Family members may need to
pay extra attention to the physical well-being of a person
with schizophrenia who has diabetes. Diligence is required
to ensure the person eats regularly and properly, and
maintains a healthy lifestyle.
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For more information on diabetes, call the Canadian Diabetes
Association. Some of the above information was taken from their web
site: www.diabetes.ca

SMOKING AND SCHIZOPHRENIA

Tobacco smoking is a common habit for people with schizophrenia.
Fifty to 90% of people with the disorder are smokers (as compared to
25 to 35% of the general population in the United States). More than
60% of excess deaths among people with schizophrenia are related to
smoking.

One of the reasons smoking may be so popular with people who
have schizophrenia is that smoking may lessen the negative symptoms
of the illness, and improve the processing of auditory stimuli. This
is due to the effect nicotine has on dopamine activity in the brain.
Another reason that smoking may be so popular among people with
schizophrenia is that it makes them feel more comfortable in social
settings.

Smoking increases the metabolism of antipsychotic drugs, and
individuals who smoke may need higher doses of medicine to control
their illness. Higher doses of antipsychotics, however, lead to an
increased susceptibility of weight gain, dyslipidemia, hypertension,
and diabetes.

Studies show that people who are treated with old or typical
antipsychotic drugs tend to smoke more than those who undergo newer
or atypical antipsychotic therapy.

Smoking has very serious, and even deadly, consequences.

Smoking is strongly linked to cardiovascular disease, lung diseases,
cancers, and many other serious ailments. People with schizophrenia
who smoke are advised to quit this deadly habit. Any gratification that
the smoker enjoys is highly outweighed by the negative risks involved.
Members of the treatment team may be able to offer suggestions on
methods for quitting smoking. Also, smoking cessation programs
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for hospital outpatients of schizophrenia may be available in your
community.

KEY MESSAGES

o Medical comorbidity of schizophrenia is a serious matter due to
its prevalence and its nature.

e Tt is important that individuals and their family members be
educated about related illnesses. Be aware of the signs and
symptoms that indicate problems such as obesity, heart disease,
and diabetes.

¢ Ensure that either the psychiatrist or a family physician is looking
out for medical comorbidity in the person with schizophrenia.

e Tt is important that people with schizophrenia live a healthy
lifestyle to prevent comorbid disease.

e Tt is necessary that people have reqular medical checkups and be
tested for risk factors of comorbid conditions.

® People who do have a comorbid condition (e.g., obesity,
cardiovascular disease, diabetes) need to be diligent about their
health and lifestyle, and need to be monitored by a physician.

114



CHAP

Living with
Schizophrenia

WHAT IT IS LIKE TO HAVE SCHIZOPHRENIA

Testimony of a Person with Schizophrenia

Despite her illness, Janice Jordan has successfully accomplished work
as an engineering and technical editor for over 20 years, and has
completed a book of poetry based on her thoughts and experiences.
“The schizophrenic experience can be a terrifying journey through
a world of madness no one can understand, particularly the person
traveling through it. It is a journey through a world that is deranged,
empty, and devoid of anchors to reality. You feel very much alone. You
find it easier to withdraw than cope with a reality that is incongruent
with your fantasy world. You feel tormented by distorted perceptions.
You cannot distinguish what is real from what is unreal. Schizophrenia
affects all aspects of your life. Your thoughts race and you feel
fragmented and so very alone with your craziness...”

I have suffered from schizophrenia for over 25 years. In fact, I
can't think of a time when I wasn’t plagued with hallucinations,
delusions, and paranoia. At times, I feel like the operator in my
brain just doesn’t get the message to the right people. It can be
very confusing to have to deal with different people in my head.
When I become fragmented in my thinking, I start to have my
worst problems. I have been hospitalized because of this illness
many times, sometimes for as long as two to four months.

I guess the moment I started recovering was when I asked for
help in coping with the disorder. For so long, I refused to accept
that I had a serious mental illness. During my adolescence, I
thought I was just strange. I was afraid all the time. I had my own
fantasy world and spent many days lost in it.
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I had one particular friend. I called him the Controller. He was
my secret friend. He took on all of my bad feelings. He was the sum
total of my negative feelings and my paranoia. I could see him and
hear him, but no one else could.

The problems were compounded when I went off to college.
Suddenly, the Controller started demanding all my time and energy.
He would punish me if I did something he didn't like. He spent a lot
of time yelling at me and making me feel wicked. I didn’t know how
to stop him from screaming at me and ruling my existence. It got to
the point where I couldn’t decipher reality from what the Controller
was screaming. So I withdrew from society and reality. I couldn't
tell anyone what was happening because I was so afraid of being
labeled as crazy. I didn't understand what was going on in my
head. I really thought that other normal people had Controllers too.

While the Controller was his most evident, I was desperately
trying to earn my degree. The Controller was preventing me from
coping with everyday events. I tried to hide this illness from
everyone, particularly my family. How could I tell my family that I
had this person inside my head, telling me what to do, think, and
say? It was becoming more and more difficult to attend classes and
understand the subject matter. I spent most of my time listening to
the Controller and his demands. I really don’t know how I made it
through college...

Since my degree was in education, I got a job teaching third
grade. That lasted about three months, and then I ended up in
a psychiatric hospital for four months. I just wasn't functioning
in the outside world. I was very delusional and paranoid, and I
spent much of my time engrossed with my fantasy world and the
Controller.

My first therapist tried to get me to open up, but...I didn't
trust her and couldn't tell her about the Controller. I was still so
afraid of being labeled crazy. I really thought that I had done
something evil in my life and that was why I had this craziness in
my head. I was deathly afraid that I would end up like my three
uncles, all of whom had committed suicide. I didn't trust anyone.

I thought perhaps I had a special calling in life; something beyond
normal. Even though the Controller spent most of the time yelling
his demands, I think I felt blessed in some strange way. I felt
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above normal. I think I had the most difficulty accepting that the
Controller was only in my world and not in everyone else’s world. I
honestly thought everyone could see and hear him...I thought the
world could read my mind and everything I imagined was being
broadcast to the entire world. I walked around paralyzed with
fear...my psychosis was present at all times. At one point, I would
look at my co-workers and their faces would become distorted.
Their teeth looked like fangs ready to devour me. Most of the time I
couldn't trust myself to look at anyone for fear of being swallowed.
I had no respite from the illness...I knew something was wrong,
and I blamed myself. None of my siblings have this illness, so I
believed I was the wicked one.

I felt like I was running around in circles, not going anywhere
but down into the abyss of craziness. I couldn’t understand why I
had been plagued with this illness. Why would God do this to me?
Everyone around me was looking to blame someone or something. I
blamed myself. I was sure it was my fault because I just knew I was
wicked. I could see no other possibilities...

I do know that I could not have made it as far as I have
today without the love and support of my family, my therapists,
and my friends. It was their faith in my ability to overcome
this potentially devastating illness that carried me through this
Jjourney. So many wonderful medications are now available to help
alleviate the symptoms of mental illness. It is up to us, people with
schizophrenia, to be patient and to be trusting. We must believe
that tomorrow is another day, perhaps one day closer to fully
understanding schizophrenia, to knowing its cause, and to finding
a cure...

—Janice C. Jordan, “From Adrift in an Anchorless Reality”
Schizophrenia Bulletin, Volume 21, No. 3, 1995

Besides such compelling accounts of living with the illness, there

are also many testimonials from people with schizophrenia about their
experience of recovery. The following first-person account by Laura M.

Blockel is a reorganized version of a testimonial and interview that
appeared in Current Psychiatry Online.
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I'was 19 years old and a junior at Williams College. I had been under
a lot of stress that year. My parents had gotten divorced, and both
moved away; I had very little contact with them. My fiancé left for
England, and I had a demanding thesis that wasn't working out well.
I had lost a fair amount of friends.

I became very depressed and began to hear voices, which
sounded at first like a radio but became more intrusive. I also was
having olfactory hallucinations, where I imagined people could
smell me from yards and yards away. I began to isolate in my office,
sealing up the windows and doors so my smell wouldn't leak out.

I lost all interest in social contacts and was sporadically attending
class. After my senior year I moved to Denver, where I was homeless
for a time before I barely maintained a job for three to four years.

Remission, then relapse. Then I enjoyed a remission for 10
years, when my symptoms were minimal. I was able to get a high-
functioning job as a buyer for a major retail corporation. I got
married and had two wonderful children. My symptoms returned
during my second pregnancy, and they were as bad as they had
been in college. I was referred to a psychologist, who quickly
diagnosed me for the first time with schizophrenia. He referred me
to a psychiatrist two months into treatment.

My psychiatrist worked with me through six years of trial and
error; some things worked, some things worked for a while and
then didn't work anymore. But he never gave up on me; he saw
me weekly and worked hard to understand the role that stress and
environmental factors played in my symptoms. I struggled with
being in and out of hospitals and the severity of my symptoms. My
husband divorced me, I lost my job, and almost lost my house.

When I left my job, my symptoms had left me with such
flat affect and so disconnected that I had no one in the outside
community. I was isolated, and my treatment team—especially
my therapist—taught me how to make relationships in the outside
community. They worked with me step by step as I learned how to
make friends.

[My psychiatrist and psychologist] were supportive, very
recovery-minded. There came a time in my care when I had to go
on disability, and giving up my job was a terrible blow to my self-
esteem. I received a commitment from my treatment team that
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someday I would be well enough to hold a job again. And we did
achieve that goal because of our commitment to getting me where I
wanted to see myself in the future.

In September and October 2007, I lost my psychiatrist, my
rehab therapist, and my pastor. But I do have relationships in my
church and the community because I worked on developing those
supports when I had a treatment team.

The turning point was when my medications became not
only stabilizing but energizing, and I suddenly had more ability
to face everyday tasks. I was able to maintain my house and
take good care of my children. And then, with the stability from
my medications, I was able to build upon that and I now have a
Jjob with National Alliance on Mental Illness. My hospitalizations
decreased from four to five times a year, and I haven't been in
for a year and a half. I'm taking Effexor (venlafaxine), Trileptal
(oxcarbazepine), Zyprexa (olanzapine), and Ambien (zolpidem).

I have symptoms almost daily, but they're minor and I've
learned by working with my psychiatrist to continue through them.
We talk about my symptoms, but treatment is based more on what
potentials I have. How can I advance to the next level? What can he
do to make things possible?

Hope for the future. Someday I hope to be employed full-time.
I hope to see my children graduate from college. I hope to make
friends, maybe find a significant other. But the steps in between
those goals are broken down into smaller steps.

(“Schizophrenia Recovery: Time for Optimism?” Manschreck, T.C.;
Duckworth, K.S., Halpern, L., and Blockel, L. (2008) Vol. 7, No. 5.
May 2008)

EFFECT ON FAMILY MEMBERS

“The typical family of a mentally ill person is often in
chaos. Parents look frantically for answers that usually
can't be found. Hope turns to despair, and some families
are destroyed no matter how hard they try to survive.”

—Parent of a child with schizophrenia
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When a family learns that their child has schizophrenia, their
emotions are similar to those experienced when a major illness,
catastrophe, or accident occurs. They feel shocked, sad, angry, and
dismayed. Some affected families have described their feelings as
follows:

Sorrow—“We feel like we lost a child.”

Anxiety—"We're afraid to leave him alone or hurt his feelings.”

Fear—“Will we be safe from physical harm? Will the person harm
himself or herself?”

Shame and guilt—*“Are we to blame? What will people think?”
Feelings of isolation—"No one can understand.”
Bitterness—“Why did this happen to us?”

Ambivalence towards the person—"“We love him a great deal, but
when his disability causes him to be cruel, we also wish he'd go away.”

Anger and jealousy—“Siblings resent the attention given to the
family member.”

Depression—"“We can't talk without crying.”
Complete denial of the illness—"“This cant happen in our family.”

Denial of the severity of the illness—*“This is only a phase that will
pass.”

Blaming each other—“If you had been a better parent...”

Inability to think or talk about anything but the illness—“All our
lives were bent around the problem.”

Marital discord—"“My relationship with my husband became cold. I
seemed dead inside.”

Divorce—“It tears a family apart.”

Preoccupation with moving away—“Maybe if we lived somewhere
else, things would be better.”
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Sleeplessness—“I aged double time in the last seven years.”

Weight loss—“We have been through the mill, and it shows in our
health.”

Withdrawal from social activities—“We don't attend family get-
togethers.”

Excessive searching of the past for possible explanations—*“Was it
something we did to him?”

Increased drinking or use of tranquilizers—“Qur evening drink
turned into three or four.”

Concern for the future—“What's going to happen after we're gone?
Who will take care of the person?”

The Blame and Shame Syndrome

“People do not cause schizophrenia; they merely blame
each other for doing so.”

Unfortunately, a common tendency is for family members and the
person to blame one another. Moreover, sisters and brothers often share
the same shame and fears that their parents do.

In the following story, a parent describes blame and shame from
personal experience:

I have two sons. My older son is 22 and is in an advanced stage of
muscular dystrophy. My younger son is 21 and has been diagnosed
as chronically mentally ill. The son that is disabled physically has
many special needs. He gets emotional support everywhere he
turns. His handicap is visible and obvious and the community,
family, and friends open their hearts to him, and go out of their
way to make his life better.

My other son, on the other hand, is misunderstood and shunned by
all. He is also terribly disabled but his disability is not visible. His
grandparents, aunts, uncles, and cousins all think that he’s lazy,
stupid, weird, and naughty. They suggest that somehow, we have
made some terrible mistake in his upbringing. When they call on
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the phone they ask how his brother is and talk to his brother, but
they never inquire as to him. He upsets them. They also wish that
he’d go away. "’

With time, a good understanding of the illness, and support from
others who are experiencing the same challenges, family members can
learn to share their feelings and stop destructive blame and shame. In
the process, many families discover great strength and deep reserves of
love for one another.

“NEVER BECOME a moth around the flame of self blame...
It can destroy your chance of coping, FOREVER. It can
destroy Y0U...”

—Dr. Ken Alexander, 14 Principles for the Relatives

Impact on Siblings

All family members are affected when aloved one develops schizophrenia.
Once a diagnosis has been made, it is best that parents explain the
disorder and its implications for the family's lifestyle. Siblings will need
the direction from their parents to help them understand the strange
behaviour of their brother or sister. They have likely suspected that
something out of the ordinary is happening, and are probably very
confused, frustrated, or even frightened. Like the parents, they too are
suffering from a sense of loss of someone they love.

Feelings

Parents can expect that their well children are experiencing the
following feelings:

Guilt—knowing their own lives are better than those of their ill siblings.

Fear and anxiety—that they themselves will develop the illness (or
that perhaps their offspring will have schizophrenia).

Sadness and grief—for the loss of the person their brother/sister
used to be.

7 Unknown.
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Embarrassment—in front of their friends or in public, as a result of
their sibling’s strange behaviour.

Anger and resentment—at the disruption of family life, and the
resulting decrease in attention they get from their parents.

Empathy and love—for their brother or sister.

Relationships within the Family

The dynamics of the family relationship will undergo some change—it
can't be avoided. The best way to deal with this change is to keep the
channels of communication open for the benefit of everyone concerned.
For example, your well children are likely to notice the anxiety you are
feeling as you struggle with your child. This may in turn affect their
sense of security. They know their sibling needs more attention than
they do, but emotionally accepting this fact is difficult. They need
reassurance that you are okay, and are there for them.

The relationship between siblings who are well may change for the
worse or the better following a diagnosis of schizophrenia. The illness
may hurt a previously close relationship, particularly where paranoia
is present. Conversely, it may bring two siblings who had little interest
in one another closer together because the well sibling feels a sense of
compassion and commitment toward his/her brother or sister.

When a family member develops mental illness, a sibling may
react by withdrawing from family interaction. He/she may want to
spend more time with friends or doing extra-curricular activities. It is
equally possible that the sibling may become more parent-like, deeply
involving him/herself with the person and his/her illness, and taking
on a protective role. It is important that well siblings be encouraged
to find a healthy balance between their own lives and their family life.

Coping Strategies for Siblings

The better educated well siblings are about their brother or sister’s
illness, the better able they are to cope with schizophrenia. If siblings
understand the loved one’s behaviour as a symptom of a brain disorder
rather than as intentionally destructive or disruptive, their negative
reactions will be tempered.
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Parents are encouraged to be forthright and open about schizophrenia.
As well, if the person is comfortable talking about his/her illness,
well siblings should discuss it with him/her. Openness is more apt to
foster a caring environment. Parents are encouraged to listen to their
children’s concerns about the sibling. If they feel understood by you,
they can better cope with the situation. Well siblings should also be
able to confide in their friends. This will reduce the likelihood of feeling
isolated, and thus burdened by the disorder. They may also benefit from
seeing a counselor, or visiting a support group so they can share their
experiences, and know they are not alone. It is important that they feel
others care about what they, too, are going through.

Well siblings should be encouraged to maintain a relationship with
their brother or sister. Common interests may still exist, or a sibling
can at least be a compassionate ear for their sister or brother. It is
important that well siblings understand that their brother or sister is
still capable of getting enjoyment from life and people, even if they
can't express it.

Everyone feels more in control of a situation when they
understand it. Ensure that siblings are well informed
about their brother or sister’s illness, its symptoms, and
treatment on an ongoing basis. This will help them to
know what to expect from the person, and to understand
the person’s limitations, capabilities, and aspirations.

Coping Strategies for Parents

Well children need the attention and support of their parents on a
reqular basis. Parents need to recognize that balancing the needs of
all their children is extremely challenging. It may help if each spouse
takes turns spending time with the well children for a period, and the
ill child other times. If at all possible, solicit the help of other relatives
or friends. Allow your well children to decide how involved they want
to be with their sibling. Forcing the matter will only create a friction
that may negatively affect your child. It is also a good idea to consider
the future care of your child. When you are no longer able to take
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all the responsibility, who will look after his/her interests? Discuss
this situation openly with your family. Well siblings should have the
opportunity to consider and make informed decisions about how much
or little responsibility they are willing to take on, without having to
feel guilty about their choices.

LIVING ARRANGEMENTS

There are a number of options for the person’s living arrangements. They
include living at home with parents, in a group home, in a boarding
house, in an apartment, in a room, or in shared accommodations. The
level of functionality of the person will be a key determinant when
examining housing options. It is, therefore, important to understand
the level of support or supervision that each option offers. Group homes
may vary considerably in the degree of support they offer. Supervision
may range from 24 hours a day to one person dropping in periodically.
There may or may not be in-house counseling or life-skills training.
Rules and policy may vary considerably. It is obviously necessary to
know precisely what is offered before you and your relative can make
a decision whether a particular group home is appropriate. Boarding
houses and shared accommodation may offer little supervision, and
housing in the form of an apartment requires an ability to function
well in an independent situation. Initially, a considerable degree of
family support is advisable.

Because there are usually waiting lists for supportive housing such
as group homes, you should place your relative’s name on a list as soon
as possible, once a mutually satisfactory decision has been reached. A
decision about housing can often be emotional. Contributing families
suggest the following guidelines to help you with your decision.

In general, at-home arrangements seem to work best under the fol-
lowing circumstances:

e The person functions at a fairly high level, has friendships, and
is involved in activities outside the house

e If there are young children, their lives are not negatively affected
e Interaction among family members is relaxed

¢ The person intends to take advantage of available support services
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In general, at-home arrangements are NOT appropriate in the fol-
lowing circumstances:

¢ The main support person is single, ill, or elderly

¢ The person with schizophrenia is so seriously ill that there is
little or no chance to lead a normal family life

¢ Children become frightened and resentful, and feel like they are
living in a hospital

e Marital relationships deteriorate
o Most family concerns revolve around the person with schizophrenia
¢ No support services are used, or services are not available

¢ The individual is habitually aggressive, and the threat of violence
disturbs the household?®

If the individual prefers to live at home, the family as a group
should have interviews with the therapist to clarify treatment issues.
You should keep a record of how the situation works and how all family
members are affected. This will help you to evaluate how well things
are, or are not, working. The record may also be useful, if needed, to
demonstrate to the person that a different housing environment is
required.

Families often feel very quilty if they must make the decision
not to have the person live at home; this appears to be especially
true for women. If your experience is similar, consider the following
comments of a mother who had to make this decision: “A break should
be made at some point, and often it is easier for the person to adjust
to the transition to a group home, boarding home, or whatever, while
you are still available to give support and encouragement, as well as
your assistance to participate in activities offered in the community.
Otherwise, they will eventually have to make this adjustment without
your help.”

8 Walsh, Schizophrenia, pp. 109-110.
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I Consult with a social worker, community resource person,
or other appropriate experts regarding the move toward
independent living.

Independent Living

If individuals achieve a good level of functional recovery, one of their
goals might be to eventually have an independent living arrangement
(once they have attained an appropriate age). You should gradually
begin to plant this concept in the person’s mind. Subtle hints can be
dropped such as, “If you decide to live on your own...”; “When you
decide to live on your own...”; “When you start to live on your own,
you'll need to know how to do your own laundry.”; “When you live
on your own, you'll be glad you learned how to use the laundromat.”
Time should be allotted between progressive statements to allow for
digestion and acceptance of the idea. Leaving the family home is
difficult, but a necessary part of life for all of us.

Families suggest that at some point you and the individual make
a commitment about when the move will occur. Work together (with
the social worker, if there is one) to set a date that allows plenty of
time to seek and approve accommodation. For example, you may come
to an agreement that in six months, on May 1, John will be ready to
live on his own, in whatever form of housing he and you have decided
will be best.

Once the move has been completed, persons may feel some
resentment about it. It is very important to help them so that they
do not feel abandoned by you. You may have to make an extra effort
during the first few weeks to reinforce the idea of the move as a
positive step.

® Be a friend. Call and visit the person often, and make dates to go
places and do things.

e Offer praise and support to increase self-esteem.

® Respect the person’s wishes and concerns as much as possible.
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As well as emotional support, you may have to get involved in such
tasks as housework, shopping, cooking, and management of finances.
The amount of daily assistance the person needs will, of course, depend
on the condition of his/her illness. Families stress the importance of
working with the individual as you do these tasks.

Allowing for your family’s background and traditions, the
relationship should become less intense over time. At first the person
may wish to come home every weekend. This is fine for the first
few weeks or months. Then, however, you should begin to pick the
occasional weekend when he/she will not return home. You should
have a valid reason, such as, “We’ll be away that weekend.” Gradually
decrease visits to one or two weekends a month. You may also find that
at first, the person will phone home constantly, often three or four
times a day. If this persists, the use of an answering machine may be
advisable. You can then return phone calls as you deem appropriate. As
time passes, the person should become more confident and comfortable
with his/her living arrangement, and the number of phone calls and
visits should settle into a normal pattern.

DRUGS AND ALCOHOL

It is advisable to have a frank discussion with the person about the
risks associated with drugs and alcohol. The approach you take should
be consistent with the person’s level of maturity. You may wish to
consult his/her therapist about the best way to do this.

People with schizophrenia can be highly vulnerable to the
temptations of the street. They need to be fully aware that the use
of drugs or alcohol can impair the effectiveness of their antipsychotic
medication. Consumption of street drugs or alcohol can create symptoms
of psychosis that are difficult to distinguish from those of a psychotic
episode caused by schizophrenia. Street drugs taken by injection add
the extra danger of possible infection by the virus that causes AIDS
(Acquired Immunodeficiency Syndrome) and/or hepatitis C.

For more information on the effects of alcohol and street drugs on the
recoveryprocess, pleasesee http://www.schizophreniaandsubstanceuse.
ca and http://www.cannabisandpsychosis.ca.
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SEXUALITY, FAMILY PLANNING,
PREGNANCY, AND PARENTING

“No one ever asks us about this [sex]. There is the
assumption that because I have schizophrenia, I
shouldn't have a sex life.”

—Anonymous woman with schizophrenia

Historically, the sexual health of individuals with schizophrenia has
received little attention from clinicians and researchers. Still, it is well
accepted that the illness and the antipsychotics used to treat it can
cause sexual problems in both sexes. These include diminished desire,
problems with obtaining and/or maintaining an erection, vaginal
dryness, abnormal ejaculation, and orgasmic dysfunction.?®

Having schizophrenia does not eliminate sexual feelings (although
they may be altered during the illness). Sexual side effects can be
of great concern to the person experiencing them, and can also be a
key reason for not complying with drug therapy. It is usually during
the recovery phase that sex becomes an issue. For example, a sexual
relationship that existed prior to the illness will often be put on hold
during the acute phase. As symptoms of the illness abate, and the
person begins to recover, interest in a romantic relationship may be
revived. Interest in sexual activity may signal resumption of normal
development, as the person regains his/her identity and is prepared to
seek close relationships again. Successful resumption of sexual activity
can help to facilitate the establishment of intimate adult relationships.

It is important to developmental recovery that people with
schizophrenia be educated about sexual side effects that can occur,
and that they report them to their physician(s). Doctors should actively
question patients about sexual side effects of medication. The impact
of the side effects on persons should be explored. Treatment options
should be openly discussed with individuals, so that they understand
the costs and benefits of potential solutions to the problem. It is
possible, for example, that by reducing the dose of antipsychotic
medication, the side effect may decrease. It may also be feasible to try

® Crenshaw and Goldberg, 1996.
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different medications. This may be helpful since not all medications
cause the same severity of sexual side effects, and individuals may be
sensitive to side effects from some drugs more than others. It is most
important that people with schizophrenia realize that there are ways
of treating sexual side effects without ceasing drug treatment for their
disorder.

I Antipsychotic medication can affect both sexual libido and

activity. This intimate area of human functioning may be
difficult for individuals to discuss, but being open about
such concerns can not only greatly reduce them, but lead
to solutions that improve quality of life.

Sexuality and Multicultural Issues

Sexuality is viewed differently by different cultures. Pre-marital sex, in
particular, is frowned upon by some ethnic and religious/faith groups.
Arranged marriages are still prevalent among many cultures. Thus the
person’s background must be carefully considered when it comes to
sex. Clinicians and other caregivers should be aware of their patient’s
values on this issue, and ensure that while hospitalized, he/she is
not subjected to sexual advances by other patients. This protection
is necessary to uphold the person’s family traditions and his/her
self-respect.

Women and Sexuality

Gender differences affect the impact schizophrenia has on women
and men. Women with schizophrenia often have the greater social
functioning recovery. They spend less time in hospitals,?®® and have
better chances of social integration in society. For example, they
date, have active sex lives, get married, and raise children in greater
numbers than their male counterparts. (This is largely attributable to
the fact that women tend not to get the illness at very young ages,

20 Goldstein, 1988.
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as men do, and their social skills are often well developed by the time
they experience schizophrenia.) While women with schizophrenia
may have the advantage of better social functioning, the resulting
risks can post serious problems. They become vulnerable to coerced
sex, sexually transmitted diseases, and unwanted pregnancies. It is,
therefore, important to ensure individuals are educated on family
planning matters.

Family Planning

Statistics reveal that, due to a basic lack of knowledge about contra-
ception, many women who suffer from serious mental illness and are
sexually active do not practise birth control, even though they do not
want to become pregnant.?! Mental health professionals should pro-
vide their patients with family planning counseling, but it is not yet
common practice. It is a good idea to seek out this service, where avail-
able, in order that the person receives psychosocial skills training to
reduce the possibility of pressured sex, and to understand the various
methods of contraception.

Schizophrenia poses a challenge for women who wish to use
contraceptives. Women who use intrauterine devices (IUDs) and other
contraceptive implants face two significant risks: 1) that the devices
may become a focus of delusions of control®? and 2) if the illness
interferes with pain perception, the person may not recognize early
signs of pelvic inflammatory disease caused by the device.?

Oral contraceptives are difficult for many women to remember. They
also affect mood in some people with schizophrenia. Condoms are only
effective if the person understands proper usage, but will not provide
protection in the many instances of unplanned or pressured sex.
Often the optimal choice of contraceptive is long-acting hormone
injections. They usually last three months and do not have any
clinically significant interactions with antipsychotic medication.

2 Rozensky and Berman 1984; Coverdale and Aruffo, 1989.
22 Coverdale et al., 1993.
2 Bachrach, 1985.
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Pregnancy

For women with schizophrenia, pregnancy is a complicated situation.
The first problem involves drug therapy. The risks of discontinuing
antipsychotic medication must be weighed against its effects on the
fetus. An estimated 65% of patients who discontinue drug therapy
while pregnant suffer a relapse during pregnancy.?* A state of psychosis
will then impair the woman’s ability to properly care for herself and her
unborn baby. Her stress levels are likely to be high and she may not
eat well. As well, the risks of violence, suicide, premature self-delivery
attempts, or precipitous delivery are very significant during acute
psychotic episodes. There are potential lasting effects on a woman
who stops treatment for schizophrenia, since it is consistency of drug
therapy that results in significantly better recovery over the person’s
lifetime.

Due to the grave risks of discontinuing antipsychotic treatment,
it is important that the person and his/her family be well informed
about the various psychotropics and their known effects on the fetus.
Several studies on the risks to offspring have been performed, and
your physicians should have knowledge of available data. In order
to make a reasonable risk-benefit analysis that will aid the decision
process, ask the doctor(s) about antipsychotic agents and congenital
anomalies, fetal development, malformed babies, behavioural changes
in offspring, and any other neonatal side effects of antipsychotics and
any other drugs for side effects.

In her article “Sexuality, Reproduction, and Family Planning”
(published in Schizophrenia Bulletin, Vol. 23, No. 4, 1997), Laura J.
Miller outlines the steps a physician should consider when a female
with schizophrenia becomes pregnant:

® Review the available data on prescribing antipsychotic medica-
tions during pregnancy.

¢ Evaluate the risks of both withholding and continuing psycho-
tropic treatment.

e Establish the person’s capacity to understand this risk-benefit

2 Casiano and Hawkins, 1987.
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analysis and participate meaningfully in a decision about drug
therapy.

e For individuals who are unable to give informed consent, pursue
the involvement of someone authorized to act on the person’s
behalf; e.g., a guardian or court-appointed temporary guardian.

® Once a decision to continue antipsychotic treatment is made,
wherever possible, prescribe only one neuro-leptic (since the ef-
fects of drug interactions during pregnancy are unknown).

® Give priority, as a result of study information, to trifluoperazine
and haloperidol. They appear to have the least risk of neonatal
side effects and lasting behavioural implications from receptors.

e Evaluate the use of drugs used to combat neuroleptic side
effects (e.g., drugs used to treat EPS pose additional risks during
pregnancy). Akathisia may be safely and effectively treated with
beta blocking agents.?® Neuroleptic malignant syndrome may be
treated with supportive measures.2

¢ Promote careful attention to nutrition (e.g., low calcium levels
in women with schizophrenia can predispose them to EPS) and
prenatal vitamin supplements.

e Make well known to the person the additional risks of cigarette
smoking while taking neuroleptics during pregnancy; e.g., the
increased risk of lower birth weights, and higher morbidity and
mortality rates.

It is important to realize that challenges of pregnancy to women
with schizophrenia do not end with childbirth. The postpartum period
presents a high risk for psychosis. Studies show that 24% of women
with schizophrenia become acutely psychotic within six months of
childbirth, and 44% whose history included more than three months of
hospitalization were subjected to a worsening of symptoms.

The implications of postpartum problems extend to the mother and
child relationship. Acute symptoms may include delusions (e.g., that the
birth never occurred, or that the baby is dead) or hallucinations (e.g.,

#Rubin, 1981.
26James, 1988.
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commanding the mother to harm the baby).?” Where hospitalization
is necessary, new mothers tend to avoid inpatient care because they
don’t want to be separated from the baby. Another key danger is that
the symptoms will be sufficiently severe to cause the mother to neglect
caring for herself and her baby, and she may forget to attend pediatric,
obstetric, and other medical appointments.

While the new mother with schizophrenia should resume her drug
therapy following delivery, she will want to avoid sedating medications,
particularly if the baby is breastfed, as they may sedate the baby or
render the mother unable to hear the child crying during the night.

The stress involved in being a new mother, combined with sleep
deprivation, may be overwhelming for a person with schizophrenia.
The addition of psychotic symptoms exacerbates an already difficult
situation. Special care must be taken during the postpartum period
to ensure the mother is coping with her baby’s care, along with her
own. Ongoing medical care can help to address problems as they arise,
especially if it provides the mother with continued access to her child.

Parenting

The prospect of parenting poses complex challenges to a person with
schizophrenia. Besides the financial burden involved in raising a child,
the parent with schizophrenia may be disadvantaged by the disorder in
some of the following ways:

¢ They may have a reduced ability to understand facial expressions
and nonverbal cues from children.

¢ They may have a reduced ability to provide stability, nurturing,
and stimulation of the child.

¢ They may have a impaired behavioural responses that may cause
excessive distan-cing from the baby or excessive involvement
with the child.

¢ They may have a decreased ability to distinguish their own needs
from those of their children.

¢ Compared to the general population, mothers with schizophre-

27 Stewart, 1984.
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nia are less likely to be married or cohabiting at the time of
childbirth, or to have someone to help them raise the child.®
If married, there is a higher chance that the spouse also has a
psychiatric disorder. In either case, the result is a lack of needed
parental support for the child.

e The majority of mothers with schizophrenia will experience
loss of child custody.?® Often this will occur intermittently with
periods of visits and regaining custody. If loss of custody becomes
permanent, it can have devastating results for many women.*

e There is some evidence that the children themselves will be more
difficult to raise as they may not interact well with others and
can be more difficult to deal with than children of mothers who
are not mentally ill.*

For the child, there are risks both in remaining with a parent who is
acutely psychotic, and in being separated from the parent. It is believed
that children are generally better off remaining with the ill parent
except in instances of child abuse or gross neglect. If a mother with
schizophrenia has the support of her family, spouse, and/or extended
family connections along with a good comprehensive treatment plan,
the prospects of good parenting are much improved.

Intimate Relationships

People with schizophrenia may have difficulty maintaining intimate
relationships. Marital relationships that involve a spouse with schizo-
phrenia seem to be significantly susceptible to breakdown because
couples lack the specialized coping skills required to deal with the
disorder. People with schizophrenia also find it difficult to start inti-
mate relationships because they are isolated from the social streams
that young people use to meet potential mates. In particular, men who
experience schizophrenia often feel they have a disadvantage when it
comes to attracting female partners.

2 McNeil et al. 1983; Miller and Finnerty, 1996.

# Coverdale and Aruffo, 1989; Miller and Finnerty, 1996.
% Apfel and Handel, 1993.

3 Walker and Emory, 1983.
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Family members can help the person by encouraging him/her to
get involved in peer support groups, church social groups, or other
community groups where he/she can interact with others. The
treatment team can also help the person to develop the social skills
he/she requires to socialize with others (see Chapter 8, Treatment,
section on Social Skills Training for more information). With support
from family and friends, the person can pursue intimate relationships.

ELDERLY PEOPLE WITH SCHIZOPHRENIA

Elderly people with schizophrenia often take several medications for
various physical conditions, along with antipsychotic drugs. Extra
attention to medication is therefore required, to ensure that there
will be no complications with drug interactions. As well, the type
of medication being used should be reviewed for its side effects on
geriatric patients. It is possible that dosage levels may be reduced as
the person gets older and exhibits continued stabilization.

Ensure the elderly person receives proper medical reassessments
for schizophrenia, concurrent physical illnesses, sensory deficits, and
medication side effects.
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Schizophrenia

ROLE OF THE FAMILY

e Provide plenty of support and loving care for ill individuals.
Help them to accept the diagnosis. Show by your attitudes and
behaviour that there is hope, the disorder can be managed, and
life can be satisfying and productive. Recovery is possible!

Help the person with the illness to maintain a record of informa-
tion on what symptoms have appeared, what medications were
taken and in what dosages, and the effects of various types of
treatment.

Ensure that the person continues to receive treatment after
hospitalization. This includes taking medication, keeping doctors’
appointments, going for follow-up treatment, and participating
in social, recreational, and vocational programs.

Provide a structured and predictable environment. The recovering
individual will have problems with sensory overload. In order to
reduce stress, plan activities for each day and keep big events
to a minimum. Keep routines simple and allow the person time
alone each day.

Be consistent. Caregivers should agree on a plan of action and
follow it. If you are predictable in the way you handle recurring
concerns, you will help to reduce confusion and stress for the
person.

Maintain peace and calm at home. You will want to keep voices
down and speak at a slower pace. Shorter sentences will also help
to reduce stress. Avoid arguing about delusions (false beliefs).

Be positive and supportive. Being positive will probably be more
helpful and effective in the long run than criticism. Like anyone
else, people with schizophrenia need to know when they are
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doing well. Their self-esteem is fragile and needs to be boosted
reqularly. Encourage all positive efforts. Express appreciation
for a job even half-done because schizophrenia creates a lack of
confidence, initiative, patience, and memory.

Listen to and acknowledge the person’s hopes and dreams, and
work with him/her to set realistic goals. Encourage the person to
identify and gradually regain former strengths, skills, and inter-
ests, and to try new things as well, by taking small steps. If goals
are unattainable or if you nag, stress can worsen the symptoms.

Gradually increase independence when the person shows the
ability to handle greater responsibility and is able to complete
various types of chores. Set limits on how much abnormal
behaviour is acceptable and firmly and consistently apply the
consequences. As well, some re-learning may have to occur about
the handling of money, cooking, and housecleaning. If outside
employment is too difficult, help the person learn how to use
time constructively.

Together learn how to cope with stress. Anticipate ups and downs
and prepare accordingly. A person with schizophrenia needs to
learn to deal with stress in a socially acceptable manner. Your
positive role-modelling will be most helpful.

Encourage the individual to get out into the community. Led
by his/her interests and suggestions, work together to select an
appropriate activity when trying something new. If requested, go
along the first time for moral support.

Be good to yourself. Your good health is very important, even
crucial, to the best functioning of your entire family. Let go
of quilt and shame. Take comfort and gain strength from the
positive things your family have experienced together.

Establish realistic expectations and goals for yourself within
your own life. Make sure you are allotting yourself time for
extracurricular activities, hobbies, physical exercise and sports,
etc. You need time for yourself in order to rejuvenate and
maintain the stamina necessary to help others.

Value your own privacy. Keep up friendships and outside interests
and lead as orderly a life as possible.
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¢ Do not neglect other children. Brothers and sisters often secretly
share the quilt and fear of their parents. They may worry that
they too may become ill. When their concerns are neglected
because of the child, they can become jealous or resentful. These
children need your love and attention, too.

e Learn from and enjoy the support of others who are dealing
with similar issues. Check to see what resources are available in
your community. You can share and learn from the experiences
of others, you can benefit from educational programs and
discussions, and you can work cooperatively with others to
improve and increase services.

e (Call the Mental Health Clinic in your region and ask if there is a
family or parent education program that you can join.

e Join your provincial schizophrenia society or similar family
support organization in your area. These community resources
offer support, education, help, and hope to families who may be
experiencing a crisis.

ENCOURAGING MEDICATION

This is one of the most frustrating problems. It may be
hard to understand why someone with schizophrenia
would refuse to take medication when its necessity is
so obvious to everyone else. Families have found that
there are five main reasons why someone might refuse
medication:

1. The person may lack insight about the illness. Not believing that
he/she is ill, he/she sees no reason to take medication. Or, some
think that it is the medication that causes the illness. If the illness
involves paranoia, the ill individual may view the medication as
part of a plot to prevent him/her from functioning.

2. The person may be suffering from unpleasant side effects as a
result of the medication and believe that it causes more problems
than it solves by interfering with his/her personal goals, like
going back to school, etc.
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3. The person may be on a complicated medication scheme that
involves taking several pills a day. He/she may find the regimen
too confusing, and may resent the constant reminders of illness.

4. The person may feel so well that he/she either forgets to take the
medication, or thinks that it is not necessary any more.

5. The individual may welcome the return of particular symptoms
such as voices that say nice things and make him/her feel special.

People with schizophrenia need to take prescribed medication,
and the following is a list of ideas and guidelines to help you
encourage drug therapy:

¢ The initial medication dose must be continuously monitored.
Therefore, you should always listen to the person’s complaints
about side effects. Do your best to empathize with any distress
about medications.

¢ Positive symptoms will not reappear immediately upon discontin-
uation of medication. Antipsychotic drugs stay in the system for
six weeks to three months. This grace period gives you some time
to deal with the problem. After three months, however, getting
back to a maintenance level may mean starting over at a higher
than maintenance dosage.

¢ Explain to the person that he/she may end up back in the
hospital if medication is not taken. (This should not be a threat.)
Some people will not accept warnings, and still others may not
mind returning to the hospital.

e If other people in your family are on medication, turn pill-taking
into a ritual. Everyone could take their medication at the same
time (even if it is a vitamin pill). It is easier to take one pill a day
than six. Talk to the doctor about the form in which the person
is receiving medication.

¢ For people who keep forgetting to take oral medication, the use
of a weekly pill box can be an effective tool.

o Never sneak pills into food. If paranoia exists, this will increase
it. Trust will never be established.

e More people go off oral medication than injectable medication.
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With injections, you are sure the person is getting his/her
medicine. He/she can't spit it out, hide it under the tongue,
etc. Discuss the pros and cons of switching medications with the
doctor. (Health care professionals note that there is a down side
to injections: possible feelings of humiliation, loss of control, and
the potential for build-up of medication over time.)

® Injectable medication is given once a week or once every few
weeks, depending on the type of antipsychotic. Consider arranging
a treat built around going for the medication—seeing a movie,
going for lunch, etc. Let the person know that you are proud of
the way in which he/she is handling the need for medication.

Do your best to be calm and reasonable about getting the
person to take medication. If you push too hard, you may
make it more difficult for him/her to move to greater
independence. A period of learning through experience
may be necessary.

LEGAL ISSUES

Mental Health Legislation

All provinces and territories in Canada have mental health legislation,
usually referred to as mental health acts. There are two key objectives
to these laws:

1. To help provide treatment to a person with severe mental illness
who refuses needed treatment, and who is likely to suffer harm
or cause harm to others or suffer significant mental or physical
deterioration.

2. To protect the legal rights of a person with a severe mental illness.

Since mental health legislation differs from province to province,
the information provided here is general. The degree and type of harm
or deterioration criteria that a person must meet before becoming an
involuntary patient is specific to each province. A few provinces restrict
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the definition of harm to mean physical bodily harm. Most provinces,
however, include serious non-physical harms in their criteria for
involuntary patients. Some provinces have an alternative to the harm
criterion that includes significant mental or physical deterioration of
the person. It is a good idea to consult your provincial schizophrenia
society and a knowledgeable mental health or legal professional about
the law in your province.

Involuntary Admission Procedures

(i) Physician Certificates

If the person will not go to the hospital voluntarily, but a medical
examination performed by a physician determines he/she meets the
criterion for involuntary admission, then this is the preferable method
to enforce hospitalization. In most provinces one physician can, upon
examination, issue a certificate that authorizes the transportation and
admission to hospital for a short period of time (e.g., one-three days). A
few Canadian provinces require two physician’s certifications to enforce
hospital admission. A second certificate is required to hospitalize the
person for an additional period of time (e.g., two weeks to one month),
and this may be granted upon examination in the hospital.

(ii) Judge’s Order

If the person refuses to allow a physician to examine him/her, then
any person can go to a judge and apply for the compulsory psychiatric
examination of another person. Mental health laws require that if such
an order is requested, it must be accompanied by evidence that shows
the person is suffering from a mental disorder, is refusing to see a
physician, and meets criteria for harm or deterioration concerns as
specified by the provincial legislation. If the judge is satisfied that the
criteria for involuntary examination are met, the court can order the
transportation and physical examination of the person. The results of
the medical examination may then lead to involuntary hospitalization.

(iii) Police Apprehension

There are times, such as emergency situations, when it is not practical
to use a physician or judge to initiate hospitalization of the person.
The police may be your only resort in a time of crisis. Mental health
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legislation does give the police the authority to apprehend a person if
the person meets the criterion for police enforcement (e.g., appears to
be ill and in danger). The police may take the person to have a medical
examination, which in turn may lead to involuntary hospitalization.

Legal Rights and Protections While in Hospital

When a person is involuntarily detained in accordance with provincial
mental health laws, the Charter of Rights and Freedoms (of Canada)
requires that the person be informed of certain rights; for example, the
right to be told of the reason for his/her detention, and the right to
consult a lawyer. In addition, mental health acts provide further rights,
such as the right to a review board to determine if the person can be
released; the right to have regular examinations (renewal certificates);
and in some cases, the right to have second medical opinions on the
appropriateness of the medical treatment.

Family Involvement

In this book, we emphasize the importance of family involvement to
help the person during acute episodes, and throughout the course
of the illness. We have also talked about the importance of working
closely with the treatment team. Specific opportunities for family
involvement are provided by most provincial mental health legislation.
They include the following:

® The family’s right to provide information to a judge to facilitate
admission to hospital.

e The family or next of kin are supposed to be notified that the
person has been involuntarily admitted to hospital, and given
information about family and patient rights.

¢ In some provinces, treatment can be authorized by the hospital,
but in the majority of provinces it is a family member or next of
kin who must authorize treatment. Some provinces (e.g., Alberta)
dictate that the family member who authorizes the treatment
must act in the person’s best interests. In Ontario, this is also
the practice with the exception that the substitute decision-
maker must make the decision in accordance with the person’s
competent wish applicable to the circumstances. If these are not
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known, the decision-maker makes the decision in the person’s best
interests. Families should be aware that if they refuse to authorize
treatment as recommended by the hospital, then the person may
continue to suffer and be detained in hospital unnecessarily.

e Most provincial mental health legislation provides that families
must be informed when an involuntary patient applies to medical
review board (tribunal or panel) to be released from hospital, or
to change or review some other treatment decision. Families are
usually given the opportunity to give evidence to the board that
will be considered in the decision process.

e Most provincial mental health legislation provides that conditional
leave or community treatment order provisions allow the families
to be involved in the development of the plan. In Ontario, a next
of kin must consent to the order if the person is not capable.

Assisted Community Treatment

Despite the efforts of family and caregivers, some people with schizo-
phrenia discontinue their treatment once they are discharged from
hospital. There are various reasons for persons to stop medication, but
once they have, they are often subjected to relapses and re-admission
to hospital. This disrupts their lives considerably, and if there are
numerous re-admissions, other alternatives may be appropriate.
Assisted community treatment measures, including conditional leave
from hospital or community treatment orders are available in most
provinces to address this problem. Evidence has shown that they are
effective in reducing rates of hospitalization.

Confidentiality

Sooner or later families run up against the legal and ethical issue
of confidentiality. It is a basic principle in the practice of medicine.
Information about a patient cannot usually be released, except to
members of the treatment team, unless that patient has given written
consent. The exceptions are when a person is underage or is deemed
to be mentally incompetent. Under the law of some jurisdictions, a
priority list of those who may act on behalf of a mentally incompetent
person has been established. It often comes as a surprise to family
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members that they are not first on such lists. In the case of a spouse in
Ontario, if the person who is ill has appointed someone else while still
mentally competent, that person ranks before the spouse.

It is natural for caregivers to want to know as much as they can
about the person’s health in order to help as much as possible. Health
care professionals recognize this, but their hands may be tied because
no patient’s consent has been given. Ideally, written authorization for
the doctor to talk to the family should be obtained when the patient is
well. However, if the person is unwilling to give consent, try asking the
physician whether there is anything that you can do to help obtain it.
Note that a physician can speak if there is a risk of physical violence.

Legal requirements on the release of medical information vary
between provinces and territories. You can ask a health care professional
what is needed in your particular province or territory. It may be worth
seeing if it is possible to attend some of the health care team meetings
or consultations with the person. The person may be more willing to
accept this than to sign a consent form for the release of information.

Physicians and other health care professionals will normally look
to family members to supply information about the person. At the
doctor’s discretion, this information may be passed on to the individual.
You may wish to consider, therefore, the effects of telling the person
directly about the information that you share with a member of the
treatment team. Care providers often find that this enhances their
caregiving relationship with the person.

Advice from a Crown Attorney (Prosecutor)

Unfortunately, some people with schizophrenia get in trouble with
the law. Offences may range from minor altercations like shoplifting,
mischief, assault, or ordering a meal from a restaurant and refusing to
pay for it, to much more serious charges such as aggravated assault,
arson, or even murder. These problems arise most commonly when the
persons are not being medically treated for their disorder. The tragedy
that this presents is far too common: a mentally ill person is placed in
the criminal justice system instead of being treated in a hospital.
When persons with schizophrenia have to face criminal charges,
their illness may mean they are unfit to stand trial, or are not
criminally responsible. These are legal concepts that relate to the state
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of mind of an accused person. Fitness to stand trial is based on the
accused’s mental capacity to understand the trial process, for example,
the ability to instruct a lawyer, understand the role of the Crown
Attorney (or Prosecutor), and understand the applicable penalties.
Criminal responsibility applies to the accused’s state of mind at the
time of the offense. The state of mind is tested by his/her awareness
of the consequences of his/her actions, and whether or not he/she
appreciates the act is morally wrong. For example, could the accused’s
illness be affecting him/her in such a manner that he/she believes
he/she is tickling someone, when in fact he/she is stabbing a person?
Or, could it be that voices convince the individual to believe that, by
killing a person, he/she is saving the world from a terrible evil?

If the charge is serious, and the person goes through the court process
and is found either unfit to stand trial or not criminally responsible, his/
her fate will be determined by a provincial review board. The Board
includes professionals in the legal field and psychiatric field. If the
accused is found unfit to stand trial, this is a temporary status, meaning
that he/she must return to court when he/she becomes fit. In the case
of either finding, the Board imposes conditions on the accused, such as
where and under what circumstances he/she may reside, and whether
or not he/she must be hospitalized, for what duration, and under what
conditions the accused may be released from the hospital. If the Board
permits the accused to reside in the community, and the accused does
not follow the conditions of the court, he/she may be detained. The
Board normally reviews the status of the accused once a year at a formal
hearing, and family members and caregivers may attend these hearings
and give evidence. If the accused was found not criminally responsible
and the Board concludes that he/she is not a significant threat to the
safety of the public, the Board may grant him/her an absolute discharge,
thereby ending its jurisdiction over the person.

Just because a person has schizophrenia does not mean he/she
will automatically be declared unfit to stand trial, or not criminally
responsible. It is not the diagnosis that determines his/her status,
but to what extent the disorder was affecting him/her at the time of
the offense (in the case of criminal responsibility), or at the time of
trial (in the issue of fitness to stand trial). Presumably if he/she is
not taking his/her medication, he/she is likely being very strongly
affected by his/her illness.
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If the offense is minor, and the accused is not a risk to public
safety, it is feasible—and most preferable—to keep the person out
of the criminal justice system. This goal may be achieved through a
process known as diversion. Diverting the case means to have the crim-
inal charge stayed or withdrawn by the prosecutor, so that the person
will not be tried. The decision to divert the case rests with the Crown
Attorney's office (or Crown Prosecutor’s office), and depends upon a
number of factors, including the availability of community programs,
the extent of family support, the nature of the offense, the effects of
the illness, and the disposition of the offender.

Families are advised to explore community programs that support
the person’s case for diversion. For example, there are sponsored court
outreach workers in some municipalities who help the accused find an
arrangement that will comply with the conditions for diverting his/her
criminal charges.

Hospital cutbacks and cuts in social programs in Canada have had
a truly tragic impact on the welfare of mentally ill people. The number
of patients who become homeless or end up in jail has been steadily
increasing over the past few years. If you find yourself faced with
legal issues involving a person in your care, consider the following
suggestions:

e Seek a lawyer (or legal aid lawyer) who is familiar with the law
and with mental illness. Your local legal aid office, the Canadian
Mental Health Association, a psychiatric hospital’s forensic
department, or police headquarters may be able to provide a list
of lawyers who specialize in this area. Be warned that there are
not many attorneys with this experience, so your search may
require some patience.

o If you're hopeful of having the accused released on bail, you
should be sure to have a lawyer represent the accused at a bail
hearing pending his/her trial, or while diversion options are
being explored. Also, be prepared to assure the judge that the
person will be supervised if released.

e If you are seeking to get the case diverted, speak to a lawyer or
legal aid duty counsel, if at all possible. If necessary, speak to the
Crown Attorney (Prosecutor) or prosecutor handling the case.
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e The lawyer representing the accused or the Crown Attorney
(Prosecutor) may ask the court to make an Assessment Order.
This order is applicable where there are reasons to believe a
person may have a mental disorder, and needs to be assessed
in order to determine whether or not he/she is fit to stand trial
or he/she was criminally responsible at the time of the offense.
The order is set for a specific number of days. How the accused is
then dealt with depends on your jurisdiction. Problems such as
bed shortages and waiting lists for psychiatrists could mean that
the person ends up sitting in a detention centre instead of being
assessed in a hospital or being cared for at home. It is therefore
preferable for the accused to be remanded out of custody while
complying with the assessment order.

e Get in touch with a schizophrenia society (local chapter,
provincial office, or national office). They may be able to direct
you to an information centre, or provide you with literature or
recommend resources.

e Some cities have mental health courts where the court works
very closely with the mental health system in order to provide
better service for those with a mental illness who have also
become involved with the law. A lawyer, mental health clinic, or
the Schizophrenia Society can advise if such a court is available
in your area.

Wills

If the person outlives you, you may want to make plans and
preparations to provide for him/her. The first and most impor-
tant piece of advice is to seek assistance from professionals
who understand your situation and who know the rules about
disability benefits in your province.

Here are some legal and financial tips from families who are experienced
in these matters:

¢ Appoint a trustee for administration of the mentally ill person’s
inheritance.

¢ Bequeath only financial assets—no real estate or portable items.
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e Provisions for access to income from investments for the person
should have a condition attached such that the trustee can with-
hold and/or administer sufficient money to ensure medications,
housing, food, and other basic necessities are provided to the
beneficiary. Even if the person is managing on his/her own, this
provision protects him/her in the event of relapse.

e Provision should be made that the trustee is to access the capital
of the trust only if it is deemed necessary for the welfare of the
mentally ill individual.

e Provision should be made to allow for control of the trust to be
relinquished to the person should a cure be found for schizophre-
nia, and psychiatric experts have determined that the person has
achieved permanent stabilization, and is competent to manage
the assets on his/her own.

® When the person dies, a provision should be made so that the
rest and residue of the trust can be passed on to a specified next
of kin. If this person predeceases the individual, provision could
be made to pass on the balance of the trust to your choice of
charities.

FINANCES
Managing Money

Many people with schizophrenia have trouble in handling money
matters. This can present families with some awkward situations, some
of which may be beyond an immediate solution.

Patients who are entitled to disability benefits can get help
applying for them while still in hospital. Disability benefits are paid on
a monthly basis. Most recipients will need a good deal of help learning
how to budget properly to meet basic needs such as rent, food, and
transportation. They may find it difficult to make the money last for
the whole month. When a substantial sum is available (for example,
on receipt of a disability cheque), many tend to blow all or a large
part on impulse spending, often foolishly, or to give their money away
to friends—even to strangers. Families find that they are then called
upon to pay for basic living expenses.
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Behaviour of this sort, although not surprising for someone with
few chances to enjoy life, is disconcerting for families, and requires
that they exercise a good deal of patience. For the individual, managing
money well is an important step towards the achievement of greater
independence. By linking behaviour that demonstrates responsibility
(e.g., successful completion of chores) to autonomy in handling money,
you may be able to help the person learn to manage his/her finances.

Here are some ideas on how to make life a little easier on the family
while giving the person a sense of independence:

¢ Consider arranging for the disability cheque to be delivered to a
parent or guardian.

¢ Investigate the possibility of pre-paying landlords, utility com-
panies, etc., so that the person’s rent, heat, hydro, and phone
bills are covered.

¢ Your local grocer may be asked to create vouchers for the person,
paid for by the family in advance, and redeemable on a weekly
basis by the holder.

e Arrange with a local restaurant to pay for meals on the person’s
behalf.

¢ Provisions could be made with a local pharmacy, smoke shop,
bookstore, etc., so that a debit/credit system for goods is in
place for the person (e.g., you pay so many dollars as credits to
his/her account, and purchases made by the person are debits
against the account). You should, of course, be sure to make your
instructions clear regarding overdrawn or zero-balance accounts.

Complete awareness of the arrangements is necessary for the
individuals to understand and learn about managing money. Hopefully,
they will eventually learn to deal with their finances on their own.

Canadian Disability Tax Credit

The Canadian federal government may allow a tax credit for the benefit
of persons disabled by schizophrenia. In order to prove eligibility for the
tax credit, a doctor who is familiar with the disabled person’s medical
status must complete the appropriate tax forms (e.g., Form T2201,
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Disability Tax Credit Certificate). The family member may also claim an
amount for an infirm dependent on his/her income tax return. These
claims may apply even if the relative is not living in the family home.
The disability credit is fully transferable. Therefore, the amount claimed
may be divided, for example, between two parents filing tax returns.

Disability Benefits

The provision for disability benefits or allowances comes from provincial
governments. Terminology and criteria for financial assistance may
vary from province to province. The general concept, however, is based
on the level of disability, the age of the disabled person, and the ability
of the person to work.

The following link is a guide that gives some information about
how to talk with one’s doctor, and also includes a brief handout to give
to the doctor:

http://www.getsmarteraboutmoney.ca/managing-your-money/
planning/brochures/Documents/Registered-Disability-Savings-Plan-
RDSP-guide.pdf

Another source is Planned Lifetime Advocacy Network:
http://rdspresource.ca/index.php/how-to-contact-us/

For further information, please contact your local chapter or provincial
office of the Schizophrenia Society, or your provincial government.

SUPPORT FOR AND FROM WITHIN
THE FAMILY

People involved with persons with schizophrenia find that the family,
who is most often the primary source of support for the person, is
under a great deal of stress every day.

“Personal stress is something that often goes unacknowledged.
The sick person becomes a priority, and we forget our own needs.
The day-to-day tasks involved in caring for a dependent—sudden
crises, worry, financial problems, searching for community
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services, coping with bureaucracy, becoming an advocate,
squeezing out precious moments for our other family members—
depletes and robs us of our energy. Eventually we end up with
stress exhaustion, and this can lead to depression, anxiety,
burnout, and psychosomatic illness.”

Families and health care professionals caution that the strain
of having a relative with schizophrenia can begin in the very early
days, when that person first behaves unusually. Normally, when we
see someone who is visibly physically impaired—for example, using
a wheelchair or white cane—we are inclined to offer that person our
support. With mental illness, however, often the only way we realize
that something is wrong is to actually see the person exhibit abnormal
behaviour. It is natural to be disturbed by such behaviour, and to tend
to withdraw from it. When unusual behaviour occurs within a family,
the reaction is not much different, and may even be hostile. In the
early days, family members may be bewildered and resentful, and often
blame and criticize the individual. Members may blame other members
of the family as their fear and frustration grows.

Families caution that one of the most important things to watch
for is resentment in siblings. When you are spending all of your time
and energy supporting and seeking help for your child, it is very easy
to neglect other children. You may also have to accept that a sibling
may never have any feeling of affection for his/her brother or sister.
As one woman said,

“My brother was several years older than me. I never had a
relationship with him when he wasn't ill. When he first got sick, I
was very young, and his behaviour scared me. Then, as I got older,
the things he did embarrassed me. It's very hard for my parents to
accept, but I don't feel any connection to this ill man.”

Many parents cannot understand this lack of empathy, and find
that they resent their other children for not feeling the same way
they do about the individual. Some families believe that one way to
prevent resentment is to include siblings in family discussions about
the relative, and to ask for their support and/or advice regarding care.
Parents often try to protect children by keeping the truth from them,
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but ignorance can be very frightening. Children should be given as
much information as is appropriate for their age. One woman, whose
parents always included her in the support of her brother, stated,

“My brother is only one year older than me. I dont remember a
time when he wasn't there. I love him dearly, and I am the only
person he can really talk to about what is happening to him.”

One father remarked that now that his daughter is on medication
and doing well, his other three daughters are willing to be supportive.
In the past, they were afraid of, and embarrassed by, their sister. But
now all four girls go out once a week, and have strong family ties.

Because different relationships within a family can be strained
during the very early days, families of those with schizophrenia
stress again the importance of joining a support group as soon as the
diagnosis has been determined. Listening to others who have been
through the experience will help you to acknowledge your feelings of
anger, confusion, guilt, shame, and so on, and to realize that this is
normal. Normal as these feelings are, however, they are painful and
will worsen if the family members are uninformed and unsupported.
The sooner a family comes to an understanding of the illness and finds
appropriate ways of relating to the individual, the greater chance a
family has of remaining a healthy, functioning unit.

Another reason to join a support group early is to find ways of
avoiding the burnout that so often comes with the burden of caring
for someone with schizophrenia. Feelings of chronic fatigue, a lack
of interest in life, a lack of self-esteem, and a loss of empathy for
the person with schizophrenia are common to people who have been
coping alone for a number of years. These people are walking wounded,
and may suffer from headaches, insomnia, drug and alcohol abuse,
depression, and stress-related illnesses.

Families offer the following ideas for avoiding burnout:

e Be aware of your health on a day-to-day basis. Eat nutritiously.
Join an exercise club. Go for walks as often as possible. Get enough
sleep. Visit your own doctor for regular checkups. Let him/her
know that you are the caregiver of a person with schizophrenia.

e Learn about, and practise, relaxation techniques.
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e Schedule a break for yourself every day.

¢ Take regular vacations if you can. Try to get a day or a night to
yourself every now and then. Perhaps a friend or a relative could
stay overnight while you go to a hotel.

e Avoid self-blame and destructive self-criticism.

e Take a course—give yourself a few hours when you have to
concentrate on something else.

o If the person with schizophrenia lives away from home, don't
visit more than three times a week after the initial transition,
and limit phone calls.

¢ Try not to neglect the other relationships in your family.
o Share your grief and problems with supportive people.
¢ Aim for teamwork in your family.

® Recognize that successful treatment and workable after-care
programs require the coordinated and shared efforts of several
groups of caregivers.

¢ Realize that life must go on for you and for others in the
family. This attitude may benefit the individual. He/she may be
strengthened by the realization that life goes on.

e Keep on top of developments in the person’s illness that may
indicate that a change of lifestyle is necessary. For example,
many families find that although their relative lived at home
successfully for a number of years, at some point a change
occurred that lowered the quality of life for everyone. Do not
insist on keeping the person at home if different housing is not
required.

e Keep your religious or spiritual beliefs and family traditions. This
may be important to the person’s sense of continuity and quality
of life.

e Keep a sense of humour.

e Never lose hope.

Burnout may also be caused by a lack of acceptance on the family's
part. Some people are unable to recognize the illness for what it is.
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They never let go. They never get on with their own lives. They wear
themselves out. Those with experience advise that once you let go,
once you say, “This is it”, life becomes simpler. One father stated,

“You work through fear, anger, grief, and finally come to
acceptance. Acceptance is like adopting someone new—the other
person is no longer there.”

Acceptance means that you have learned to look at the person as
he/she is now. Then there is room for hope, and you can begin to work
for those things that will really make a difference in his/her life.

ROLE OF EDUCATORS

“Professionals...must help the person set realistic goals.
I would entreat them not to be devastated by our ill-
nesses and transmit this hopeless attitude to us. 1 would
urge them never to lose hope, for we will not strive if we
believe the effort is futile.”

—Esso Leete (who has lived with schizophrenia
for more than 20 years) now commits herself
to educating others about mental illness.

As an educator, you can play an important role in the lives of those
living with schizophrenia. Here are some facts you should be aware of:

o Schizophrenia is a common illness which strikes many young
people in their mid- to late-teens and early twenties.

e Most people with schizophrenia have normal intelligence, and
many have high 1.Q’s.

e In very rare instances, children between the age of five and
adolescence can develop schizophrenia. At this early age, these
children are frequently described only as being different from
other children; they are unlikely to display psychotic symptoms
until adolescence or adulthood.

® Recovery and living a life of quality are possible.
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Here are some suggestions on how you can help those living with
schizophrenia:

e Wherever possible, bring the illness into the open. Openly discuss
the issues with your students in classes such as Health and the
Sciences. Such action can help to dispel some of the myths and
reduce the stigma associated with the illness.

¢ Provide preventive information on precipitating factors such as
drug abuse.

¢ Be alert to the early warning signs of schizophrenia. Young people
often have mood swings, become apathetic, and experience a drop
in athletic or academic performance, among other things; but if
such behaviour persists, you may wish to consult with the student’s
family and assist the young person to receive an assessment.

If you have a student in your classroom who has been diagnosed as
having schizophrenia, you can do the following:

® Reduce stress for the young person by slowing your pace when
explaining situations that are new to the student.

e Help the young person to set realistic goals for academic
achievement and for extracurricular activities.

e Establish ongoing communication with the student’s family for
feedback on his/her progress. As a result, you may find that in
order to optimize the learning situation, you will have to modify
learning objectives, content of curricula, teaching methodology,
student evaluation format, and other educational concerns.

¢ Encourage other students to extend their friendship. Some may
wish to act as peer supports when illness occurs, perhaps helping
the student to catch up on missed lessons.

¢ Get to know the person, rather than “seeing an illness.”

In the school environment, you can assist families dealing with
schizophrenia in the following ways:

¢ If you have a peer counseling program in your school, the illness
of schizophrenia, as it affects young people and their families,
should be one of the areas addressed by the program.
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o Ask your education directors to provide training on schizophrenia
at professional development sessions.

e Run informational sessions on the illness for parent nights and
student assemblies, and set up displays (ask a mental health
organization to help you) for special occasions in the school
library and counseling office.

e Order print and audiovisual resource materials for your library.
Just as you have reference and instructional materials available
on other subjects, so you should have materials on schizophrenia.

I As an educator, you have an excellent opportunity to
foster understanding and compassion for people with
brain disorders.

MISSING PERSONS

Frequently, people with schizophrenia decide that a new location
will provide an answer to the problems that the illness has imposed
on them—or they may be directed by voices to leave. They simply
disappear. If the person is a minor, you should contact the Missing
Persons Bureau of the local police department. If he/she is legally of
age, the police may have no authority to return the person or to inform
you of his/her actions or whereabouts.

It may happen that the person leaves the hospital before treatment
has been completed. If the person is an involuntary patient, the
hospital is responsible for notifying the police to look for and return
the patient to the hospital. In some jurisdictions, if the police have
been unable to find a missing involuntary patient within a certain
period, the hospital then has the right to discharge the person.

When a person with schizophrenia has disappeared from the
hospital, the option of changing the patient’s voluntary status to
involuntary is open to the attending physician(s). The police can then
be asked to look for the patient.

Often, relatives and caregivers may simply have to wait until the
person surfaces. This may happen when the person has been picked
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up as a vagrant, has gone to a hostel, or has been taken to a hospital
for help. Then (unless the police have been involved) you may make
arrangements for the person to return home or consider other options.

Here are some tips on preparing yourself for a possible disappear-
ance of the person:

e If the person mentions places he/she is interested in, or would
like to visit sometime, jot it down. It could be a useful clue as to
where to look should he/she disappear.

o If he/she decides to travel, try to think of some effective way of
staying in touch. For example, one father arranged with his son
that he would keep his son’s money for him while the son was
away. Then, whenever the son needed some funds, the father
would send him some, but not too much. This was an effective
way of maintaining contact.

Some ideas to consider if the person disappears:

e If you have lost touch with him/her for a period of time, it is
wise not to wait too long before you begin checking. Although
the police may have no basis for active involvement, it is worth
speaking to Missing Persons and telling them your story. They
may be able to help by doing some checking, or offering some
practical advice.

e In 1998, SSC created a working group to develop a Missing
Persons Registry. Our hope is that, with the help of volunteers
across Canada and the cooperation of other organizations (e.g.,
hospitals, governments, coroners’ offices), a database may be
implemented to track individuals as they move within and across
provincial boundaries. This project was undertaken in the hope
of helping people with schizophrenia maintain their medication
and treatment program while away from home, and to attempt
to alleviate some of the fears and worries of family members and
caregivers by locating these people. If you have some idea where
the individual may have gone, get in touch with your provincial
schizophrenia society or the national office. They may be able to
help you through a provincial association or chapter in the area
where you think the person may be.
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o If travel to the United States is a possibility, contact the National
Alliance for the Mentally Ill (NAMI) directly or through SSC.

® Check with local voluntary agencies such as the Salvation Army.
Sometimes a missing person will show up in one of their hostels.
Also, your place of worship may be able to help, particularly if
the individual took a keen interest in religion.

If you decide to use the services of a firm of private investigators,
determine if the firm you select is well connected with the police (they
may be able to get help from this source that you cannot). Discuss
with the firm a reasonable limit on its expenses, including the fee, to
undertake a realistic search on your behalf.
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Impaired Cognition in
Schizophrenia

Traditionally, functioning of the mind is described under four headings,
perception, emotion, cognition, and conation. Perception refers to
awareness of surroundings, usually through sensory functions such
as seeing, hearing, smelling, tasting, or touching. Emotion refers to
feelings such as happiness, sadness, anger, etc. Cognition is derived
from the Latin word cognitio, which means “to know.” In modern
psychology and psychiatry, the phrase “cognitive functions” is used to
describe various aspects of thinking such as attention, concentration,
comprehension, memory, orientation, abstraction, and judgment.
Cognitive functions range from simple abilities, such as counting
change from a dollar, to complex tasks requiring concentration and
coordination, such as playing chess, driving a car, or writing poetry.
Conation refers to behaviour or actions; e.g., walking, cooking, etc.

IS COGNITION IMPAIRED IN
SCHIZOPHRENIA?

The simple answer is yes. However, there are some controversies and
caveats about it. The controversies become evident from a historical
review of the concept of schizophrenia. At first, pioneering psychiatrists
such as Kreapelin and Bleuler believed that schizophrenia, over a period
of time, causes a cognitive decline. In the intervening years, others
viewed schizophrenia from a narrower perspective, and described it
in terms of distorted thoughts (delusions) and perceptual problems
(hallucinations) without the involvement of cognitive functions. These
views have again changed over the past two decades, and we have
now come to believe that cognitive impairment is commonly associated
with schizophrenia.

Schizophrenia is now considered to have four sets of symptoms:
positive symptoms, negative symptoms, disorganization symptoms, and
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cognitive deficits. The relationship between cognitive disturbances and
other symptoms of schizophrenia is not clearly understood at present.
It has been observed that some people experience cognitive problems
before they develop positive symptoms, while others experience
cognitive deterioration after the first episode and with subsequent
relapses. The emergence of cognitive deficits, generally speaking,
results in an unfavourable outcome in the long term.

There are two caveats, though, to remember. First, there is a great
variability in the occurrence of these different sets of symptoms. Some
people experience positive symptoms only, while others may have more
negative symptoms, and a proportion of affected individuals develop
cognitive difficulties. Second, the extent of cognitive involvement
may also vary between different individuals. The majority of people
diagnosed with schizophrenia experience only subtle difficulties,
while a smaller group (about one in five) seem to show more striking
cognitive deficits.

HOW DO COGNITIVE PROBLEMS AFFECT
DAILY ROUTINE IN SCHIZOPHRENIA?

The person experiencing cognitive difficulties often complains of
sped-up thinking, racing thoughts, mixed-up feelings, and having
poor concentration or being forgetful (memory problems). When these
problems are mild, the person will have difficulties with reading,
writing, or watching TV. People with a greater degree of cognitive
problems will be unable to carry out tasks (e.g., cooking, shopping,
etc.), manage their money, and look after themselves. This may result
in poor hygiene, malnutrition, and self-neglect. The worst type of
cognitive impairment results in potentially dangerous behaviours such
as walking into traffic, leaving the stove on, or mixing up medications.
Over time, cognitive difficulties lead to consequences such as
unemployment, disability, poverty, debts, and excess dependency.
Two of the common and frustrating problems are forgetting to take
medications and neglecting to keep medical appointments.
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WHAT CAUSES COGNITIVE DEFICITS IN
SCHIZOPHRENIA?

It is now generally believed that schizophrenia is a brain disorder,
and the variety of symptoms experienced is the result of impaired
functioning in different areas of the brain. The part of the brain
located in the forehead (the frontal lobes) holds the key to many
cognitive functions. Recent research indicates that other structures
located deep inside the brain may also be involved. Damaged nerve
cells (neurons) located in these parts interfere with the transmission of
information from one part of the brain to the other (neuronal circuits),
produce a chemical imbalance, and lead to cognitive decline. Some of
the speculated mechanisms include an inability to distinguish between
useful and useless information (filtering), resulting in an information
overload; failure to have a working memory to juggle with available
information such as performing mental math; difficulty in shifting the
focus from one topic to another; and defects in social cognition (e.g.,
reading people’s reactions in social settings).

HOW ARE COGNITIVE PROBLEMS ASSESSED?

There are three possible methods of identifying, assessing, and
monitoring cognitive problems. These include periodical reviews by
a psychiatrist, specialized testing by a psychologist, and diagnostic
brain scans. Of these, reqular monitoring in a clinical setting is often
the only feasible option. Psychological testing to assess the cognitive
problems in schizophrenia is a sophisticated procedure, and is not
readily available everywhere. There are a few psychologists who have the
required training and expertise to perform such tests. Brain scanning
techniques such as MRI hold the promise of precisely identifying and
monitoring cognitive problems. But these techniques are still being
developed, and are not easily accessible in all places.
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WHAT CAN BE DONE ABOUT IMPAIRED
COGNITIVE FUNCTIONS IN SCHIZOPHRENIA?

There are two ways of dealing with cognitive problems: treatment
and prevention. Treatment strategies include using appropriate
medications, maintaining an active daily routine, and participating in
cognitive remedial therapy programs. Antipsychotic medications have
been known to improve cognitive problems dramatically, especially
during the early part of treatment. The newer antipsychotic medications
(risperidone, olanzapine, quetiapine, ziprasidone, and clozapine) seem
to have an edge over the older generation of medications in producing
a greater degree of improvement in negative symptoms and cognitive
symptoms. It is also important to remember that using inappropriately
higher doses of medication may actually worsen, instead of improve,
certain aspects of cognition. Distinguishing frequently associated
symptoms such as anxiety, depression, or obsessions, and treating
them with appropriate medications such as antidepressants, also makes
a big difference in improving cognitive functioning.

Cognitive remedial therapy is a relatively new approach that is
not widely available for routine use. This involves practicing various
mental exercises, usually with the help of a computer. Other simple
steps include the use of various memory aids (e.g., using a dosing box
to take medications regularly, and a calendar to note appointments)
and generally maintaining an active structured routine.

I Like many other things in life, the principle with cogni-
tion is, “Use it or lose it.”

In the small proportion of individuals who are prone to develop
a progressive type of cognitive deterioration, prevention is more
critical. Initiation of antipsychotic medications early, soon after the
first symptoms of illness appear, may have some value in limiting the
deterioration in later years. Strict adherence to the recommended dose
of medication over a period of time is also essential in lessening the
degree of deterioration. Keeping symptoms under control and avoiding
relapses of illness is perhaps the best approach to prevent cognitive
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deterioration. It is important to note that the indiscriminate use of
recreational (street) drugs can worsen cognitive functions in vulnerable
individuals.

CURRENT LIMITATIONS

While a lot has been learned from research over the past two decades,
several questions still remain unanswered. First of all, it is not known
if there are certain cognitive disturbances that are unique to schizo-
phrenia. Cognitive problems of different sorts are seen in a number of
other disorders such as Alzheimer's disease, and the type of difficulties
that are specific to schizophrenia are yet to be clearly identified.
Second, there is a continuing debate about the progression of cognitive
problems: whether they get worse over a period of time or not. Third,
there is a need to develop a method of identifying individuals who are
more prone to develop cognitive problems than others. Having such a
predictive strategy will help with early recognition and possible pre-
vention. Fourth, the areas of the brain that are involved in cognitive
deficits need to be pinpointed. Lastly, there is a need to develop new
treatment strategies. Cognitive deterioration is one aspect of schizo-
phrenia for which we do not have an effective treatment strategy at
present. Clozapine is, so far, the most effective treatment available to
deal with cognitive problems; but it demands extra monitoring efforts
from the clinic staff, clients, and the families.

RESEARCH IN PROGRESS

Cognitive aspects of schizophrenia have become the most active area of
research in the past five years. Researchers are working on identifying
the exact nature of cognitive problems experienced by people with
schizophrenia, and have developed appropriate tests to measure and
monitor them. Functional imaging has been another active area of
research. Scanning devices such as the MRI and PET imaging are being
used to study the brain mechanisms involved in causing cognitive
problems. Also, major pharmaceutical companies are actively investing
in the development and testing of newer medications that are likely to
offer greater benefits in improving cognitive problems. Psychologists,
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occupational therapists, and specialists in education are involved
in developing various cognitive remedial strategies that could be
incorporated into day treatment programs and daily routine.

CONCLUSION

Our efforts to understand schizophrenia seem to unfold as if we were
peeling the layers of an onion. At first, it appeared that positive
symptoms were the only problem. Antipsychotic medications have been
greatly helpful in controlling these symptoms. As these medications
became widely available, the problem of negative symptoms became
apparent. The new second-generation antipsychotic drugs offer some
hope that negative symptoms can also be conquered. Cognitive problems
are the next ones to tackle in the ongoing battle with this devastating
disorder. Solving them presents a significant challenge. Understanding
the origins of cognition and brain mechanisms is likely to help us
not only in dealing with schizophrenia, but also in unraveling the
mysteries surrounding other mental illnesses.

The reader is encouraged to visit http://www.ncbi.nlm.nih.gov/
pubmed/21914252.
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Relapse and
Chronic Illnesses

RELAPSE

The nature of schizophrenia is such that the positive symptoms
(hallucinations, delusions, etc.) tend to reoccur. It is important,
therefore, to be aware that the person is likely to experience a relapse,
and to watch for the early warning signs that their condition is getting
out of control again. The behaviours that indicate a relapse are usually
the same as those that occurred prior to the first episode; for example:

¢ sleeplessness;

¢ increased social withdrawal;

® deterioration of personal hygiene;
¢ thought and speech disorder; and

e signs of visual and auditory hallucinations (e.g., listening exces-
sively to loud music, usually with headphones, perhaps in an
attempt to drown out the voices).

Relapse can occur for a number of reasons, as well as for no apparent
reason. Some potential clues are listed below:

¢ Stopping medication for a long enough period of time that acute
symptoms may reappear

¢ Insufficient dosage of medication to prevent the return of acute
symptoms

o Lack of support, either at home or from community services

¢ Severe emotional stress; e.g., the death of a loved one, the loss of
a job, the move to a new home

¢ Physical exhaustion

e Use of alcohol or street drugs
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Sometimes the cause may be something that can be dealt with
quite easily. For example, medication can be increased, a brief hospital
stay can be arranged, or more support can be found.

Health care professionals warn that relapse can occur during a
period called self-cure. (This also occurs in other illnesses, such as
diabetes and arthritis.) Usually, such an attempt occurs three to five
years after a diagnosis of schizophrenia has been made. It is a time
when the individuals, tired of the illness, decide to take matters into
their own hands. They may stop taking prescribed medication, may
join a cult, may try to exorcize the illness out of the body, may do
strenuous exercise to get rid of it, may consume vast quantities of
vitamins or herbal medicines, and so on.

A relapse is very disappointing, but is common among people with
various chronic diseases. Whether the person goes through a period
of carelessness, forgetfulness, or rebelliousness, he/she is simply
being human. Unfortunately, however, this makes a person with
schizophrenia vulnerable to relapse.

The best way to prevent relapses, and deal with them when they
happen, is to plan ahead by developing strategies both for avoidance
and occurrence. Discuss these plans with the individual while he/she is
in a stable phase, and also with the attending physician(s). By knowing
the illness, you and the person with schizophrenia can be prepared
to watch for signs of relapse, and seek immediate medical attention
when they appear. Try to establish an agreement with the individual
that, for example, will deter him/her from stopping medication, or
that will encourage him/her to advise you or the doctor when the
feeling of losing control returns. Allow the person to have as much
input as possible into the plan. Assure the person that he/she will not
be abandoned should a relapse occur, but also make it clear as to what
behaviours will not be tolerated; e.g., extreme aggression or violence.

While every effort must be made to persuade people with schizo-
phrenia to take their medication voluntarily, most provincial mental
health laws provide some form of assisted community treatment. When
a person has a severe illness, has a history of not taking prescribed
treatment, and has frequent relapses, he/she may be required by law
to receive treatment in the community (as opposed to a hospital envi-
ronment). If he/she refuses to comply with the treatment order, then
he/she may be involuntarily admitted to a hospital. This can be a
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very helpful measure to those (relatively few) families who experience
this problem. For more information on assisted community treatment
orders, consult your provincial schizophrenia society and a mental
health or legal professional with expertise in this area.

I Awareness and readiness can help your family prevent or
minimize relapses. A plan is your weapon in the battle
against schizophrenia.

RISK OF SUICIDE

With schizophrenia, the possibility of suicide is an ever-present fact.
The illness involves depression, delusions, and sometimes command
hallucinations that may tell the person to attempt suicide. There
is a tendency to act impulsively. E. Fuller Torrey notes in Surviving
Schizophrenia: A Family Manual that an estimated 10% of all people
with schizophrenia kill themselves. As in the general population,
men are more likely to die by suicide, while women attempt it more
often. Suicide, when it happens, occurs most commonly during the
first five years of illness. After this, the risk drops considerably. Torrey
suggests, “Those at highest risk have a remitting and lapsing course,
good insight (e.g., they know they are sick), have a poor response to
medication, are socially isolated, hopeless about the future, and have a
gross discrepancy between their earlier achievements and their current
level of function.”3?

Sometimes a suicide is methodically planned and deliberately
completed. At other times, a suicide may be accidental—that is, the
victim is acting out a hallucination or delusion when in a psychotic
state. In either of the above situations there are some preventive
measures you can take, although you can never guard completely
against the possibility of suicide.

Here is a list of behaviours that may indicate suicide is being
contemplated:

2 Torrey E. Fuller, Surviving Schizophrenia: A Manual for Consumers, Families, and
Providers. 31d edition (New York, 2001: Harper Collins).
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o The person talks about suicide: what it would be like to die, how
to go about it, or makes comments such as, “When I'm gone...,"”
and so on. He/she is concerned about having a will, and about
the distribution of possessions. He/she may begin giving away
treasured belongings.

e The individual expresses feelings of worthlessness; for example,
“TI'm no good to anybody.”

® They show signs of hopelessness about the future, making com-
ments like, “What's the use?”

o The person is showing signs of hearing voices or seeing visions
that may be instructing him/her to do something dangerous.

All talk of suicide or self-harm must be taken seriously. It is
not true that someone who talks about suicide rarely does it. If the
person begins to talk about suicide, or inflicts wounds—no matter
how superficial—upon him/herself, it is vital that you reach his/
her therapist immediately. If this isn't possible, take the person to
the hospital where he/she was previously admitted, or to the nearest
emergency department. In many communities, there is a suicide hotline
available.

Often, when someone dies by suicide, family members
stop going to support group meetings. The relatives of
suicide victims may believe that their presence is too
depressing for other members of the group. Families

in support groups urge these people to keep attending
meetings. As one father stated: “When a relative develops
schizophrenia, the support group becomes your family,
because so often you lose family and friends. Now, when
you've lost your relative, you need your new family more
than ever.”

If suicide is attempted, and you are the one who discovers the
individual during the act or soon thereafter, the following steps should
be taken:
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¢ Phone 911 immediately. (If this service is not available in your
area, call the emergency number of the nearest hospital.)

e If appropriate, and if you are fully trained, perform CPR (cardio-
pulmonary resuscitation).

¢ Phone someone to come and be with you, whether it is at the
hospital as you wait for news, or at home to take care of you.

e Although it is not likely, be prepared for the possibility that the
hospital may not admit the person, even after a suicide attempt.

¢ Get in contact with your local support group, if there is one, and
let them know what has happened.

¢ Do not try to handle the crisis alone.

¢ Do not hesitate to contact other support groups that deal specifi-
cally with grief and bereavement.

TREATMENT-RESISTANT (REFRACTORY)
SCHIZOPHRENIA

What Is Treatment-Resistant Schizophrenia?

Schizophrenia is an illness characterized by onset relatively early in
life, most frequently during late adolescence or early adulthood. Its
course is variable. Many people show a rapid and effective response
to antipsychotic medications. However, some individuals treated
with antipsychotic medications, particularly older individuals, do not
respond well to the treatment.

These individuals are frequently referred to as having treatment-
resistant or refractory forms of the illness. At present, there are no
specific tests or measures that allow us to distinguish who will respond
well to treatment or who will do poorly. There are certain factors which
seem to increase the risk of doing poorly (e.g., male, early onset) but
these are by no means absolute predictors. Some individuals fail to
show effective response even in the earliest stages of the illness, while
others may only show treatment resistance over time.
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Evaluating Treatment-Resistant Schizophrenia

In those who are not responding effectively to treatment, various
factors must be considered. It is important to review the diagnosis,
because schizophrenia-like symptoms are seen in other conditions, and
this may influence treatment. Antipsychotic medication remains a key
cornerstone of treatment in schizophrenia. Therefore, if a person is
failing to take the prescribed medication, this may explain why they
have persistent symptoms that can mimic treatment resistance. There is
variability in responses to antipsychotic medications, with individuals
showing response to certain medications and not to others. For this
reason, it is important to try various medications with people who have
not responded to one or more medications. Other behaviours, such as
substance abuse, can exacerbate or diminish symptom control, and this
too can result in an individual appearing to be refractory to treatment.

Defining Outcome Measures

Not so long ago, it was common to evaluate response to treatment along
a single dimension; e.g., dealing only with positive symptoms such as
hallucinations and delusions. However, it is now more common to see
schizophrenia defined as an illness that can affect a number of dimen-
sions, and therefore have different outcome measures. For example, we
now speak of different symptom clusters which include not only the
positive symptoms, but negative symptoms (loss of energy, decreased
motivation); cognitive symptoms (disorganization, difficulties with
attention and concentration); affective symptoms (depression); and
so on. Similarly, it is now more common to look at not only symptom
outcome measures but functional outcome measures; that is, how an
individual is able to carry out the normal daily activities required of
all of us.

With these numerous measures now being evaluated, the scope of
treatment response, or conversely treatment resistance, has broadened.
More specifically, individuals may show improvement in some of these
measures, while failing to show the same degree of change in others.
In this sense, treatment resistance is not seen as a single entity any
longer, but rather a multi-dimensional process.
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A Systematic Approach to Treatment-Resistant
Schizophrenia

In order to optimize treatment outcome, it is absolutely essential that
a systematic approach be taken to treatment. This includes not only
trying different types of medications, but also combining medical
treatment with psychosocial approaches.

In terms of medical treatment, it is important to ensure that
different antipsychotics have been tried, and that this has been done
in a way that maximizes the chance of success; for example, adequate
doses for a sufficient duration of time. There is currently evidence
that the newer antipsychotics, as well as having fewer side effects
than the older compounds, may have a broader clinical effect as well;
e.g., they may have more positive effects on negative symptoms and
cognitive challenges. Thus, it is recommended that if individuals have
not done well on conventional or old antipsychotics, trials with newer
compounds should be undertaken.

Among the new antipsychotics, which include clozapine,
risperidone, paliperidone, olanzapine, aripiprazole, ziprasidone, and
quetiapine, there is evidence that clozapine seems to work best in
those individuals who have truly proven resistant to treatment with
other agents, both old and new. Unfortunately, clozapine is associated
with a particular side effect that requires ongoing blood monitoring,
and for this reason some individuals choose not to take it. However,
it is generally recommended that all individuals who have not
demonstrated a good response to other antipsychotics have a trial of
clozapine at some point. As a rule, this trial is often left until various
other antipsychotic agents have been tried because of the need for the
ongoing blood monitoring.

Even with those who have tried clozapine, it is possible to see
only a partial response. At that point, what are called augmentation
strategies are frequently invoked in order to further improve response.
This involves the addition of other medications, or even ECT, to the
existing antipsychotic, once again in an effort to maximize clinical
response. Agents that might be used as augmentation strategies
include antidepressants, mood stabilizers, benzodiazepines, and even
other antipsychotic medications in combination.

In treating persons, including those who seem to be treatment
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resistant, it is essential that the approach include more than just
medication. While medication is a key factor in recovery for those
with schizophrenia, some of the elements that contribute to a good
quality of life (for example, a sense of purpose, a positive sense of
self, connection to community) can be bolstered by non-medical
means as well. To this end, the best response seems to occur in those
individuals who receive medication in addition to non-pharmacological
interventions such as psycho-education programs regarding the illness,
rehabilitation programs, informal supports and relationships, and
ongoing individual and social therapeutic interventions. This often
involves the coordination of a number of different health and social
professionals, and seems most successful when the treatment team can
work collaboratively with the individual and his or her social supports,
e.g., a spouse or other family members.

Conclusion

In general, there is a sense that medical treatments for schizophrenia
are improving, particularly more recently. It is a clinical reality that
at present there are individuals who remain resistant to existing
therapies, but ongoing developments and improvements in treatment
serve to hold hope even for this particular group.

With all these options available, it is crucial that persons
be evaluated and re-evaluated by their physician(s) on

a reqular and timely basis. It is estimated that as many

as 40% of persons continue to be on medications that
provide less than optimum results. Every effort should be
made to bring these people to the best level of functioning
possible; for example, trials of newer medications.

New drugs provide better opportunities than ever for
better stability and functional recovery. It is, therefore,
advisable to keep abreast of the most up-to-date
developments in drug therapy. New medications bring new
hope for all who experience schizophrenia.
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Another key avenue for hope lies in the potential for recovery, in
which medication plays a major role, as do other factors as well. People
who have experienced schizophrenia see recovery as a personal and
unique individual process, built on each person’s own meaning in life.
It is nurtured by positive mutually accepting relationships, meaningful
daily activity, and the person’s inner healing capacity, built on a sense
of spirituality and personal growth. Those of us who are in relationships
with people with schizophrenia foster their recovery when we support
their need for hope, their capacity to help themselves and each other,
and their ability to change and grow.

PREVENTION OF RELAPSE
Definition
Relapse, in the older psychiatric literature, was always synonymous with
re-admission to hospital. Outcome studies used rates of re-admission
(relapse) as measures of outcome, even though for families, and
frequently for patients, re-hospitalizations were good things in that
they offered respite from constant worry, or a chance at a re-assessment
or better treatment, or a roof over one’s head and nutritious meals.
More recently, relapse means a change of score on a symptom scale.
At the beginning of a treatment program, for instance, the person
may be given a symptom questionnaire. As they improve, the score
changes (goes either up or down depending on the questionnaire). A
relapse is subsequently defined as a certain percentage change back
to the pretreatment value. This is a useful and measurable definition,
but it is not foolproof. The questionnaire may not include questions
that address the behaviour that, to the family and caregivers, signals
imminent worsening of the individual. For example, sleepless nights
or sudden aggression may alert people who know the person well that
something is changing; however, this change in behaviour may not be
reflected in the questions asked or answers given in the questionnaire.
In the future, relapse may be defined with respect to function:
losing a job, for instance; losing a friend; or failing a class. Functioning
is probably more important to families and to the person than
symptoms. For the purpose of the following section, relapse will simply
mean general worsening as perceived by the family and caregivers.
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How to Prevent Relapse

Tried and true ways to prevent relapse are the reduction of stress,
the provision of structure, the modulation of stimulation, and the
maintenance of support.

Reducing Stress

Reducing the chance of being overstressed is like reducing the chance
of being infected. You try to avoid possible sources of stress (just
as you would avoid people who sneeze); you try to develop habits
that counter the effects of stress (just as you would regularly wash
your hands); you try to fortify your defenses against stress (just as
you would eat a healthy diet with lots of vitamins); and you try to
immunize yourself against stress (just as you would get a flu shot).

Avoiding stress means working part-time rather than full-time,
having a room of your own you can go to during a family party, and
avoiding people who make you tense. Good counter-stress habits are
getting lots of sleep, good food, and exercise; having friends you can
talk to; and avoiding alcohol, drugs, and nicotine. You can fortify your
defenses against stress, for example, by discussing what people have
said and how you reacted to their comments, as well as how you might
have misunderstood them and how you could have reacted. Developing
good defenses is an important issue to discuss with a therapist.
Immunizing against stress means taking prescribed medications. Just
like inoculations, they may hurt a little temporarily, but what is gained
far outweighs what might be suffered.

Providing Structure

While lots of sleep is good, lying in bed not sleeping is bad. It allows
thoughts and worries to crowd out reality. A person with schizophrenia
needs a tight schedule for every day. That does not mean running wildly
around—rest periods can be built into the schedule. An appointment
calendar serves as an organizer and memory tool; using it can also give
the individual a sense of accomplishment at the end of each day.

A person who stays home all day could have a schedule something
like this:
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8:00 AM Wake up, shower, dress

9:00 AM Prepare and eat breakfast (take medications)

9:30 AM Clean breakfast dishes and make bed
10:00 AM Walk around the block, mail letter, buy newspaper
10:30 AM Write in diary
11:00 AM Read newspaper and rest
12:00 PM Prepare a salad, eat it, clean up
12:30 PM Listen to music

1:00 PM Errands, laundry, sewing, ironing, cleaning

2:00 PM Write a letter, call a friend

2:30 PM Have a piece of fruit, relax

3:00 PM Watch TV

4:00 PM Read a book

5:00 PM Start preparing for supper, prepare vegetables, cook

main dish, set the table

6:00 PM Supper (with family)

7:00 PM Clean up (help)

7:30 PM TV

9:30 PM Call friends, talk to family
10:00 PM Prepare for bed, take medications

Moderating Stimulation

While too many stimuli cause stress, too few may encourage apathy
and boredom. The task of the family and caregivers is to modulate the
stimulation just enough. This is not easy but comes with practice. The
person with schizophrenia should be urged to be active, but not so
much that it becomes overwhelming. Generally, activities that involve
few people are easier. A walk around the block together could be a
start. Introducing something new now and again is good, but novelty
is always stressful. It is important to establish a routine; then you can
make slight variations on the routine, but not all at once.

Maintaining Support

This refers mainly to emotional support, but may include financial
support as well. No matter what the person with schizophrenia says or
how he/she behaves, the family needs to maintain a supportive stance.
This can be at a distance if necessary. Support does not necessarily
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mean closeness. It means that the person knows that the family is
always there for him/her no matter what. Ideally, this is accompanied
by encouragement, praise, recognition of even minor accomplishments,
and optimism.

If you notice behavioural changes in the person that you suspect
may coincide with the onset of a relapse, bring it to the attention
of a member of the treatment team immediately. Remember, relapse
is a natural phase of the illness. With strength, courage, and lots of
support, the person can recover again!

Use of Psychiatric Advance Directives

Many people with a mental illness choose to express their crisis plan
in the form of a legal document called a Psychiatric Advance Directive
(PAD). During a crisis, people may lose their autonomy and their ability
to choose. They may need help making their preferences known and
having them followed. A PAD is a statement of rights and preferences
and tells others what you as the patient want when you can't tell them
yourself. The exact form and use of PADs will vary from one province to
another depending on the provincial mental health act, but a number
of basic elements are covered in a PAD (written from the perspective
of the patient).

o A PAD lets you plan for, consent to, or refuse treatment, such as
hospital admission, administration of medication, or electrocon-
vulsive treatment (ECT).

e A PAD anticipates that you may experience crisis at some
future time and that you may not be able to make decisions or
communicate your wishes about treatment.

There are generally two components to a PAD:

1. Advance Instructions (AI): A statement of consent or refusal of
treatment, listing specific medical interventions during a crisis;
for example, medications or electroconvulsive therapy.

2. Health Care Power of Attorney (HCPA): In this document, you ap-
point a proxy decision-maker to make treatment decisions for you
when you're not able to make or communicate decisions.
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What are the benefits of creating a PAD?

Research has shown that creating a PAD can support the recovery
process by doing the following:

e Empowering the person who is experiencing a psychiatric crisis.

¢ Helping people maintain their autonomy during periods of
psychiatric crisis.

¢ Providing a way to clearly express wishes for the treatment a
person knows is most effective during a crisis.

¢ Making people more aware of what treatments they need.

¢ Using experience as a learning tool by identifying preventive
actions, coping skills, and self-management techniques.

¢ Recognizing people’s expertise in their own treatment.

e Facilitating stronger patient-provider relationships by creating a
more informed and open dialogue (Kim, M.M. et al., 2007).

How can you create a PAD?

¢ Generally, you fill out the form provided by your province. If
your province does not have a specific form, you can create
your own valid form. You can find a sample PAD online at
http://bazelon.org.gravitatehosting.com/Where-We-Stand/Self-
Determination/Advance-Directives/-Advanced-Directives-Policy-
Documents-.aspx.

e PAD forms are usually witnessed and formally signed, and some-
times even notarized.

¢ You must give a copy of your form to your attending physician, to
the people you've named to act on your behalf, and to members
of your treatment team.

Things to keep in mind:

e Keep your PAD up to date. If your information, preferences, or
plans change, make sure you make changes to your PAD.
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e Make sure you provide up-to-date information about the people
who will act for you.

® You have the right to revoke your PAD at any time.

This section on Advanced Psychiatric Directives is taken from the
SSC's resource material: Your Recovery Journey found at: http://www.
your-recovery-journey.ca/.

The overall goal of the program is to increase participants’ ability
to meet their personal recovery goals by enhancing their self-
determination and quality of life. This can be accomplished by

¢ providing an opportunity for participants to explore the many
aspects of recovery;

e exploring the role of personal goals in the recovery journey;

® giving participants the knowledge and tools they need to be
active participants in managing their illness and recovery;

® modelling hope and recovery by using a peer-support approach;
and

¢ providing an opportunity for participants to reflect on and plan
for their recovery journey.

Your Recovery Journey is important for several reasons. It builds on
the now well-established literature and evidence base for recovery from
mental illness, and contributes to the growing number of programs
that focus on empowering people to manage their own treatment and
recovery.

The programis based on a peer-support model for a number of reasons:
because peer support is an example of the kind of self-determination
that occurs in recovery, and because peer support can transform lives.
Hearing from others who have experienced similar struggles, and who
understand how we are feeling, is an important factor in recovery.

The program is designed to be facilitated or co-facilitated by people
who themselves have experience with mental illness and have also
experienced recovery in their own lives. This “hope in action” approach
is a fundamental principle of the program.
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CHAP

Rehabilitation and
Recovery

“Myth: Rehabilitation can be provided only after
stabilization.

Reality: Rehabilitation should begin on Day One. “

—Dr. Courtenay Harding,
University of Colorado School of Medicine

REHABILITATION AND REINTEGRATION

Some of the most recent and hopeful news in schizophrenia research
is emerging from studies in the field of psychosocial rehabilitation
and recovery, concepts that are threaded throughout this document.
Psychosocial treatment for schizophrenia is based upon best practices
of psychiatric rehabilitation. By intervening with persons, significant
improvements in their recovery and quality of life can be achieved. This
proven philosophy has led to the development of renowned concepts
and programs in rehabilitation.

One of the goals of early intervention is to facilitate the person’s
return to his/her normal activities as soon as possible. The person
must be ready to face the challenge of returning to his/her life in the
community, and thus the timing and pace of reintegration must be
handled carefully. Readiness will depend on the rate of recovery from
positive symptoms, which could take days or weeks. The treatment
team can assist by providing psychoeducation and psychosocial
rehabilitation from a recovery-oriented philosophy. These services will
help assess the person’s ability to maintain his/her pre-illness academic
or career goals; explore the individual's interests and strengths to see if
new activities are more suitable; examine his/her living conditions and
ability to live independently; and help the person make suitable living
arrangements. They will also set goals for returning to social settings.
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The purpose of rehabilitation is to teach the person how to negotiate
his/her need for support within the various environments in his/her
life. For example, if returning to school, the person may require some
modifications to his/her curriculum, and/or some study aids. If
returning to a job, the individual may need to negotiate some changes
in responsibilities, accommodations such as a quiet work space, or a
change from full-time to part-time working hours. If financial assistance
and/or disability benefits are necessary, the person may need to be
educated on how to obtain them. He/she may also need help with day-
to-day living skills. The longer the person is removed from a near-normal
lifestyle, the more difficult it will likely be to reintegrate. It is to the
person’s advantage to receive early interventions (e.g., psychoeducation
and psychosocial rehabilitation) to help him/her participate as fully as
possible in community life. Family members should strive to obtain the
appropriate services for their relative as soon as he/she is stable.

Principles of Psychosocial Rehabilitation (PSR)

According to PSR CANADA, psychosocial rehabilitation promotes
personal recovery, successful community integration, and satisfactory
quality of life for persons who have a mental illness or mental
health concern. Psychosocial rehabilitation services and supports are
collaborative, person-directed, and individualized, and an essential
element of the human services spectrum. They focus on helping
individuals develop skills and access resources needed to increase their
capacity to be successful and satisfied in the living, working, learning,
and social environments of their choice, and include a wide continuum
of services and supports.

The following PSR Core Principles and Values are meant to further
describe key elements of Psychosocial Rehabilitation practice:

1. Psychosocial rehabilitation practitioners convey hope and respect,
and believe that all individuals have the capacity for learning and
growth.

2. Psychosocial rehabilitation practitioners recognize that culture
and diversity are central to recovery, and strive to ensure that
all services and supports are culturally relevant to individuals
receiving services and supports.
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10.

11.

Psychosocial rehabilitation practitioners engage in the processes
of informed and shared decision-making and facilitate partner-
ships with other persons identified by the individual receiving
services and supports.

Psychosocial rehabilitation practices build on strengths and ca-
pacities of individuals receiving services and supports.

Psychosocial rehabilitation practices are person-centered; they
are designed to address the distinct needs of individuals, consis-
tent with their values, hopes, and aspirations.

Psychosocial rehabilitation practices support full integration
of people in recovery into their communities, where they can
exercise their rights of citizenship, and accept the responsibilities
and explore the opportunities that come with being a member of
a community and a larger society.

Psychosocial rehabilitation practices promote self-determination
and empowerment. All individuals have the right to make their
own decisions, including decisions about the types of services and
supports they receive.

Psychosocial rehabilitation practices facilitate the development of
personal support networks by utilizing natural supports within
communities, family members as defined by the individual, peer
support initiatives, and self-help and mutual-help groups.

Psychosocial rehabilitation practices strive to help individuals
improve the quality of all aspects of their lives, including social,
occupational, educational, residential, intellectual, spiritual, and
financial.

Psychosocial rehabilitation practices promote health and wellness,
encouraging individuals to develop and use individualized wellness
plans.

Psychosocial rehabilitation services and supports emphasize
evidence-based, promising, and emerging best practices that
produce outcomes congruent with personal recovery. Psychosocial
rehabilitation programs include program evaluation and continu-
ous quality improvements that actively involve persons receiving
services and supports.
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12. Psychosocial rehabilitation services and supports must be readily
accessible to all individuals whenever they need them; these
services and supports should be well coordinated and integrated
as needed with other psychiatric, medical, and holistic treatments
and practices.®

RECOVERY

Clinicians who investigate the long-term course and prognosis
(a forecast of the course of the disorder) of schizophrenia are now
presenting a very different picture of the illness from the gloomy
scenario painted a decade or so ago. Current studies now challenge
several long-held myths in psychiatry about the inability of people
with schizophrenia to recover from their illness. It now appears that
such myths, by maintaining an overall pessimism about outcomes, may
significantly reduce people’s opportunities for improvement and/or
recovery. In fact, the long-term perspective on schizophrenia should
give everyone a renewed sense of hope and optimism. As a result of
this knowledge we now possess, rehabilitation programs have evolved
dramatically to improve the quality of life and functional recovery of
people with schizophrenia, focusing less on reducing symptoms and
more on meaningful engagement and the potential for growth.
Recovery from schizophrenia does not imply a cure. While some
view it as cessation of symptoms, many people with mental illness
see recovery as a sense of mastery over their life and illness. Recovery
in this context can occur while symptoms are still present. A recent
article describes how recovery from serious mental illness can be
understood in these two different ways: disease oriented, focusing on
remission of symptoms, or a personal and social process or journey that
is characterized by positive changes in views of oneself, purpose in
life, relationships, and ways of growing beyond the illness. The authors
suggest that this process view of recovery is compatible with positive
mental health, an ideal state for all people, regardless of whether or
not we have a diagnosis of mental illness. Thus we can all identify with

3 www.psrrpscanada.ca
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elements of the recovery journey, which includes self acceptance, social
acceptance, positive relationships, and purpose in life.3

Writings by people with mental illness support this view of recovery
as a process. They suggest that the process is based on a sense of
hope and renewed optimism, and is unique to each individual. It may
involve changing one’s attitudes, values, feelings, goals, and/or roles
to develop a new purpose and meaning. Most important, it can lead to
a satisfying life that is not controlled by the illness.

The course to recovery may well be marked by setbacks. For some
people, or at some periods, managing the illness will be the priority
consideration. But a recovery orientation is based on a belief in
resilience or the ability to bounce back from challenges. It takes a
long-term view that it is possible to grow beyond the catastrophic
effects of mental illness or its devastating social consequences, and
to have a meaningful life despite the challenges. The experience of
recovery involves a personal sense of this possibility, and faith in a
future where things may be expected to work out reasonably well.

Service providers who understand the promise of recovery are
learning from patients about how to support their recovery. As they
spread the word about recovery-oriented practice amongst their
colleagues, increasing numbers of providers are working with their
patients in partnerships to support their informed decision-making,
encouraging their pursuit of their own independent goals and
aspirations, acknowledging their strengths, educating them about their
medications, and giving them room to make mistakes.

There is more and more reason for hope. Alongside these rehabilita-
tion and recovery-oriented approaches, new and better drug therapies
continue to be produced. Also, studies show that schizophrenia is not a
disorder that progresses with age. And the longer a person is free from
acute episodes, the better the chances for a full recovery.

The importance of family input for treatment, and the benefits
of good relationships between clinicians and families, is now well
established. Families need and want education, information, coping
and communication skills, emotional support, and to be treated as
collaborators. The recovery journey is in fact a shared one; families
need to recover as well. For this reason, knowledgeable clinicians

3 Provencher, H. and Keyes, C. (2011) “Complete mental health recovery: Bridging mental
illness with positive mental health.” Journal of Public Mental Health. Vol. 10 No. 1:57-69.
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will make a special effort to solicit involvement of family members
and caregivers. Clinicians, individuals with the disorder, and families
should work together to identify needs and appropriate interventions
to help the person. Everyone involved should be able to have realistic
yet optimistic expectations about improvement and possible recovery.

Many countries, such as Australia, New Zealand, and the United
States, have adopted a recovery-oriented mental health system that is
individualized and respectful, and allows people to exercise personal
choice and autonomy whenever possible, but also has the capacity to
intervene and provide humane, compassionate assistance to people
when they most need it.

The SSC recognizes the important role families play in helping adults
living with mental illness and that the guidelines should emphasize
that recovery means different things for different people. There are
many different pathways to recovery.

The rest of this chapter will attempt to define recovery more clearly
as it is understood from narrative stories of those with lived experience
of mental illness.

Defining Recovery

Recovery is a concept that was introduced in the writings of people
with lived experience of mental illness beginning in the 1980s. It was
inspired by such people who had themselves recovered to the extent
that they were able to write about their experiences of coping with
symptoms, getting better, and gaining an identity (Deegan, 1988; Leete,
1989). Recovery is variously called a process, an outlook, a vision,
and a guiding principle. While there is no agreed-upon definition of
recovery nor a single way to measure it, the overarching message is
that hope and restoration of a meaningful life are possible, despite
serious mental illness (Deegan, 1988; Anthony, 1993).

Instead of focusing primarily on symptom relief, recovery casts
a much wider spotlight on restoration of self-esteem and identity,
on social inclusion, and on attaining meaningful roles in society.
Deinstitutionalization, the emergence of community supports and
psychosocial rehabilitation, and the growth of the consumer and
family advocacy movements all paved the way for recovery to take hold
(Anthony, 1993).
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While there are various definitions, few imply full recovery in
which full functioning is restored and no medications are needed.
Instead they suggest a journey or process, not a destination or cure.
One of the most prominent professional proponents of recovery, Dr.
William A. Anthony with the Center for Psychiatric Rehabilitation of
Boston University, crystallized consumer writings on recovery with the
following definition:

A person with mental illness can recover even though the illness is
not cured. . . . [Recovery] is a way of living a satisfying, hopeful,
and contributing life even with the limitations caused by illness.
Recovery involves the development of new meaning and purpose in
one’s life as one grows beyond the catastrophic effects of mental
illness (Anthony, 1993).

According to the writings of pioneering psychologist Dr. Patricia
Deegan, who lives with schizophrenia, recovery refers to the lived
experience of gaining a new and valued sense of self and of purpose
(Deegan, 1988).

The Ohio Department of Mental Health defines recovery as: “A
personal process of overcoming the negative impact of a psychiatric
disability despite its continued presence.” Some refer to this as recovery
in that people are in a state of recovery from the losses associated
with social prejudice and discrimination. The Social Model of Disability
insists that people with mental illnesses face the disabling effects of
the lack of accommodation by society: lack of housing, employment,
educational opportunities, etc. Recovery as such is a recovery of “full
citizenship” privileges.

Many writers assert that the recovery process is governed by internal
factors (one’s psychological perceptions and expectations), external
factors (social and community supports), and the ability to self-manage
care, all of which interact to give them mastery over their lives.

The Substance Abuse and Mental Health Services Administration
(SAMHSA) in the United States has defined recovery from mental
disorders and substance use disorders as: “A process of change through
which individuals improve their health and wellness, live a self-directed
life, and strive to reach their full potential.” SAMHSA articulates four
major dimensions that support a life in recovery:
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¢ Health: overcoming or managing one’s disease(s) as well as living
in a physically and emotionally healthy way;

¢ Home: a stable and safe place to live;

e Purpose: meaningful daily activities, such as a job, school,
volunteerism, family caretaking, or creative endeavours, and the
independence, income, and resources to participate in society;
and

e Community: relationships and social networks that provide
support, friendship, love, and hope.®

Champions of recovery argue that its greatest impact will be on
mental health providers and the future design of the service system.
They envision services being structured to be recovery-oriented
to ensure that recovery takes place. They envision mental health
professionals believing in and supporting patients in their quest to
recover.

As stated above, recovery is not the same thing as being cured.
Recovery is a process, not an endpoint or a destination. Recovery is
an attitude, a way of approaching the day and facing the challenges.
Being in recovery means recognizing limitations in order to see the
limitless possibilities. Recovery means being in control. Recovery is
the urge, the wrestle, and the resurrection. Recovery is not a linear
process marked by successive accomplishments. The recovery process
is more accurately described as a series of small beginnings and very
small steps. Professionals cannot manufacture the spirit of recovery
and give it to patients. Recovery cannot be forced or willed. However,
environments can be created in which the recovery process can be
nurtured like a tender and precious seedling (Deegan, 1988).

Recovery is not tied to symptom relief. Re-hospitalization and
relapse are part of the recovery process. Recovery includes recovering
from stigma, institutionalization, the effects of poor or wrong treatment
and interventions, lack of opportunities for self-determination,
inadequate social and community access and interactions, lack of
safe and affordable housing of choice, the effects of unemployment,
misunderstandings about mental illness, and crushed dreams.

3 www.psrrpscanada.ca/clientuploads/design/.../recoveryoverview.doc
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Principles of Recovery

Certified psychosocial rehabilitation practitioner Jennifer Pyke sum-
marizes the basic assumptions of a recovery-focused mental health
system according to Dr. William A. Anthony.

1. Recovery can occur without professional intervention. Profession-
als do not hold the key to recovery; consumers do. The task of
professionals is to facilitate recovery; the task of consumers is to
recover. Recovery may be facilitated by the consumer's natural
support system. People who are in touch with their own recovery
can help others through the process. Self-help groups, families,
and friends are the best examples of this phenomenon.

It is important for mental health providers to recognize that
what promotes recovery is not simply the array of mental health
services. Also essential to recovery are non-mental health activi-
ties and organizations; e.g., sports, clubs, adult education, and
places of worship.

2. A common denominator of recovery is the presence of people who
believe in and stand by the person in need of recovery. Seemingly
universal in the recovery concept is the notion that critical to
one’s recovery is a person or persons who one can trust to “be
there” in times of need. People who are recovering talk about the
people who believed in them when they did not even believe in
themselves, who encouraged their recovery but did not force it,
who tried to listen and understand when nothing seemed to be
making sense. Recovery is a deeply human experience, facilitated
by the deeply human responses of others. Any one person can
facilitate recovery. Recovery can be everybody’s business.

3. A recovery vision is not a function of one’s theory about the
causes of mental illness. Whether the causes of mental illness are
viewed as biological and/or psychosocial generates considerable
controversy among professionals, advocates, and consumers.
Adopting a recovery vision does not commit one to either position
on this debate, nor on the use or nonuse of medical interventions.
Recovery may occur whether one views the illness as biological or
not.
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. Recovery can occur even though symptoms reoccur. The episodic
nature of severe mental illness does not prevent recovery.

. Recovery changes the frequency and duration of symptoms. People
who are recovering and experience symptom exacerbation may
have a level of symptom intensity as bad as or even worse than
previously experienced. As one recovers, the symptom frequency
and duration appear to have been changed for the better. That
is, symptoms interfere with functioning less often and for briefer
periods of time. More of one’s life is lived symptom-free. Symptom
recurrence becomes less of a threat to one’s recovery, and return
to previous function occurs more quickly after exacerbation.

. Recovery involves growth and setbacks; periods of rapid change
and little change. While the overall trend may be upward, the
moment-to-moment experience may not feel so “directionful.”
Intense feelings may overwhelm one unexpectedly. Periods of
insight or growth happen unexpectedly. The recovery process can
feel anything but systematic and planned.

. Recovery from the consequences of the illness is sometimes
more difficult than recovering from the illness itself. Issues of
dysfunction, disability, and disadvantage are often more difficult
than impairment issues. An inability to perform valued tasks
and roles, and the resultant loss of self-esteem, are significant
barriers to recovery. The barriers brought about by being placed
in the category of “mentally ill” can be overwhelming. These
disadvantages include loss of rights and equal opportunities,
and discrimination in employment and housing, as well as
barriers created by the system’s attempts at helping; e.g., lack of
opportunities for self-determination, or disempowering treatment
practices. These disabilities and disadvantages can combine to limit
a person'’s recovery even though one has become predominantly
asymptomatic.

. Recovery from mental illness does not mean that one was “not
really mentally ill.” At times people who have successfully
recovered from severe mental illness have been discounted as
not “really” mentally ill. Their successful recovery is not seen as
a model, as a beacon of hope for those beginning the recovery
process, but rather as an aberration, or worse yet as a fraud.
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People who have or are recovering from mental illness are sources
of knowledge about the recovery process and how people can be
helpful to those who are recovering.

Recovery, as we currently understand it, involves the development
of new meaning and purposes in one’s life as one grows beyond the
catastrophic effects of mental illness. Does the mental health system
help in the search for this new meaning? Does it actively seek to
provide opportunities that might trigger the development of new life
purposes?*®

There are a number of possible stimulants to recovery. These may
include other consumers, known as peer support specialists, who are
recovering effectively. Books, films, and groups may cause serendipitous
insights to occur about possible life options. Visiting new places and
talking to various people are other ways in which the recovery process
might be triggered. Critical to recovery is regaining the belief that there
are options from which one can choose—a belief perhaps even more
important to recovery than the particular option one initially chooses.

Recovery-oriented mental health systems must structure their
settings so that recovery “triggers” are present. The mental health
system must help sow and nurture the seeds of recovery through
creative programming. In essence, the goal of mental health services is
to create environments in which recovery can take place!

Mental health clinician Laurie Davidson delineates the practical
principles of recovery for those service providers working with clients
and patients:

® Recovery is about building a meaningful and satisfying life,
as defined by the person themselves, whether or not there are
ongoing symptoms or problems.

® Recovery represents a movement away from focusing solely on pa-
thology, illness, and symptoms to focusing on health, strengths,
and wellness.

¢ Hope is central to recovery and can be enhanced by people
discovering how they can have more active control over their
lives and by seeing how others have found a way forward.

3 www.psrrpscanada.ca/clientuploads/design/.../recoveryoverview.doc
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e People are encouraged to develop their skills in self care and self
management in whatever way works for them. There is no “one
size fits all” approach.

® The helping relationship between clinicians and patients moves
away from being expert/patient to mentoring, coaching, or
partnership on a journey of personal discovery. Clinicians are
there to be “on tap, not on top.”

¢ Recovery is about discovering and often re-discovering a sense of
personal identity, separate from illness or disability.

® People do not often recover in isolation. Recovery is closely
associated with being able to take on meaningful and satisfying
social roles and participating in local communities on a basis of
equality.

e Words are important. The language we use and the stories we tell
have great significance to all involved. They can carry a sense of
hope and possibility, or be associated with a sense of pessimism
and low expectations, both of which can influence personal out-
comes.

® The development of recovery-based services emphasizes the
personal qualities of staff as much as their formal qualifications
or professional skills. Training support and supervision aim to
cultivate their capacity for hope, creativity, compassion, realism,
and resilience.

e Family and other supporters are often crucial to recovery, and
they should be included as partners wherever possible. However,
peer support is central for many people in their recovery.

o There will be no more “them and us,” only “us”—sharing strug-
gles and challenges as part of being human.3¢

Guiding Principles of Recovery by SAMHSA

Recovery emerges from hope: The belief that recovery is real provides
the essential and motivating message of a better future—that people
can and do overcome the internal and external challenges, barriers,

% Adapted from “Recovery-Concepts and Applications” by Laurie Davidson, the Devon
Recovery Group, 2008.
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and obstacles that confront them. Hope is internalized and can be
fostered by peers, families, providers, allies, and others. Hope is the
catalyst of the recovery process.

Recovery is person-driven: Self-determination and self-direction
are the foundations for recovery as individuals define their own life
goals and design their unique path(s) towards those goals. Individuals
optimize their autonomy and independence to the greatest extent
possible by leading, controlling, and exercising choice over the services
and supports that assist their recovery and resilience. In so doing, they
are empowered and provided the resources to make informed decisions,
initiate recovery, build on their strengths, and gain or regain control
over their lives.

Recovery occurs via many pathways: Individuals are unique with
distinct needs, strengths, preferences, goals, culture, and backgrounds
(including trauma experiences) that affect and determine their
pathway(s) to recovery. Recovery is built on the multiple capacities,
strengths, talents, coping abilities, resources, and inherent value of
each individual. Recovery pathways are highly personalized. They may
include professional clinical treatment; use of medications; support from
families and in schools; faith-based approaches; peer support; and other
approaches. Recovery is non-linear, characterized by continual growth
and improved functioning that may involve setbacks. Because setbacks
are a natural, though not inevitable, part of the recovery process, it is
essential to foster resilience for all individuals and families. Abstinence
is the safest approach for those with substance use disorders. Use of
tobacco and non-prescribed or illicit drugs is not safe for anyone. In
some cases, recovery pathways can be enabled by creating a supportive
environment. This is especially true for children, who may not have the
legal or developmental capacity to set their own course.

Recovery is holistic: Recovery encompasses an individual’'s whole life,
including mind, body, spirit, and community. This includes addressing:
self-care practices, family, housing, employment, education, clinical
treatment for mental disorders and substance use disorders, services
and supports, primary health care, dental care, complementary and
alternative services, faith, spirituality, creativity, social networks,
transportation, and community participation. The array of services and
supports available should be integrated and coordinated.

192



REHABILITATION AND RECOVERY

Recovery is supported by peers and allies: Mutual support and
mutual aid groups, including the sharing of experiential knowledge
and skills, as well as social learning, play an invaluable role in
recovery. Peers encourage and engage other peers and provide each
other with a vital sense of belonging, supportive relationships, valued
roles, and community. Through helping others and giving back to the
community, one helps oneself. Peer-operated supports and services
provide important resources to assist people along their journeys of
recovery and wellness. Professionals can also play an important role in
the recovery process by providing clinical treatment and other services
that support individuals in their chosen recovery paths. While peers
and allies play an important role for many in recovery, their role for
children and youth may be slightly different. Peer supports for families
are very important for children with behavioural health problems and
can also play a supportive role for youth in recovery.

Recovery is supported through relationship and social networks:
An important factor in the recovery process is the presence and
involvement of people who believe in the person’s ability to recover;
who offer hope, support, and encouragement; and who also suggest
strategies and resources for change. Family members, peers, providers,
faith groups, community members, and other allies form vital support
networks. Through these relationships, people leave unhealthy and/
or unfulfilling life roles behind and engage in new roles (e.g., partner,
caregiver, friend, student, employee) that lead to a greater sense of
belonging, personhood, empowerment, autonomy, social inclusion, and
community participation.

Recovery is culturally based and influenced: Culture and cultural
background in all of its diverse representations, including values,
traditions, and beliefs, is important in determining a person’s journey
and unique pathway to recovery. Services should be culturally grounded,
attuned, sensitive, congruent, and competent, as well as personalized
to meet each individual’s unique needs.

Recovery is supported by addressing trauma: The experience of
trauma (such as physical or sexual abuse, domestic violence, war,
disaster, and others) is often a precursor to or associated with alcohol
and drug use, mental health problems, and related issues. Services and
supports should be trauma-informed to foster physical and emotional
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safety and trust, as well as to promote choice, empowerment, and
collaboration.

Recovery involves individual, family, and community strengths and
responsibility: Individuals, families, and communities have strengths
and resources that serve as a foundation for recovery. In addition,
individuals have a personal responsibility for their own self-care and
journeys of recovery. Individuals should be supported in speaking for
themselves. Families and significant others have responsibilities to
support their loved ones, especially for children and youth in recovery.
Communities have responsibilities to provide opportunities and
resources to address discrimination and to foster social inclusion
and recovery. Individuals in recovery also have a social responsibility
and should have the ability to join with peers to speak collectively
about their strengths, needs, wants, desires, and aspirations.

Recovery is based on respect: Community, systems, and societal
acceptance and appreciation for people affected by mental health
and substance use problems—including protecting their rights and
eliminating discrimination—are crucial in achieving recovery. There is
a need to acknowledge that taking steps towards recovery may require
great courage. Self-acceptance, developing a positive and meaningful
sense of identity, and regaining belief in oneself are particularly
important.

The values that support recovery are

Hope
Acceptance
Mutual respect
Diversity
Inclusion
Empowerment
Choice
Citizenship
Person-centred
Meaningfulness
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Partnership working
Believing in people

“People are as fully human when they experience distress
and madness as when they are fully well.”

—Mary 0'Hagan
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Multiculturalism,

Cultural Safety, and

Schizophrenia
ISOLATION

SSC recognizes the additional challenges and difficulties imposed
upon some families from ethnically diverse backgrounds. They may be
isolated from mainstream Canadian social support systems and health
care systems. The key reasons for this are as follows:

e Histories of trauma from colonization and residential school ex-
periences

® Racism and oppression

¢ Language barriers that interfere with assessment and treatment
of people

¢ In some cultures, schizophrenia is viewed as a punishment of the
person—the stigma associated with it is therefore formidable,
and families and individuals may try to hide in shame from the
illness

¢ A reliance on family members to deal with the illness

¢ Alack of sensitivity and cultural safety awareness by professionals
in diagnosing and treating people with schizophrenia from
different cultures

e A lack of collaboration between community organizations,
agencies, and institutions to increase accessibility to treatment

o A lack of ability, particularly for new immigrants, to pay for
psychological or psychiatric services.

Culture influences how people with schizophrenia and their families
respond to the disorder. Some immigrant Canadians with schizophrenia
may try to ignore the illness, accept it as fate, or seek advice from a
religious or spiritual leader. The person may not seek treatment from a
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physician about mental and emotional problems. In some cultures, it is
unacceptable to complain to a health professional about feelings such
as despondency, loneliness, or the desire to die. It is more probable
that physical symptoms such as sleeplessness, change in appetite, or
weight loss will be relayed. In other words, some immigrant people
with schizophrenia may translate their emotions into physical ailments
when talking to a physician.

THE NEED FOR AWARENESS AND
EDUCATION

Outreach to multicultural groups is required to promote an awareness
and understanding of schizophrenia as well as gaining an understanding
of their worldview. There is, at times, a lack of knowledge about the
disorder and how it can be recognized, about our mental health care
system and how it can treat schizophrenia, and about how to gain
access to drug therapy and psychotherapy.

SSC, and the contributing families, have identified areas where
work is needed to support Canadians of diverse cultures, to understand
their worldview of schizophrenia, and understand their ways of healing.
They include the following:

® Promotion of “culturally safe” standards of practice in which the
person’s worldview is respected, in which his/her ways of know-
ing as a cultural group is honoured, and in which traditional ways
of healing are incorporated into western treatment responses.

¢ Translation of information and educational materials into vari-
ous languages, so as to support multicultural families’ access to
knowledge.

e Work with ethnic press, radio and TV stations to promote aware-
ness of schizophrenia.

e Dissemination of materials on schizophrenia through immigrant
service agencies and ethnic community associations.

e Tncreased coordination and joint efforts among community and
mental health organizations that serve the multicultural com-
munity.
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e Gathering and dissemination of research data pertaining to
various ethnicity response levels to drug therapies amongst the
medical professions.

¢ Promotion of awareness of the different values diverse cultures
hold, which have an impact on their attitudes toward mental
illness, amongst health caregivers.

e Invitation of members of ethnocultural-specific communities as
guest speakers to meetings of support groups and associations
involved in helping those who live with schizophrenia.

¢ Development of culture brokers (persons who help to bridge the
gap between the person’s culture and that of the health caregivers
by translating professional jargon and attitudes to people and
families, and by helping the professionals understand how the
person’s culture impacts their problems) and promotion of their
involvement with schizophrenia organizations.

e Advocacy in the area of ethnocultural-specific housing, social
support, and employment programs, and integration of mental
health services and immigration services.

® Work with colleges, universities, and professional accreditation
bodies to encourage the adoption of culturally sensitive and safe
training in the curriculum for health caregivers.

Some key points:

¢ Immigration does not cause schizophrenia; however, the stress
surrounding it can compound the problem.

e A physician cannot accurately diagnose the individual unless the
emotional symptoms the person has experienced are revealed,
along with the physical ones.

¢ Tt isincumbent upon you to help the person by making physicians
and health caregivers aware of your family’s attitudes toward
mental illness.

¢ Although schizophrenia does not differentiate between races and
cultures, drug treatment may affect some cultures differently
than others.

¢ Be sure to use all the federal and provincial government services
and ethno-specific community association programs available to
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you. They may be able to provide interpreters and other assistance
you require to get diagnosis and treatment for the individual.

HELP FOR ABORIGINAL AND ETHNO-
CULTURAL OR RACIALIZED FAMILIES

Cultural Interpretation Services (CIS)

Hospitals and health care facilities across Canada are becoming more
aware of their responsibility to provide culturally safe interpretation
services for patients who are not proficient in English or French. It
is becoming widely recognized that language barriers result in poor
quality care, which adds to the burden of costs to the health care system.
Research has proven that clear and understandable communication
between health professionals and patients leads to better results.

An example of a CIS service can be found at the Centre for Addiction
and Mental Health in Toronto. The Centre provides this service to
patients and families who have specific language and/or translation
requirements. A trained interpreter is available for clinical visits to
ensure the individual’'s concerns are understood, thereby enabling the
treatment process. The CIS also works to help the Centre identify areas
of service that are not sensitive to race, culture, ethnicity, gender, age,
abilities, religion, and sexual orientation, and develop strategies to
address these gaps in service.

The role of an interpreter in a clinical setting is to
e Provide a safe, welcoming environment in which the principles of
cultural safety are practised.

e Ensure the patient understands his/her rights with respect to
treatment.

® Provide accurate interpretation of the meaning and content of
information given by the patient.

¢ Facilitate communication between the patient and clinician.

® Respect the integrity and right to confidentiality of all parties
involved.

e Try to establish a rapport with the patient.
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e Avoid situations where there may be a conflict of interest.

¢ Reveal and correct errors in communication or misunderstandings
that occur.

¢ Respect the families they help by not interfering with conversa-
tions between patients and family members.

Often a CIS service can be accessed through the special services
department of the hospital or clinic you are attending. Please be sure to
ask if interpreters are available at your health facility, or if provisions
for this type of service have been established within your community.
Where available, make arrangements to have an interpreter accompany
you on clinical visits. The better you are understood, the better able
the health care system is to treat you appropriately and effectively.

For additional reading on cultural safety, see:

http://www.mooddisorderscanada.ca/documents/Publications/

CULTURAL%20SAFETY%20AN%200VERVIEW%20(draft%20mar%?20

2010).pdf
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Stigma and
Discrimination—
Misunderstanding
Schizophrenia

PUBLIC PERCEPTION

“One thing I find really hard about my illness is the
stigma.”

—Shawna, a person with schizophrenia

What is the biggest problem people who have been treated for mental
illness face when trying to resume a normal life? Most will say it is
simply that others do not accept them. They have difficulty in finding
friends, housing, and work. They feel the sting of discrimination
in almost everything they attempt. Many times people with this
disorder feel that even old friends and family are uncomfortable in
their presence. Overall, they experience a feeling of being cut off from
society. The social prejudice that still surrounds mental illness can
sometimes be the most disabling component of schizophrenia. The
Social Model of Disability proposes that it is society’s attitude and
lack of accommodation that disables people who live with physical and
mental health challenges.

Being “in recovery” for many people with schizophrenia or any
mental illness is about recovering from the losses associated with
societies prejudice towards those viewed as “abnormal” who live with
a mental illness. Recovery is about regaining the full privileges of
citizenship.

Public perception of mental illness is partly driven by fear: fear of
the illness itself, fear of the unknown, and fear of violence, as well
as lack of association with people living with a mental illness. When
people do not understand, they often make wild guesses. Some cultures
believe mental illness is the work of evil spirits, while other cultures
feel bad blood, poisons, or a lack of moral integrity causes it. As we
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learn more about the biological causes of mental illness, many of these
wrong beliefs will, hopefully, fade. But the best way to reduce stigma
and discrimination is through what is called “contact education,”
where a person with schizophrenia stands before a group and tells
his/her story of schizophrenia and recovery: what helped and what
hindered his/her recovery process.

Such “contact education” programs can help to correct these myths
and misunderstandings. Providing psychiatric treatment in general
hospitals rather than in mental hospitals, and keeping recovering
individuals in their own communities with the necessary supports, will
also help to overcome the prejudice against mentally ill persons.

The devastating reality of the public’s wrong perception is its
impact on those who have the illness, along with their families. Public
fears keep those with schizophrenia marginalized and isolated from
community. Stigma is self-perpetuating; people avoid what they fear,
and as a result they do not get to know the people behind the label. It
is a vicious circle in which everyone loses.

In addition, stigma has caused families to shy away from public
involvement for fear of creating further hurt or embarrassment for
the person and other family members. As a result of these years of
silence about the illness, the general public sees no evidence of an
unmet need. Without powerful advocates and government recognition
and support, funds necessary to carry research forward have fallen far
behind those of other illnesses.

MYTHS ABOUT VIOLENCE AND SPLIT
PERSONALITY

Schizophrenia is one of the most misunderstood disorders of our day. A
common myth about mental illness is based on the Hollywood portrayal
of a mad person. The public has impressions of mentally ill people
being institutionalized behind locked doors and barred windows; being
physically restrained by cuffs or straight jackets; and being committed
by the courts due to their behaviour. There is a common fear that
mentally ill persons are dangerous, unpredictable, and violent. The
myth of danger is perpetuated by 1) social prejudice in one’s family of
origin; 2) lack of understanding of the recovery process; 3) the media;
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and 4) Hollywood movies. Television and movie dramas frequently
portray mentally ill persons as violent, homicidal objects of dread.
Newspapers and magazines also exaggerate events where mental
disorders are involved.

The truth is that mentally and emotionally disturbed persons are
usually anxious, fearful of others, and passive. There are situations in
which people with mental illness may become violent and aggressive,
such as if they are acting out as a result of a delusion or hallucination.

This small group is characterized by the following:

1. They have a severe form of schizophrenia and are not taking
medication,

2. They have a history of substance use and abuse; and

3. They have a volatile personality and history of violence.

The second common misconception about schizophrenia comes
from the notion that, by definition, it means having a split personality.
Schizophrenia is not a splitting of the personality into multiple parts,
not a Jekyll and Hyde phenomenon, despite the popular hold of the
Robert Louis Stevenson story. Most people with chronic schizophrenia
are much too ill to carry off double lives. Nevertheless, the idea that
schizophrenia equals split personality is pervasive. When people in
everyday life describe something as “schizophrenic,” they mean split
into two separate parts. How did the confusion start?

In 1911, the psychiatrist Eugen Bleuler invented the term
schizophrenia to describe the disorder. (Schizophrenia comes from
the Greek “schizo” meaning split, and “phrenia,” which means mind.)
What Bleuler was trying to convey by the term was the split between
perception and reality. Today many psychiatrists regret the existence
of the term because it is misunderstood.

Misunderstanding can cause serious and unnecessary grief. It is
important that we all take responsibility for sharing our knowledge
about schizophrenia and recovery with others: for their sake, for
our sake, and most importantly, for the sake of those who have this
disorder.
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About the
Schizophrenia Society
of Canada

Founded in 1979, the Schizophrenia Society of Canada (SSC) is a
national registered charity. Our mission is to improve the quality of life
for those affected by schizophrenia and psychosis through education,
support programs, public policy, and research. The SSC works with the
ten provincial schizophrenia societies to improve the lives of individuals
living with schizophrenia, as well as their families.

SSC is committed to

® raising awareness and educating the public to help reduce social
prejudice and discrimination towards those living with mental
illness;

¢ supporting families and individuals;

¢ advocating for legislative change and improved recovery-oriented
treatment and services; and

¢ supporting research through the SSC Foundation and other
independent efforts

The SSC website offers effective tools and programs in raising the
profile of schizophrenia and recovery at the local, provincial, national,
and even international level: www.schizophrenia.ca.

Also see:

¢ Quality of Life Report: www.schizophrenia.ca/QualityLife.htm

e Strengthening Families Together: www.schizophrenia.ca/
Strength.htm

¢ Your Recovery Journey: www.your-recovery-journey.ca/
e Reaching Out: www.schizophrenia.ca/Reaching.htm

e Schizophrenia: The Journey to Recovery—A Consumer and
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Family Guide to Assessment and Treatment: www.schizophrenia
.ca/CPAGuidelinesFinalE.pdf

e Schizophrenia and Substance Use: www.schizophreniaand
substanceuse.ca

® Rays of Hope: http: www.schizophrenia.ca/Rays_of Hope.pdf

¢ Cannabis and Psychosis: An Awareness for Strategy for Youth:
www.cannabisandpsychosis.ca/

Canadian Alliance on Mental Illness and Mental
Health

Advocacy is another key area of involvement for SSC. We are founding
members of the Canadian Alliance for Mental Illness and Mental Health
(CAMIMH: http://camimh.ca/) and remain active core members, firmly
committed to advocating for a national action plan for mental health
and mental illness, working through the Mental Health Commission of
Canada (http://www.mentalhealthcommission.ca).

Schizophrenia Society of Canada Foundation

SSC is also committed to supporting research through our foundation.
The SSCF’s main focus is to fund fellowships, particularly in the areas of
molecular genetics, genetics, imaging, and biochemistry of the central
nervous system, with special emphasis on schizophrenia.

In all of our work, SSC's philosophy is based on the following core
values:

¢ Persons with schizophrenia and their families are not to
blame for this biological brain disorder.

¢ The basis of effective treatment is early detection and inter-
vention, including access to the most effective medications
and efficient multidisciplinary and integrated community
support systems.

¢ Individuals and families that live with schizophrenia and
other mental illnesses should be included in determining
their treatment and care process.
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e Persons who live with schizophrenia and other mental ill-
nesses should be treated with compassion. Stigma is one of
the greatest barriers to accessing treatment.

For more information on our national, provincial, and community
operations, please call toll-free in Canada at 1-800-263-5545 or visit
our website at www.schizophrenia.ca.
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Glossary—
Understanding
the Language of
Mental Illness

If you have a relative, friend, or student with schizophrenia, you may
find medical professionals and others using words you are not familiar
with. This is a short glossary of some of the most commonly used terms.

Acute Dystonia

An extra pyramidal side effect, its symptoms include contraction of
muscle groups, particularly the neck, eyes, and those muscles affecting
posture. The individual may also experience discomfort and an inability
to think. Acute dystonia usually occurs within the first few hours of
drug therapy.

Affective Disorders or Mood Disorders

Mental illness characterized by greatly exaggerated emotional
reactions and mood swings from high elation to deep depression.
Commonly used terms are manic-depression, bi-polar disorder and
depression—although some people experience only mania and others
only depression. These extreme mood changes are unrelated to changes
in the person’s environment.

Antipsychotics

Also referred to as neuroleptics or psychotropics, these are specific
medications used in the treatment of mental illness, like schizophrenia.
They are used to control psychotic symptoms such as delusions and
hallucinations.

Delusion

A fixed belief that has no basis in reality. People experiencing delusions
are often convinced that they are famous people, are being persecuted,
or are capable of extraordinary accomplishments.
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Diagnosis
Classification of an illness by studying its signs and symptoms.

Schizophrenia is one of many possible diagnostic categories used in
psychiatry.

Dyskinesia

This extra pyramidal side effect causes abnormal movements, such as:
irreqular blinking, grimacing, tongue movements and protrusion of the
tongue, and worm-like movements of fingers and toes.

Electroconvulsive Therapy (ECT)

Used primarily for ill people experiencing extreme depression for long
periods, who are suicidal, and who do not respond to medication or
changes in circumstances.

Extrapyramidal Symptoms (EPS)

Side effects caused by antipsychotics. They include uncontrollable
movements in the face, arms, and legs. Parkinsonism, acute dystonia,
dyskinesia, and tardive dystonia are included in this group of symptoms.
They can usually be managed by lowering the dose of the neuroleptic
drug, adding or increasing the dose of an antiparkinsonian medication,
or introducing other blocking drugs.

Hallucination

An abnormal experience in perception—seeing, hearing, smelling,
tasting, or feeling things that are not there.

Involuntary Admission

The process of entering a hospital is called admission. Voluntary
admission means ill persons request treatment, and are free to leave
the hospital whenever they wish.

People who are very ill may be admitted to a mental health facility
against their will, or involuntarily. There are two ways this can occur:

e Under medical admission certificates or renewal certificates.

e Under special court orders when the person has been charged or
convicted with a criminal offence. In this case, they may be held
in a forensic facility.
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In some provinces, before someone can be admitted involuntarily
under certificates, two physicians—one of whom is a psychiatrist—
must certify that the person is: suffering from a mental disorder and
requiring care, protection, and medical treatment in hospital; unable to
fully understand and make an informed decision regarding treatment,
care, and supervision; and/or likely to cause harm to self or others or to
suffer substantial mental or physical deterioration if not hospitalized.

Mental Illness/Mental Disorder

Physiological abnormality and/or biochemical irreqularity in the brain
causing substantial disorder of thought, mood, perception, orientation,
or memory—grossly impairing judgment, behaviour, capacity to reason,
or ability to meet the ordinary demands of life.

Mental Health

Describes an appropriate balance between the individual, their social
group, and the larger environment. These three components combine
to promote psychological and social harmony, a sense of well-being,
self-actualization, and environmental mastery.

Mental Health Act

Provincial legislation for the medical care and protection of people
who are mentally ill. The Mental Health Act also ensures the rights
of patients who are involuntarily admitted to hospital, and describes
advocacy and review procedures.

Paranoia

A tendency toward unwarranted suspicions of people and situations.
People with paranoia may think others are ridiculing them or plotting
against them. Paranoia falls within the category of delusional thinking.

Parkinsonism

Another extrapyramidal effect, Parkinsonism is divided into two cat-
egories: hypokinetic and hyperkinetic. Hypokinetic symptoms include
decreased muscular movement, rigidity, awkward and stiff facial move-
ments, and possibly depression and apathy. Hyperkinetic symptoms
are agitation of lower extremities, agitation, tenseness, tremors, and
rapid rhythmic movements of the upper extremities. These symptoms
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commonly occur between a few days and a few weeks of treatment for
an acute phase.

Psychiatrist

A physician that specializes in treating mental and emotional disorders.

Psychosis

Hallucinations, delusions, and loss of contact with reality.

Recovery

A process in which a person with lived experience of mental illness
comes to live beyond the limitations of the illness in spite of on-going
symptoms. “Recovery is being able to live a meaningful and satisfying
life, as defined by each person, in the presence or absence of symptoms.
It is about having control over and input into your own life. Each
individual’s recovery, like his or her experience of the mental health
problems or illness, is a unique and deeply personal process” (Scottish
Recovery Network). From the perspective of the individual with mental
illness, recovery means gaining and retaining hope, understanding of
one’s abilities and disabilities, engagement in an active life, personal
autonomy, social identity, meaning and purpose in life, and a positive
sense of self.

Recovery-Oriented Care and Services

Recovery-oriented care refers to what psychiatric treatment, rehabili-
tation and community support practitioners offer in support of a per-
son’s recovery (Larry Davidson, Yale University, Program on Recovery
and Community Health).

Recovery-oriented system is a system in which the person, not the
program, is the centre of all choices, plans, and activities. The focus is on
healing and growing, not maintenance. Hopes and dreams are discussed,
encouraged, and supported. (Adapted from Farkas and Gagne, 2002)

Rehabilitation

Programs designed to help individuals return to normal functioning
after a disabling illness, injury, or addiction. They are designed to help
people with mental illness live as independently as is possible in the
community.
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Receptor

Neurotransmitter receptors are structures (usually proteins) on the
surfaces of cells that recognize and bind to specific neurotransmitters.
Once bound, the receptor often changes shape, causing a cascade of
chemical events within the cell. These events can alter which genes are
turned on or off and can make the cell more or less likely to release
its own neurotransmitters. Each type of neurotransmitter might have
multiple receptors, each with a different role to play.

Schizophrenia

Severe and often chronic brain disorder. Common symptoms include
personality changes, withdrawal, severe thought and speech distur-
bances, hallucinations, delusions, and bizarre behaviour.

Side Effects

Side effects occur when there is a drug reaction that goes beyond,
or is unrelated to, the drug's therapeutic effect. Some side effects
are tolerable, but some are so disturbing that the medication must
be stopped. Less severe side effects include dry mouth, restlessness,
stiffness, and constipation. More severe side effects include blurred
vision, excess salivation, body tremors, nervousness, sleeplessness,
tardive dyskinesia, and blood disorders.

Some drugs are available to control side effects. Learning to
recognize side effects is important because they are sometimes confused
with symptoms of the illness. A doctor, pharmacist, or mental health
worker can explain the difference between symptoms of the illness and
side effects due to medication.

Social Worker

A person specially trained to help individuals with social adjustment.
A social worker would counsel persons with schizophrenia and their
family on the social and emotional issues that arise from the disorder.
In the community this person may be called a “mental health worker.”

Tardive dystonia

One of the extrapyramidal side effects recognized by unusual posture
and dysarthria (difficulty in speech articulation).
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Treatment Plan

Refers to therapy or remedies designed to cure a disorder or relieve
symptoms. In psychiatry, treatment is often a combination of medica-
tion, psychosocial rehabilitation, psychological support services, and
recommended activities to promote recovery. Together, these make up
the individual’s treatment plan.

Treatment Team (or Care Team)

Refers to the attending mental health professionals, case workers,
etc., who work to provide collaborative care services to the person in
accordance with the treatment plan.
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Further Resource
Materials

SSC maintains a library of up-to-date pamphlets, books, and videos.
For complete information on library resource materials, please contact
us at:

Schizophrenia Society of Canada
100-4 Fort Street

Winnipeg MB R3C 1C4
1-800-263-5545 or 1-204-786-1616
Fax: 204-783-4898

E-mail: info@schizophrenia.ca
Website: www.schizophrenia.ca

Suggested Reading

The following books are highly recommended, and should be available
through your local library or bookstore.

Books on Schizophrenia and the Family

Adamec, Christine. (1996). How to Live with a Mentally Ill Person: A
Handbook of Day-to-Day Strategies. John Wiley and Sons.

Amador, Xavier. (2000). I Am Not Sick I Don't Need Help. Vida Press

Peconic, New York.

Backlar, Patricia. (1994). The Family Face of Schizophrenia. G.P. Putnam’s
Sons, New York.

Delisi, Lynn E. (2006). 100 Questions and Answers about Schizophrenia:
Painful Minds. Jones and Barlett Publishers, Massachusetts.

Gray, John E., and Shone, Margaret A., and Liddie, Peter F. (2000).
Canadian Mental Health Law Policy. Butterworths Canada Ltd.,
Toronto.
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Jeste, Dilip, and Muser, Kim T. (2008). Clinical Handbook of Schizophrenia.
The Guilford Press, New York.

Johnson, Julie Tallard. (1994). Hidden Victims Hidden Healers: An
Eight-Stage Healing Process For Families And Friends Of The Mentally
Ill. PEMA Publications.

Lafond, Virginia. (1994). Grieving Mental Iliness: A Guide for Patients
and Their Caregivers. University of Toronto Press, Toronto.

Marsh, Diane T., and Dickens, Rex M. (1997). How to Cope with Mental
Iliness in Your Family: A Self-Care Guide for Siblings, Offspring, or
Parents. Putnam, New York.

Morey, Bodie, and Muser, Kim T. (2007). The Family Intervention Guide
to Mental Iliness: Recognizing Symptoms and Getting Treatment. New
Harbinger Publications.

Mueser, Kim T., and Gingerich, Susan. (2006). The Complete Family
Guide to Schizophrenia. The Guilford Press, New York.

Secunda, Victoria. (1998). When Madness Comes Home: Help and Hope
for Children, Siblings, and Partners. Disney Press.

Torrey, E. Fuller. (2006). Surviving Schizophrenia: A Manual for
Consumers, Families, and Providers, 5th edition. Harper Collins, New
York.

Woolis, Rebecca. (1992). When Someone You Love Has a Mental Illness:
A Handbook for Family, Friends, and Caregivers. Putnam’s Sons, New
York.

Books on Recovery

Corrigan, Patrick W., and Ralph, Ruth 0. (2005). Recovery in Mental
Illness. American Psychological Association, Washington.
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The Schizophrenia
Societies across Canada:
National and Provincial

SCHIZOPHRENIA SOCIETY OF CANADA

100-4 Fort Street

Winnipeg, MB R3C 1C4

Phone: (204) 786-1616 or Toll-Free 1-800-263-5545
Fax: (204) 783-4898

E-mail: info@schizophrenia.ca

Website: www.schizophrenia.ca

SOCIETE QUEBECOISE DE LA SCHIZOPHRENIE

7401, rue Hochelaga

Montreal, QC HIN 3M5

Phone: (514) 251-4125 or Toll-Free 1-866-888-2323 (Quebec only)
Fax: (514) 251-6347

E-mail: info@schizophrenie.qc.ca

Website: www.schizophrenie.qc.ca

BRITISH COLUMBIA SCHIZOPHRENIA SOCIETY
#201-6011 Westminster Highway

Richmond, BC V7C 4V4

Phone: (604) 270-7841 or Toll-Free: 1-888-888-0029
Fax: (604) 270-9861

E-mail: bess.prov@telus.net

Website: www.bcss.org

MANITOBA SCHIZOPHRENIA SOCIETY INC.

100-4 Fort St

Winnipeg, MB R3C 1C4

Phone: (204) 786-1616 or Toll-Free 1-800-263-5545
Fax: (204) 783-4898

E-mail: info@mss.mb.ca

Website: www.mss.mb.ca




THE SCHIZOPHRENIA SOCIETIES ACROSS CANADA

SCHIZOPHRENIA SOCIETY OF ALBERTA
4809-48th Avenue

Red Deer, AB T4N 3T2

Phone: (403) 986-9440

Fax: (403) 986-9442

E-mail: info@schizophrenia.ab.ca
Website: www.schizophrenia.ab.ca

SCHIZOPHRENIA SOCIETY OF NEW BRUNSWICK
130 Duke Street

P.0. Box 562

Miramichi, NB E1V 3T7

Phone: (506) 622-1595

Fax: (506) 622-8927

E-mail: ssnbmiramichi@nb.aibn.com

Website: www.schizophreniasociety.nb.ca

SCHIZOPHRENIA SOCIETY OF NEWFOUNDLAND and LABRADOR
18A-18B UB Waterford Hospital

48 Kenmount Road

PO Box 28029

St. John’s, NL A1B 1X0

Phone: (709) 777-3335

Fax: (709) 777-3524

E-mail: info@ssnl.org

Website: www.ssnl.org

SCHIZOPHRENIA SOCIETY OF NOVA SCOTIA

Room B23, E.C. Purdy Building

300 Pleasant Street

P.0. Box 1004 Station Main

Dartmouth, NS B2Y 379

Phone: (902) 465-2601 or Toll-Free 1-800-465-2601 (Nova Scotia only)
Fax: (902) 465-5479

E-mail: ssns@ns.sympatico.ca

Website: www.ssns.ca
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LEARNING ABOUT SCHIZOPHRENIA: RAYS OF HOPE

SCHIZOPHRENIA SOCIETY OF ONTARIO

130 Spadina Avenue, Suite 302

Toronto, ON M5V 2L4

Phone: (416) 449-6830 or Toll-Free 1-800-449-6367
Fax: (416) 449-8434

E-mail: sso@schizophrenia.on.ca

Website: www.schizophrenia.on.ca

SCHIZOPHRENIA SOCIETY OF PRINCE EDWARD ISLAND
P.0. Box 25020

Charlottetown, PEI C1A 9N4

Phone: (902) 368-5850

Fax: (902) 368-5467

E-mail: schizophreniapei@pei.aibn.com

SCHIZOPHRENIA SOCIETY OF SASKATCHEWAN
2123 Broad Street

Box 305 Station Main

Regina, SK S4P 3A1

Phone: (306) 584-2620 or Toll-Free 1-877-584-2620
Fax: (306) 584-0525

E-mail: sssprov@sasktel.net

Website: www.schizophrenia.sk.ca
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ays of Hope is written from the family member

perspective. While the book profiles the illness of

schizophrenia, it is written by families with loved
one living with mental illness and by those working with
families from an experiential knowledge base. Experiential
knowledge is one form of “knowing, learning and being.”

Families are often left out of the “loop of information”

by mental health service providers when a loved one is
receiving mental health support. Lack of meaningful
engagement and information creates additional family
burden. It also impedes the recovery process. Rays of Hope
is about hope and recovery Recovery from mental illness is
possible but it takes the support of a caring community.

That caring support begins with the family!

\l SCHIZOPHRENIA SOCIETY OF CANADA

SOCIETE CANADIENNE DE LA SCHIZOPHRENIE

ISBN 0-9733913-0-8
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