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SSC Executive Director’s Preface 

The Schizophrenia Society of Canada (SSC), and its provincial societies, underwent a strategic plan-
ning process in 2007 to revise the Society’s mission statement.  Through a shared process we are now 
focusing our efforts “to improving the quality of life (QOL) for those affected by schizophrenia and 
psychosis through education, support programs, public education and research”. Our new mission 
reinforces the idea that people are more than their illness and opens up broader ways for the Society to 
support people as they move towards recovery.   

The Board and staff of the SSC are proud to lead this survey so people living with schizophrenia and 
those that care for them define what quality of life means. The results of this survey will help us dou-
ble our efforts to provide focused education, meaningful support and effective advocacy.  

With the establishment of the Mental Health Commission of Canada we are at an exciting juncture.  
There is now greater visibility and action being taken to address mental health issues. What we have 
learned through this survey will strengthen our legitimacy in advocating for change.  We will work to 
bring mental health services and government social policies into closer alignment of what our mem-
bers feel are important to them.  Change starts with promoting hope and optimism that schizophrenia 
is treatable.  Recovery of quality of life is possible when the right supports are in place.  This will be 
core to our message.  

Chris Summerville, Chief Executive Officer  

 
Schizophrenia Society of Canada  
4 Fort Street, Winnipeg, MB R3C1C4 
Tel: 1-204-786-1616 Toll Free: 1-800-263-5545 Fax: 204-783-4898 
www.schizophrenia.ca 
All rights reserved.  © 2009 Schizophrenia Society of Canada  

Report and summary data are available on the SSC website http://www.schizophrenia.ca/home.htm 

Citation: Martin, N.M. 2009. Quality of Life: As Defined By People Living With Schizophrenia And 
Their Families.   

Photo credits: Believe by martineznf – photobucket.com; Hope & Love by wicked; Hope by Onion; 
Recovery by Dylan Hartmann – Flickr, Others source unknown.   

 

  



SCHIZOPHRENIA SOCIETY OF CANADA                                                    QUALITY OF LIFE SURVEY 
 

 
Prepared by Neasa Martin      5/47                                    January 2009 
 

       

 
2. Executive Summary  

 

Schizophrenia can be the cruelest of illnesses.  Often striking young people at a critical stage of life 
when the promise of their future is unfolding.  It can bring to a crashing halt the pursuit of learning, 
thoughts of love and dreams for the future.  The symptoms of psychosis can pummel the very core of 
ones being, confuse the mind, disorient perceptions, and unsettle important relationships with family 
and friends.  So disturbing can its symptoms be that many will hide the cruelty of its impact, withdraw 
from a confusing, rejecting, and often frightening world to retreat inward.  Sometimes alcohol and 
drugs replace medication with disastrous effect.  Family and friends can be left confused and fright-
ened as they struggle to make sense of what is happening, search for answers, hunt for help, rail 
against the illness or withdraw in despair.  Their dreams and hopes for the future may also darken and 
the quality of life of the family may slip away.  But it does not have to be this way.  Schizophrenia and 
psychosis are treatable and recovery of quality of life is possible when people are able to find the right 
door that opens up options for treatment, support, and hope.   

In 2007, the Schizophrenia Society of Canada and its provincial partners revised its mission to focus 
on “improving the quality of life for people affected by schizophrenia and psychosis.”  But what ex-
actly does quality of life (QOL) mean?  What helps people recover QOL in the face of illness and what 
can stand in its way?  The literature on QOL focuses heavily on clinical issues and adverse events and 
does not reflect the increasingly important concept of recovery.  Recovery in this context does not 
mean ‘cure’ but being able to achieve ones full potential beyond the limitations of illness.  It is taking 
an active role in creating personal recovery (living life with meaning, purpose and hope), social recov-
ery (meaningful relationships and social inclusion) and illness recovery (managing ones illness 
through various treatment options).  Recovery is about attaining a good quality of life.   

In May 2008, the SSC commissioned a Canada-wide survey to learn how it can support people living 
with schizophrenia and their families to recover the best quality of life possible.  Through a qualitative 
and qualitative survey and cross Canada focus groups, 1,086 people shared what QOL means to them.   

Who participated?   

Of the 433 consumers surveyed, the majority has schizophrenia, is male, single, and are living alone in 
urban centres.  One quarter live with their family and 15% live in supportive housing.  The average 
age is 37 years and almost half of participants are employed full or part-time.  Most people reported 
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having their illness from 14 to 19 years and have had an average of 5 hospitalizations.  Almost all re-
ported taking medications with only 1.4% refusing medications to manage their illness.  Ten percent 
report having a substance abuse or addictive disorder.  Of the 570 family/caregivers who participated 
80% were female - half were mothers.  The average age is 56 years and 74% are married.  Thirty-nine 
percent are currently living with someone with the illness.  On average, their loved-one has had the 
illness between 14 and 22 years.  The vast majority of people are taking medications.  Families report 
between 3% and 8% of their loved ones refuse to take medications.  Twenty-seven percent of people 
with the illness are employed full or part-time.   

What we learned through this survey is that people living with schizophrenia and their families share 
similar hopes and frustrations regarding their quality of life.  However, there are also some important 
differences about the meaning and value of QOL.  The survey participants provided clear direction to 
the SCC and health care professionals on the role they can play to enhance QOL.  Briefly, here is what 
people told us…. 

Hope, optimism and a belief in recovery is critical to QOL 

 Overwhelmingly people living with schizophrenia believe recovery is possible.  Families 
know that hope is critical to recovery.  But they lose optimism in the face of illness and its 
losses.  

 People living with schizophrenia need their family, friends, and professionals to remain opti-
mistic and to nurture the belief that recovery is possible - particularly when they are ill and 
their situation feels most bleak.  

 Most people believe that the professionals involved in their care share their belief in recovery.  
Families don’t always agree that professionals believe recovery is possible.     

Friendships and family support is foundational 

 Friendships disappear and some family members are not always supportive when illness 
strikes.  Fear and the harsh judgments of others are painful and contribute to isolation and 
loneliness.   

 The support of a few accepting friends is all that people need.  Having a romantic partner is 
valued but felt by many to be an impossible dream.  

 In the absence of friends - families by default are meeting important social needs.  Families 
are also providing valuable emotional, financial, and practical assistance.  This enables loved 
ones to live successfully in the community.  

People share similar hopes and dreams for a meaningful life  

 But symptoms of schizophrenia get in the way.  Purpose comes from meaningful work, feeling 
connected, contributing to community, having purpose, and being valued.  But community is 
not always welcoming.  People want to work but unemployment is common.  
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 Government-delivered disability pensions are seen as inadequate and unintentionally restrict 
work, volunteering, and study.  This is experienced as discriminatory.  Poverty is the unfortu-
nate outcome of unemployment and severely compromises QOL. 

Medications and services can foster recovery  

 Medications are important to almost everyone and are widely used.  However, medications 
alone do not create QOL - and they can cause additional problems.  Most people feel their 
family and professionals place far too much attention on medication adherence and not enough 
on what supports recovery and builds their 
QOL.  

 People want to feel respected, listened to, and 
included in planning decision.  They want 
treatment to focus on their recovery goals and 
this is often not the case.  They recognize that 
multiple supports enable them to live independ-
ently in the community.  Often these needed 
services are not available.  

 People want recovery-focused or oriented serv-
ices.  They want to learn skills in medication 
self-management, ways to avoid crisis and pre-
vent illness.  They are asking for practical assis-
tance with housing, employment, income sup-
port, and getting connected to their community.   

 Where services are absent, families (mostly 
mothers) carry the heavy burden of care. 

Family / caregivers are left out of treatment  

 The majority of people want their families involved in their treatment.  Confidentiality con-
straints are the reason given by professional not to include family - but people are rarely asked 
their preference.  

 Families are feeling left out, ignored and criticized by professional service providers.  Particu-
larly during times of crisis.  This is a major source of stress, which diminishes QOL for both 
people living with the illness and family.  

 Families have their own unique need for information and support and this is not being met.  

Finding meaning in the illness helps people to recovery 

 The support of peers helps those with the illness and their family understands the illness, build 
support and learn to cope.  Participating in self-help and peer support programs is valued.   

 
TOP QOL MEASURES 

Being seen as capable - 96% 
Acceptance by family - 96% 

Belief in recovery - 96% 
Peace & contentment - 94% 
Support & information – 94% 

Feeling safe in their community – 93% 
Involvement of friends – 92% 

Medications - 90% 
Hope & Optimism -90% 

Sense of belonging – 90% 
Social & recreational activities – 90% 

Positive relations with professionals – 89% 
Support of family – 87%  
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 Helping others deal with their illness and educating the public on schizophrenia and psychosis 
enhances a sense of purpose and meaning.  Playing a supporting role empowers people and 
protects them from the sting of self-stigma.  

Creating a balanced lifestyle brings peace and contentment 

 People with mental illness are learning how to create meaningful, balanced lives – despite the 
presence of illness.  A balanced life includes work, exercise, leisure, opportunities for learn-
ing, spiritual connection, and involvement with community, family and friends.  Some people 
feel creating a balanced lifestyle is challenging and can feel like a full time job. 

 People living with schizophrenia are more satisfied with their QOL than their families are.  
They are learning to live with the limitations the illness may impose.  Families want a better 
QOL and expect more for and from their loved one.  The slow pace of change and a seeming 
‘lack of motivation’ frustrates caregivers, as well as the lack of engagement in shared deci-
sion-making.   

Family/caregivers need to find balance too 

 For families QOL means having time when they feel free from worry.  It also means having a 
job, financial security, friends, and leisure pursuit.  Having a supportive partner helps. 

 Families often carry a heavy burden.  They worry more about their loved one and the possible 
recurrence of illness, adherence to treatment, social isolation, and poverty than they do about 
their own needs.  As a result, the mental, emotional, and physical health of the family suffers.  

 Unanimously families agree looking after their own mental health is critical.  Most don’t.  
Having professional support, learning more about schizophrenia and understanding what sup-
ports recovery would help families cope.    

 Families need to undertake their own recovery journey to restore meaning and purpose in their 
lives despite the presence of illness.   

 People living with schizophrenia know their families are carrying a heavy load.  They want 
their family to look after their own needs.  Families that look after their own emotional needs - 
help the person living with the illness.    

Stigma and discrimination are real barriers to QOL 

 People want to be treated as equally as any other illness group.  They aren’t.   

 Stigma and discrimination are seen as barriers to receiving appropriate treatment options, sup-
ports, and services that foster recovery of a QOL.  

 People feel their basic rights are routinely denied within the health care system.  They feel un-
fairly excluded, unnecessarily feared and harshly judged by health care providers, the media, 
employers, police, and the community at large.  Families agree.  
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 Treatment, research, and support services are seen as severely under funded.  Access to newer 
medications is limited by cost.  Stigma, discriminations, and government indifference are felt 
to be the cause.  

Key Messages For the SSC 

Most people, who participated in this survey access provincial Schizophrenia Societies, are satisfied 
with the services they provide (when available) and want the work of the Societies to expand.  They 
want the Societies to advocate on their behalf in promoting the message that QOL should be better and 
its improvement is a shared concern.  Promoting hope, optimism, and the pursuit of recovery goals are 
core to enhancing QOL.  When people living with schizophrenia have accepting, supportive friends, 
and family, have an adequate and secure income, are living safely and securely within the community 
- then they enjoy a good QOL.  The Society is being asked to encourage professionals to move beyond 
a narrow focus on managing symptoms to support and nurture recovery from a body, mind and spirit 
perspective.  This includes welcoming families/caregivers as partners in care.  When services are re-
covery-focused, encourage active engagement, are hopeful, accessible, flexible, and respectful then 
professionals play a vital role in helping people create meaningful and purposeful lives despite the 
limitations the illness may impose.  For both consumers and families finding ways to live a balanced, 
healthy, and engaged life - beyond the illness - vastly improves their QOL.  

Recommendations to the Schizophrenia Societies:  

 Promote hope, optimism, and the capacity for recovery as key messages.  

 Develop recovery-oriented educational resources for people living with schizophrenia and 
their families.  

 Address stigma and discrimination – through education, public policies, and promotion of 
rights. 

 Promote the importance of families as partners in care.  

 Align advocacy efforts to maximize QOL outcomes:  

o Make employment a priority – advocate for the removal of barriers (i.e. restrictive gov-
ernment disability pensions) and build bridges to work;   

o Make the support of friends, family and community connections a core emphasis in 
attaining QOL including peer-support; 

o Advocate for system reform, which aligns with recovery-oriented outcomes. 

o Make the funding of safe, affordable, secure housing a priority.  

 Recommendations for health professionals:  

 Foster hope, learn about, and promote recovery practices in your work with clients.  
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 Support people in achieving their own self-defined QOL goals. 

 Medications are important. However, keep a broader focus considering other QOL elements.  

 Include people as partners in planning & shared decision-making.  

 Listen, respect & learn from clients.  See them as ‘people’ first - not as a diagnosis.   

 Consider the body, mind and spirit in your focus of treatment.  

 Look at people within their family & community.   

- Support people’s social inclusion and engagement in their community.  

- Natural friendships are important to sustain and develop.  

 Provide practical help with issues of income, housing, work etc.  

 Encourage peer-to-peer support.  Peers help people find meaning in their illness, feel a sense 
of connection, empowered and help to overcome self-stigma.  

 Include family/caregivers in treatment planning. 

 Support & educate families to improve their capacity to remain hopeful and cope with illness.  

 Deal with stigma & discrimination - your own and the discriminatory attitudes of others.  
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3.  QOL - Literature Review 
 

Measuring Quality of Life (QOL) emerged as a concept from a bio-psycho-social perspective of mod-
ern medicine.  It is “deceptively simple and easy to understand yet complex and frequently elusive to 
define.”1  Over the last decade, studying QOL has become the subject of interest in mental health, as 
governments require evidence-based outcome measures to justify funding for research and treatment 
services making them a subject of debate.2  In the health care system QOL tools have been concerned 
with measures related to patient care and treatment outcomes. Clinicians and researchers have tried to 
define, quantify, and measure QOL using surveys, scales, and other objective ‘scientific’ tools.  Some 
researchers argue a perfect QOL tool has not yet been developed and must be adjusted for each use. 
3.4,5.  Others believe one QOL tool can be used across many medical conditions. 6 Both approaches 
have met with qualified success. 7 However, the focus on increasing adherence to treatment, psychopa-
thology, and symptom reduction is giving way to improving psychosocial functioning and enhanced 
quality of life.  8 

Self Assessment Holds Promise 
QOL is seen as a highly personal idea often used in qualitative research, which is felt to be less ‘scien-
tific’ than quantitative research design. There is no agreement yet on what quality of life means or how 
it should be measured.  Without a shared definition, it is difficult to resolve the debate over personal 
vs. objective measures and find meaningful and consistent ways to measures of QOL, assess the im-
pact on health, economics, and improvements in clinical outcomes.9  Little attention has been paid to 
understanding the meaning of QOL as it is experienced and defined by people living with mental ill-
ness and their caregivers.10, 11, 12.  The use of self-report QOL tools is increasingly a focus of interest. 
Within the social disability, movement it is felt there is both social and political power attached to who 
gets to defines QOL.  The QOL measures currently used are often developed from the perspective of 
the researcher and draw from a research literature, which places an emphasis on clinical measures im-
portant to health care providers.13  Although widely used, these subjective measures may not reliably 
capture the impact of treatment.  McGee notes,  “Current methods of measuring quality of life impose 
an external value system on individuals, rather than allowing them to describe their lives in terms of 
those factors which they consider important.” 14  Add to this a more pessimistic outcome attached to 
mental illness such as schizophrenia and the result is a narrowed definition of what constitutes QOL 
centering on treatment measures and less on recovery outcomes which are meaningful to people living 
with mental illness.  Shifting away from researcher / health care provider created tools towards client-
generated measures of QOL may be more effective in measuring the impact of community-based ap-
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Recovery is understood as an indi-
vidual journey of healing that enables 
people living with mental health prob-
lems and illnesses to lead meaningful 
and productive lives in the commu-
nity, while striving to achieve their full 
potential despite any limitations im-
posed by their condition. Family, 
friends, health care and other provid-
ers of services and supports work as 
partners in this journey of recovery. 

 
MHCC - A Framework for Mental 

Health 20008 
 
 

proaches and assessing meaningful change not currently captured using existing tools.15  As treatment 
and support, services move from institutional to community settings, researchers to understand how 
patients view their lives are more frequently using QOL measures.16,17 As Corring notes “Quality of 
life for individuals living with mental illness is an intensely personal experience.  Each person places 
more or less importance on one or more of these domains, depending on their individual situation”.18  
The idea that we can learn what is important by “asking and listening” is rooted in various philoso-
phies: the principles of psychiatric rehabilitation and consumer-defined recovery, and qualitative 

research study.19  Asking people about their ‘lived 
experience’ helps to understand and locate the sub-
jective experience of QOL.20,21,22 While attention is 
beginning to be paid to the QOL for people living 
with mental illness, what constitutes QOL for 
families/ caregivers is largely ignored.23 

Recovery Not A Focus  

Less attention has been given to including the idea 
of ‘recovery’ within discussions of QOL.  Although 
among people living with mental illness and their 
caregivers the hope for and realization of recovery is 
increasing.  The goal of recovering from what has 
been regarded as a chronic or even incurable disease 
brings into question the reduced expectations 
professionals hold for improved treatment outcomes.  
Families and people living with mental illness may 

internalize these reduced expectations and adopt a more pessimistic outlook.  Professionals are now 
examining QOL with the goal of recovery in mind. It is also being adopted as a foundational principle 
within the National framework in development by the MHCC.  Anthony advocates ‘recovery in full’ 
should be the guiding vision and goal of the mental health service system, and not just the desire to 
mitigate the effects of the illness.24  

Not everyone subscribes to a holistic view of QOL arguing for clinicians QOL has an important, but 
narrow focus limited to assessing health determinants.  QOL is seen within the clinical context as an 
individual’s net satisfaction with life while enduring the ‘disabling effects of the illness’ weighed 
against the risks and benefits of its treatment.25  In studying medications used to treat schizophrenia 
only the most recent antipsychotic drugs have demonstrated any useful potential for increasing per-
ceived QOL for patients. However, these gains are measured within a medical model and not with re-
habilitation or recovery in mind and ‘no variable is more clinically important or significant [to pa-
tients] than quality of life’. 26  

QOL Is Linked To Recovery 
Recovery, as a concept, is more established and any assessment of mental health QOL will need to 
include recovery principles.  Through exploring the stories of people living in recovery key elements, 
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which support recovery, have been identified.27  Recovery principles include a belief in a holistic ap-
proach to health.  Recovery is a personal step-by-step process focusing on strengths and resilience.  
The support of peers is important.  So is choice, inclusion and respect in treatment decisions.  Recov-
ery places personal responsibility on the individual to participate in his or her own self-care and recov-
ery.  Hope, optimism, a belief in the capacity to recover are essential themes that, although difficult to 
interpret, need to be included as cornerstones of recovery oriented supports and services.28  Assessing 
QOL also includes factors such as the role religion/ spirituality plays in the lives of patients to prevent, 
heal, or cope with illness.29    

Conclusions 

A review of the literature reveals many challenges to studying QOL in how and what is measured.  
First person research on mental health recovery, by means of surveys, focus groups, or individual in-
terview is still in its infancy.30  However, the future of research on QOL lies in this means of inquiry. 
31  By listening to the narrative stories of people living with mental illness and their fami-
lies/caregivers, we can identify what constitutes QOL in a meaningful way.  To be successful, QOL 
research will need to step out of the limitations and pitfalls imposed by traditional quantitative meth-
odologies.  It will need to be flexible and pragmatic and adopt concepts from other settings (e.g. re-
covery), include new ideas and factors (e.g. religion/ spirituality).  Above all research needs to honour 
the words, beliefs and ideas of the people living with mental illness and caregivers themselves. 
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4.  QOL Study Methods 
Project Management:  
In May 2008, the SSC struck a QOL Project Management Group to provide ongoing project guidance 
including: Chris Summerville, Florence Budden, Judy McKenzie, Pamela Forsythe and Ryan Clarke.  
They provided ongoing advice and a link with the provincial societies to encourage participation and 
support for the study.   

Primary Survey Methods   

The following steps were taken to inform this survey process: 

1. Review of the literature on QOL and recovery; 

2. Development of survey tools (French and English) in both on-line and hard copy for fam-
ily/caregivers and people living with schizophrenia.  

3. Regional focus groups with people living with schizophrenia and their families/caregivers.     

4. Review of preliminarily findings with provincial and national leaders of SSC and 
stakeholder groups. 

Survey Process:     

A review of the literature on QOL reveals clear limitations with existing QOL tools. The review was 
expanded to include literature on consumer-driven recovery to identify those elements, supports and 
services, which consumers feel, are core to quality of life.  Key concepts were incorporated into the 
SSC survey design.  Provincial Schizophrenia Society leaders were interviewed at the project outset to 
identify what they felt were essential elements of QOL based on their first hand knowledge of what 
people living with schizophrenia and their families describe as critical.   

French and English surveys were then drafted, reviewed, field-tested and revised.  Both quantitative 
measures and open-ended qualitative questions were included in the survey design.   Hard copy and 
links to the on-line surveys were distributed through the Schizophrenia Society of Canada, the provin-
cial societies and promoted through related non-governmental organizations, consumer and family 
stakeholder groups, networks and newsletters. Participant contribution was acknowledged through a 
random draw (one - $100, five - $50, and 10 - $25 prizes).  Survey recruitment was initiated at the be-
ginning of June 2008 and concluded at the end of August 2008.  The majority of surveys were com-
pleted in hardcopy format.  This may suggest less comfort with using the Internet.  A target of 1,000 
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participants was set to meet statistical relevance.  A summary report of the survey and focus group 
findings is presented at the SSC “Preparing for the Next Era Conference” in Ottawa on Oct. 6th 2008.  
An additional 175 additional surveys were received after the August 31st 2008 data closing date.  
These were subsequently tabulated to ensure broader inclusion and are reflected in this report.  

Survey Size:   

In total, over 1,086 people participated in the on-line survey and focus groups (572 family/caregivers, 
433 completed the survey).  An additional eight people made separate written submissions.  

Focus Groups:   
In total, 81 people participated in seven semi-structured focus groups (39 consumers and 42 family / 
caregivers).  Focus groups were held to test the veracity of the survey findings and provide a more in-
depth understanding of what constitutes QOL from a lived perspective.  The majority of consumer 
participants reported long-term experience with schizophrenia or related disorders.  A few participants 
reported having recently received a diagnosis of schizophrenia.  The majority of family participants 
were parents.  Spouses, adult children, siblings, and supportive friends were also included.  All were 
currently actively involved as caregivers.  A facilitator who was either a family caregiver or has lived 
experience of mental illness led the focus groups.  Separate consumer and family focus groups were 
held so people could explore their perceptions in an open and safe environment.  Facilitators followed 
a set line of inquiry.  It was agreed a degree of flexibility was required to respond to emerging issues 
or adjust to the group’s expressed needs.  This became important in Alberta’s focus groups being held 
on a day of extensive media coverage of a tragic murder/suicide by someone living with schizophre-
nia.  This event negatively influenced the tone and tenor of the discussion. 

The Project Management Group selected four regions of Canada for focus groups including: New-
foundland, Quebec, Ontario and Alberta with participants recruited from within the provincial Schizo-
phrenia Society programs.  Provincial staff from Alberta, Quebec and Newfoundland provided on-the-
ground support for recruitment through their network. Leadership from the provincial societies was 
also included.  The Ontario Schizophrenia Society raised concerns regarding the survey design and 
chose not to participate in the focus groups.  Ontario-based groups were hosted by Community Re-
source Consultants of Toronto (for people living with mental illness) and Family Outreach Support 
Program, Centre of Addiction and Mental Health (for families/caregivers).  Participants were recruited 
through their respective programs.  The Toronto focus groups reflected a more diverse ethno-racially 
group and included new Canadians from visible minorities.  An honorarium was provided and note 
takers were recruited from within the groups. In Alberta and Newfoundland members of the Mental 
Health Commission of Canada leadership were included as observers.  

Focus Group Questions: 

1. How do you define QOL?  

2. What helps improve and / or hinder your (or your families’) QOL? 

3. What can families, service providers, government do to support QOL? 
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4. Recovery and QOL - Is recovery possible?  

5. Is there a link between QOL and recovery?  

6. What are people recovering from?  

7. What supports or hinders recovery?   

8. What is it medications can’t do for advancing recovery? 

9. Do you (family members) discuss your illness with others?  

10. What makes it difficult/ possible to discuss your illness with others?  

11. How important is spirituality or religion to your QOL?  

Findings From The Focus Groups     

The thematic summary of the regional focus groups reveals priorities, issues and concerns raised were 
closely aligned with the results of the larger survey findings.  Complaints regarding availability and 
access to services reflected their local situation but were also consistent with overall emerging themes.  
As a result, the following report is a blending of the two survey processes.  Any areas of difference 
will be noted in the body of the report. 

Strengths Of The Survey Process    

Governments are seeking objective measures for evaluating the treatments and services they fund and 
QOL is seen as an important measure of efficacy. This is the largest pan-Canadian survey on QOL 
with 1,005 people taking part in the survey and 81 people participating in eight focus groups.  This 
survey is timely for the planning needs of the Mental Health Commission of Canada and can inform 
the framing of a National Mental Health Strategy.  Having QOL self-defined by people living with 
schizophrenia and their families provides a more meaningful measure for shaping services and evalu-
ating outcomes. This survey sampled people living in both urban and rural communities. The use of 
regional focus groups allowed the veracity of the survey findings to be tested and strengthen the per-
sonal voice.  Based on the demographics, the survey successfully captured the target population served 
by the Schizophrenia Societies.  Although long and detailed, there was an excellent completion with 
96% of consumers and 85% of families finishing the survey. Appreciation that this project is being 
undertaken by the SSC was often mentioned.   

Limitations Of The Survey Process  

The survey was conducted over a three month period during the summer months when staff and volun-
teer support is at its most limited.  In an effort to meet SSC planning deadlines there was limited op-
portunity to engage the provincial societies in a robust way resulting is some frustrations at the provin-
cial level.  It was also undertaken during a time of significant organizational change where the roles 
and responsibilities of the Schizophrenia Society of Canada were being re-defined.  This resulted in a 
somewhat more politicized environment, which may have influenced participation and commitment 
levels.  Budget constraints limited the number of focus groups that could be held and some provinces 
were frustrated to be left out of this step of the inquiry.   



SCHIZOPHRENIA SOCIETY OF CANADA                                                    QUALITY OF LIFE SURVEY 
 

 
Prepared by Neasa Martin      17/47                                    January 2009 
 

A review of the demographic profile reveals there were a number of important groups not captured 
through this survey including: younger “first episode” people and their families / caregivers.  Aborigi-
nal people living on reserves were under represented.  There was a low response from the homeless 
and people who are hospitalized. Only four provinces reached a sample size large enough for statisti-
cal relevance based on a survey size of 1,000. These were Newfoundland and Labrador, Nova Scotia, 
Manitoba and Saskatchewan.  People were not asked to provide their ethno-racial or cultural affilia-
tions so it is unknown if these groups are adequately reflected in the survey sample. Focus groups 
were held in urban settings and do not capture the experience of living in rural or remote communities.  

Lessons Learned: 

Within the SSC federated model of governance it is important to take the time to engage provincial 
leadership in the development of research approaches that will build interest and a willingness to col-
laborate.  However, it is also important to recognize not everyone will agree with what is planned and 
the SSC can best build agreement by demonstrating the results of its efforts.   
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5.  Survey Findings  
Who Participated?  

CONSUMER FAMILY/CAREGIVER 

433 people living with schizophrenia 570 individual family members 

72% - are male 80% are female, 46% are mothers 

69% English & 78% of French are single 74% are married 

37 years - average age 56 years - average age 

53% - live independently 52% English & 36% French consumers live in-
dependently 

27% live with family, 15% in supportive hous-
ing 

39% live with person with schizophrenia, 15% 
living in supportive housing 

49% English, 57% French employed full or 
part-time 

27% report loved one is employed full or part-
time 

100% English, 83% French have schizophrenia 81% English, 96% French report loved one has 
schizophrenia 

10% report a substance abuse/addictive disor-
der 

3% English, 12% French report loved one has a 
substance abuse/addictive disorder 

94% English 85% French take medications 87% report loved one is taking medications 

1.4% refuse medications 8% French, 3% English refuse medication 

93% English, 80% French - hospitalized 

5 - average number of hospitalizations 

88% English, 93% French - hospitalized 

5 - average number of hospitalizations 

19 - average years of illness English, 14 aver-
age years of illness French 

22 - average years of illness English 

14 average years of illness French 

65% of English & 53% French live in cities 68% English 44% French live in cities, 

20% English & 34% of French live in small 
towns, 1% live on reservations 

17% English & 37% French live in small towns,  
1% live on reservations 
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Provincial Participation 
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6.  QOL For People Living With Mental Illness 

 
The following quotes reflect what consumers say QOL means to them: 
 

“I enjoy learning and taking part in university courses. This gives me a sense of belonging 
and of realizing my potential.” (Alberta) 

“Having a job as well as meaningful relationships with others. I also value learning and help-
ing others. 

“Family, Friends, Martial Arts, Literature (Reading and writing), Religion, Cooking and Ad-
venture!” (Ontario) 

“Having a meaningful life: job, financial stability, family, spouse, child, working at a job that 
I enjoy, friends…” 

“A job having friends, healthy eating and sleep, out of hospital or CSU, good spiritual health, 
healthy parents, having a girlfriend, getting help when you need it.” (Manitoba) 

“Having a useful purpose in life - volunteering at being part of society.” (Manitoba) 

“With mental illness (Sz), we do not see life in the same way anymore.” (Quebec) 

“Family support. Having support from family doctor and mental health worker. Having some-
thing to look forward to -- I really enjoy my work.” (British Columbia) 

“Connection to family, working full time, volunteering, going to school, being social with 
healthy friends. Staying away from addictions, time alone, pets, spirituality.” (British Colum-
bia) 

“I think it is more than just being happy, it is all the things that make a normal life.”  

“Family support; friends that have a mental illness as well as friends who don't have; able to 
live on my own in safe apartment; the small amount of extra money that I get from working; 
the ability to exercise at the YMCA for free; living close enough to walk everywhere, THE 
RIGHT MEDICATION!!!”  (Saskatchewan) 

“When I am working, then I will know I am recovered.  But I got a feeling… I mean I am not 
holding my breath for that!” (Ontario) 
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What Contributes To Quality Of Life?  

Although QOL is subjective and rooted in individual experience, there are strong similarities in the 
emerging themes and the priorities people ascribed to the core components of QOL.  The barriers that 
get in the way of good QOL are also consistent.  There were differences noted between the French and 
English surveys in how factors were rated.  However, the overall the ranking of what is considered 
important is similar.  

Supportive, Accepting Friends  

Having supportive and accepting friends is seen as critical.  This includes maintaining contact with 
friendships forged before the onset of illness and through school and employment.  Many people 
commented that the support of friends is ‘ideal’ but they report multiple losses and social exclusion by 
friends because of fear associated with their mental illness.  People report needing just one - or a few 

friends - who accepted them as people - and do not 
judge them based on their illness.  Just over half of 
participants rate having a romantic/ sexual partner 
as critical to their QOL.  Although people com-
mented because of stigma, this might be an unat-
tainable goal.   

Family Plays A Critical Role  

The love, support, acceptance, and understanding of 
one’s spouse, immediate and extended family is 
seen as critical to QOL.  Most people feel their fam-
ily provides a pillar of support helping in both func-
tional and emotional ways.  This includes providing 
financial assistance, housing support, and practical 
help with shopping, cooking, budgeting, and home 
care.  Family helps to find the supports people need 
and transport them to treatment.  Being accepted by 
family is critical – as ‘people’ and for having a 
mental illness.  Families often help to differentiate 

the emotions of life from the symptoms of illness.  They play an important social role in alleviating 
loneliness and boredom - often by default rather than by choice.  The majority of people want their 
families to receive more information about schizophrenia.  They want them to be included by health 
care professionals in treatment planning.  

Without a network of friends, families are stepping in to meet many important social needs. People 
living with mental illness are acutely aware of the impact and demands of their illness.  They worry 
about the burden their illness imposes on family.  However, they also want their family to worry less 
about their situation and want them to access personal support to help them cope. When their family 
members look after their own self-care it helps to alleviate some of the burden consumers experience.   

 
TOP QOL MEASURES 

Being seen as capable - 96% 
Acceptance by family - 96% 

Belief in recovery - 96% 
Peace & contentment - 94% 
Support & information – 94% 

Feeling safe in community – 93% 
Involvement of friends – 92% 

Medications - 90% 
Hope & Optimism -90% 

Sense of belonging – 90% 
Social & recreational activities – 90% 

Positive relations with professionals – 89% 
Support of family – 87% 
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Peace, Contentment, Hope, & Optimism  
QOL comes from more than just the absence of illness or the presence of services.  There are impor-
tant values, which underscore QOL.  The most important elements include: having a sense of peace 
and contentment, a feeling of belonging and optimism for the future.  Almost ¾ of people feel optimis-
tic about their own future.  The majority believes recovery from mental illness is possible (10% dis-
agree).  Crucial to their QOL is having supportive people around to re-enforce their capacity to re-
cover.  To have people help keep hope alive during difficult times.  Most people feel their health care 

professionals shared their belief in the possibility of recovery 
(11% disagree).  Most people think their families are opti-
mistic about their future.  However, over 1/3 think their fam-
ily does not believe in their capacity to recover.  This differ-
ence is critical because most people rank the hopefulness of 
family as essential to QOL.  

Poverty & Work  

Being seen as a person with strengths, skills and capacities is 
ranked highly by over 96% of people.  For many, coping 
with illness is challenging and can feel like a part-time job. 
However, almost 3/4 of survey participants feel employment 

is important or extremely important to their QOL.  Less than half are currently working.  Work is 
closely tied to economic independence, self-determination and having a sense of security.  It provides 
people with role definition, structure and meaning.  It is also seen as an important source of social 
support.  Without the opportunity to work people report they are struggling on a razors edge of pov-
erty. Meeting their basic needs on limited government pensions is challenging.  A recurring theme is 
the difficulty in gaining and maintaining employment and volunteer opportunities.  This was felt to be 
not as a consequence of their ability or desire to work but due to the stigma associated with schizo-
phrenia.  The opportunities to work as peer workers or through consumer driven economic initiatives 
are seen as valued employment models.   

Safe And Affordable Housing 

Having independent, secure housing, which affords privacy and control over their living space, is a 
frequently mentioned priority (88%).  Some people feel they need practical assistance in maintaining 
their housing such as meal preparation, housekeeping, bill paying etc.  Others take great delight in 
their ability to manage these skills independently.  Feeling safe, welcomed, having a sense of belong-
ing - including positive relationships with neighbors is part of QOL.  However, these supports are not 
always in place.  Less than half of people feel accepted by their neighbours.  Fifteen percent disagree 
they are welcome in their community.  

Supports Which Foster Independence 

The degree that symptoms of illness negatively affect QOL percolates through out the survey re-
sponses. Learning how to live free from the symptom of mental illness and having the knowledge and 
skill to manage their illness are seen as cornerstones of QOL.  Over 90% of people feel that having 
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access to medications ‘that work’ is essential. This is evidenced by the high rate of medication usage. 
People value the role medications play in managing symptoms and help them to avoid hospitalization.  
However, many people are ambivalent about medications, which they feel limits or seriously limits 
their QOL.  The main complaints regarding medications are disruptive and stigmatizing side effects, 

weight gain and negative symptoms.  Most people feel pro-
fessionals place too much reliance on medication in manag-
ing illness without considering the use of psychological, 
social or rehabilitative services.  Newer medications are 
thought to have fewer side effects.  People want financial 
assistance and access to emerging medications.   

People know a variety of supports will help them stay well 
and maintain their independence. The services they see as 
most important include: the support of family physicians, 
community-based mental health services, and access to a 

psychiatrist.  Not surprisingly, given the high rates of hospitalization, over ¾ of consumers rate access 
to hospital admission and crisis supports services as important to extremely important. Dental care is 
essential to 79% although not always available. The majority of people feel enough is being done to 
support their QOL (21% disagree or strongly disagree).  Most people value the mental health service 
they receive.  Having access to flexible community supports helps them to recover and prevents hospi-
talization.  They feel having a positive relationship with their health care providers is critical to their 
QOL (89%).  However, there is also a high level of ambivalence about their relationship with care 
providers.  People are looking for a more respectful, collaborative, and inclusive relationship with pro-
fessional caregivers.  They want their concerns addressed, particularly around medication manage-
ment.  They want to maintain independence and control over decision-making regarding treatment and 
hospitalization and to participate in setting treatment goals.  Independence is often lost with episodes 
of illness.  People feel it is important to support recovery goals, to encourage their return to independ-
ence and to restore control over decision-making.  

The Support of Peers   

The opportunity to meet with others who share a common experience of mental illness is rated by al-
most 3/4 of people as central to QOL. People report that the reciprocal nature of the peer relationship 
provides an opportunity to help others and find meaning in their illness. They do not feel judged based 
on their illness.  Peer support and self-help programs help to alleviate loneliness and boredom.  Peer 
programs provide structure to their day and help them deal with the sting of stigma. Amongst peers 
they feel accepted and can let down their guard.  By coming together they are able to move past their 
illness and forge a ‘new sense of normal’ in their lives.  Having common experiences heightens their 
sense of the injustice of how they are treated.  By  supporting others with the illness they gain a feeling 
of personal empowerment, purpose and meaning. Volunteer opportunities provided by Schizophrenia 
Societies, were often mentioned as important to QOL.  
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Healthy Balanced Lifestyle 

For many people building a healthy lifestyle helps them to regain a sense of personal identity beyond 
their illness.  It helps to build good mental health and fosters greater resilience.   This includes eating 
well, having proper sleep, and being physically active.  Those who are actively engaged in self care 
report greater satisfaction with their lives.  Maintaining good health includes being involved in their 
community.  It includes finding opportunities to laugh, experience joy and to pursuing personal inter-
ests.  Participating in hobbies, sports, nature and leisure activities are sources of great pleasure.  For 
over half of participants group membership and participating in school/ education were also ranked as 
important or extremely important to QOL.  Faith and belief plays an important role in the lives of over 
half of people surveyed.  Being part of a religious or spiritual community provides hope, comfort, 
connection and meaning to their lives.   

By their own report people are creating meaningful lives despite the limitations of their illness.  People 
report that family, friends and health care providers do not always appreciate the demands their illness 
imposes.  It takes effort to maintain independence and overcome the barriers to remain engaged in the 
world.  Although they feel accused of lacking ‘motivation’ this appears to be far from the truth.  Most 
report that they are pursuing meaningful lives within the context of their illness.  

What Do Families Think Contributes To QOL? 

“Living a normal family lifestyle with all members able to be self-supporting”. (Newfound-
land)  

“A feeling of belonging, good self esteem, feeling loved and useful.” (Saskatchewan) 

“Peace of mind, job, relationships, friendships, acceptance.”  (New Brunswick) 

“Seeing patient focus on things beyond their own inner-facing world "Getting out of their 
mental shell". (Ontario)  

Not being treated like a "freak".  He wants to be in the mainstream… he gets very tired.  
Stigma against people with mental illness is so prevalent.  He would like to have a friend. It is 
so sad that he has no friend & has no opportunity to mix with other people - an invitation to 
be involved in positive social situations would be great.  Due to limited income, he has no 
money for recreation etc. 

Family Support & Optimism 

Families are almost unanimous in rating hope and optimism as critically important to QOL.  They 
want to believe recovery is possible and learn more about how they can foster it.  Most families recog-
nize that their ongoing support and acceptance is critical.  They need to listen with understanding and 
without judgment.  However, stress, strife, and conflict around the illness are a familiar part of family 
life for many. Families know their support is most valuable when it is calm, accepting, flexible, pa-
tient, understanding, and unconditional.  Families feel that sharing positive affirmations, believing in 
their loved ones abilities and reflecting a sense of their goodness is important to help inoculate against 
the sting of stigma. Almost all families see QOL including a sense of belonging, finding meaning and 
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purpose in the illness and a sense of peace and contentment.  Families want to see the involvement of 
friends who understand and encourage engagement in community life.  They would like to see an ex-
pansion of school or work-based friendships.  They share a sense of helplessness and frustration as 
they watch the social network shrink as friends and family members drop away over time.  They feel 
the loss of these important supports are hard to staunch and difficult to replace.   

To be helpful families acknowledge they need to encourage independence.  However, without alterna-
tive supports they feel forced to step in to provide many of the social and emotional support their 
loved ones need. Access to safe, secure, and affordable housing is critical in supporting independence 
and autonomy.  They know how important it is for their loved one to be seen as a person with 
strengths, skills, and abilities.  They want them to have opportunities to participate in the workforce 
and feel they are unfairly left out.  Families place more emphasis on participating in social, leisure and 
recreational activities within the communities.  Less important is being part of a group, going to school 
or having opportunities to contribute to their communities by volunteering.  Families see the high lev-
els of loneliness, isolation, and depression their loved ones experience as closely tied to being socially 
marginalized.  They do not rate friendships with other people living with mental illness as highly as 
consumers except when they are tied to social or recreational activities.  Families may not recognize 
the value of being able to share the common experience of schizophrenia without fear of rejection, 
which is attained through peer support.  Having a romantic partner is rated as important/extremely by 
fifty-eight percent of families although this goal is seen as unrealistic by many.  The importance of 
involvement of their loved one in spiritual or religious activities was also valued less by families.  
Families in Quebec rate the ability to work and romantic/sexual involvement more highly, and give 
less importance to spiritual and religious activities.  

Mental Health Supports & Services 

Families are keenly aware of the devastating affect illness can have on their loved ones quality of life - 
as well as their own.  They agree that multiple supports are required to sustain independence outside of 
hospital.  As a consequence, high value is placed on having access to timely responsive services in-
cluding crisis services, community-based mental health programs, a family doctor, counselor, or psy-
chologist.  Without question families see medications as essential to QOL along with having a positive 
relationship with professional care providers.  However, these important elements of care are not al-
ways in place.  Many families agree with their loved ones that professionals place too much attention 
on medication management.  They also feel their loved ones are not treated with respect and that their 
concerns are routinely ignored.  Without critical medical and recovery-oriented services families feel 
forced to play a larger role in meeting the support needs of their loved ones.  Often to the detriment of 
their own health and well-being.   
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What Supports QOL For Families? 

“Knowing my son is safe and well cared for.”  (Ontario) 

“The love of good friends, and a supportive spouse.” (British Columbia) 

“The support of family, friends and our SSNB  Support group.  The ability to discuss private 
matters with discreet friends who understand the situation. Also, a good quality of life for me 
involves quiet time to read and spending time outdoors.”  (New Brunswick) 

“Family time, reading, walking. Group support meetings and recreation. Working full time.” 
(Alberta) 

“Having close personal relationships, having a meaningful good-paying career, stable in-
come.”  (Manitoba) 

An astonishing 99% of family/caregivers rank maintaining ones own mental health as important or 
extremely important to QOL.  However, this self-care goal remains a valued but illusive goal.  It is 
difficult for many families to identify their own personal needs.  For many families care giving is a 
full-time responsibility.  Much of their time, attention, and resources are focused on supporting the 
person with the illness. Just under half of families’ feel their QOL is improved through their care-
giving role.  One third disagreeing this is so.  Even when their loved one is well, they remain hyper 
vigilant to the emergence of symptoms and psychiatric crisis.  

The QOL of caregivers is closely tied to the health and well-being of their loved one.  When their 
loved one is unwell the family struggles along with them. Knowing that their loved one is safe, physi-
cally and mentally well, receiving appropriate treatment and social support is vital.  Having a positive 
relationship with the person with the illness that allows for open communications is seen as critically.  
This is particularly important, given the large number of families who are living with their ill relative.   
The support of family and friends, most importantly a supportive partner (spouse) is vital to QOL.  
However, families report they also experience the loss of social and family supports as a consequence 
of the illness.  Having meaningful productive and satisfying work improves QOL.  So does being ac-
tive within the community.  Only one tenth of families report they are currently volunteering although 
the majority see it as important or extremely important to their QOL (86%).  Holding a leadership role 
within the Schizophrenia Societies is a frequently mentioned source of pride, support, guidance, and 
education.  

For families maintaining a balanced and healthy lifestyle is also the foundation of QOL.  This includes 
good nutrition, broad-based leisure, and physical activities.  Families yearn to be able to put the mental 
illness aside and enjoy life and its pleasures.  An opportunity to take time away from care giving for 
self-care is rated as critical to families.  Having periods of peace, free from the stress and worry of ill-
ness, is rejuvenating.  Families face an economic burden as they restrict employment to augment in-
adequate government pension for their loved one.  Financial insecurity diminishes their opportunity to 
enjoy life.  Having a safe and secure home, feeling a sense of freedom and control over ones life are 
all-important elements of QOL.  People draw on their religious faith and spiritual communities as an 
important source of support and comfort.   
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7.  Barriers To QOL  

 

QOL Barriers For People Living With Schizophrenia 

“I can’t work and if I cannot work then it is hard to see how I am going to get other things for 
a good life. I could get a better place to live right away, for instance and that would help 
everything.”  
 
I work in a day-care and don’t say anything.  I fear that someone will find out (about my men-
tal illness).  I told my boss I was on disability – it bothers some people.  I may not get a job if I 
did disclose.” (Alberta) 
 
Having schizophrenia shatters normalcy… you don’t think you can always have what others 
have.  You have to do things how you can do them. Schizophrenia can be a darkness.”  (New-
foundland) 
 

The barriers to attaining good QOL for both people living with schizophrenia and their families are 
like a Gordian knot - complex, intertwined, and difficult to unravel.  Many barriers are outside their 
power to control.  The symptoms of mental illness have a significant affect QOL.  Concerns about 
emerging illness are an ongoing anxiety to many.  Unemployment, insufficient or insecure income, 
limits people’s ability to participate in social, recreational, and valued community activities.  Inade-
quate, unsafe or insecure housing is frequently mentioned as a current reality.  

With a diagnosis of schizophrenia comes the loss of being seen as capable and competent individuals.  
There is a sense that schizophrenia takes over ones identity and people cease to be seen as individuals 
separate from their illness.  Depression, loneliness, and isolation are closely tied to feeling excluded by 
family, friends, and the broader society.  People recognize that having a mental illness disrupts the 
reciprocal nature of human relations where people are able to both give and receive support.  QOL is 
improved when this is present.  Not having a sense of purpose or opportunity to contribute to their 
community erodes self-esteem and diminishes the value ascribe by others.  The loss of friends follow-
ing the onset of illness is particularly painful.  Friends help maintain identity beyond the illness.  They 
help to sustain the hope of normalcy.  Some feel their friends are scared away by the myths associated 
with schizophrenia.  They want friends to keep the faith that they are not lost to the illness and will 
recover.  There are multiple losses associated with having a mental illness including dealing with 
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trauma, grief, role losses, social exclusion, the discrimination of others and self-stigma.  Perhaps most 
important is the loss of hope.  

Within the context of healthcare, families feel devalued by being excluded from treatment planning 
and decision-making.  Not being able to access support during periods of crisis or having their con-
cerns taken seriously by health care providers diminishes the sense of worth families feel.  People liv-
ing with schizophrenia complain that they are treated like ‘a diagnosis’ and not as a unique individual. 
They feel more focus is placed on the limitation of their illness then on their capacities and strengths. 
This weakens their own confidence in their abilities to re-engage in valued roles.  Most families agree 
with this assessment. Not feeling a sense of trust in mental health professionals was a frequently ex-
pressed concern.  Both consumers and families are discouraged by the narrow focus placed symptom 
management and staying out of hospital.  They are both frustrated that assistance that is more practical 
in nature and focused on improving QOL and supporting personal recovery is not available.  Most 
families agree that the concerns of their loved ones, particularly around medications, are often ignored, 
minimized or not taken seriously by professionals. They want health care providers be more patient 
and take the time to listen to concerns raised.  They want them to be willing to discuss options for 
change.  Almost half of respondents reported that poor physical health limits their QOL.  This includes 
chronic diseases such as diabetes, heart disease, epilepsy, etc.  They feel that their physical health con-
cerns are often ignored, minimized, or ascribed to their mental illness by health care professionals.  
Poor treatment within emergency departments was mentioned as a concern for many people.  

One quarter of respondents reported drug and alcohol use.  This is complicated by the difficulty of 
accessing treatment for both their mental illness and addictions issues.  The involvement of police was 
reported by one quarter of people as having a limiting or extremely limiting effect on QOL.  

What Consumers Want From Families   
 

“[Families’] expectations of me are smothering me! My family wants me to go back to work 
right away after coming out of the hospital, after the very first time, even. But I can’t do that 
and it makes me sad and makes them mad.” (Toronto) 
 
When you are sick you probably can’t make all the decisions but as you get better you want to 
take more responsibility.  Sometimes you don’t get back the control.  (Newfoundland) 
 
“Stop being ashamed of me, stop making me the ‘family secret’. That makes me feel very 
bad.” (Toronto) 
Listen and provide what we need from our point of view, listen with a recovery sense, help us 
understand if there is a problem with what we want for a life. (British Columbia)  

 
“My family and I are mutually supportive.  I give my family some information but I do not 
want to involve them so extensively that they would worry unnecessarily”.  

 

The QOL of people living with schizophrenia is closely connected to the QOL of their family.  They 
understand the sacrifices families make in providing support.  Most recognized the practical and emo-
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tional support of family is critical to good QOL.  They need family to remain hopeful and optimistic 
and not be too quick to judge them.  Many people are more satisfied with their own QOL then their 
families are.  They want families to align their expectations to what they feel they are capable of ac-
complishing while remaining encouraging and supportive.  Many people feel their family places too 
much focus on medication and adherence to treatment.  More appreciation is needed of the social and 
psychological factors, which limit QOL.  People know their recovery will takes time and setbacks are 
possible.  They need family to remain patient and support them in their recovery.  

Not all people experience their families as supportive.  When people find family too critical, unsup-
portive or abusive they withdraw to protect their own mental health.  Sixteen percent feel family 
should not be included in their treatment or be able to speak to their doctor.  In some instances, people 
feel blamed and painfully stigmatized by family.  Contact can worsens their condition.  In this situa-
tion considerable anger and resentment is evident.  Some people have formed their own supportive 
‘family’ network including other people living with mental illness as supporters.  

QOL Barriers For Families 

“For me, he does not have a QOL but he seems most of the time satisfied with his QOL:  He 
does not go out, goes to bed late at night, and his room is upside down. Sometimes he looks in 
despair. I suggest going back to school. At first he agrees but it does not last.” (Quebec) 
 
“I SHOULD worry more about my own mental health, and I SHOULD seek help, but I do 
not.” 
 
“My brother’s doctor will not talk to me, so I don’t know what to do or what to think.” (On-
tario) 
 
“He has nobody but me!” (Quebéc) 
 
“We have made a lot of errors during the three years following my son’s hospitalization be-
cause we did not have access to help and information.”  
 
“My biggest problem is the mix between these mental health issues and drug addiction. I think 
it is extremely important that rehab facilities admit patients who have a mental illness because 
the two diseases are highly associated.” 
 
“I'm extremely over-emotional about this issue and it limits my day-to-day life as it brings me 
feelings of depression and anxiety. I worry about my brother 24/7 and its hard to concentrate 
on my own life and my own goals…..“ 

 

For many families care giving is a demanding and onerous responsibility.  It is often felt as a stressful 
and lonely enterprise.  The criticisms, judgment, and retreat of extended family are experienced as 
painful. The long-term demands, and episodic nature of psychiatric crisis, take an exacting toll on their 
physical, mental and social health.  By their own report, families are providing the majority of support 
people living with mental illness receive.  They have difficulty finding information and help in a con-
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fusing, hostile and often dismissive health care environment.  Sometimes they have to push against the 
wishes of the person with the illness.  The amount of time spent seeking care, advocating for their 
loved ones and providing support bites into leisure time.  An inability to renew and become reinvigo-
rated at times leads to social withdraw and isolation. The totality of care provided, without a break, 
compromises their physical and mental health.  This lack of life-style balance and an inability to meet 

their own needs leaves families feeling de-
pressed, anxious and hopeless.  The uncertainty 
of when a crisis might happen and the lack of 
responsiveness from professional supports leave 
families in a perpetual state of heightened alert.   

Over half of survey participants are parents of 
adult children and they worry constantly about 
who will look after their loved one in the future.  
Care giving also has a negative affect their fi-
nances.  People are reducing their employment 
to provide support and supplement government 
pensions.  Families share in the experience of 
being stigmatized by their own family, friends, 
and health care professionals.  Receiving per-
sonal support to help them cope is rated highly.    

Limitations Are Painful 
Many families are frustrated and saddened by 
what they see as a lack of motivation and self-
initiative on the part of their loved one.  They 
want them to enjoy a better quality of life and 
are troubled by the limitation of the illness.  The 
social isolation and withdrawal, which can ac-

company schizophrenia, leaves families feeling powerless and increasingly responsible for meeting all 
the social and emotional needs of their loved one.  Despite a desire for them to have greater independ-
ence and autonomy, families are intimately involved in the practical day-to-day activities of care.  
They question the capacity of their loved ones to manage their daily affairs, have trouble letting them 
take risks and worry that without their support they will falter and become ill. Some feel the person 
plays a role in their mental illness, choosing not to get well and could do much more to improve their 
QOL.  

Hope For Recovery Is Limited   

Almost all families want to believe recovery is possible.  They want to learn more about how they can 
support it.  Families know that hope and optimism about the future is critical to everyone’s QOL.  Al-
most three quarters of families accept that recovery from mental illness is possible.  But not necessar-
ily for their loved one.  Less than half of families believe recovery is possible and only one third feel 

Consumers 
What Limits QOL 

Important/Extremely Important Caregivers 

69% 
Symptoms of illness 

 90% 

63% 
Unemploy-

ment/underemployment 
 

76% 

62% 
Insufficient Income 

 84% 

62% 
Side effects of medications 

 84% 

59% 
Feelings of depression 

 86% 

55% 
Loneliness & Isolation 

 91% 

48% 
Lack of purpose & meaning 

 87% 

46% 
Hopelessness about the future 

 88% 

41% 
Poor physical health 

 72% 

35% 
Inadequate housing 

 74% 

23% 
Alc. & Drug use 

 73% 

22% 
Police Involvement 

 65% 
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optimistic about their loved ones’ future. Nor do families think professionals hold any stronger a belief 
that recovery is possible.  Families significantly underrate 
their loved ones own sense of optimism.  Many hold a less 
promising view of recovery then the person with the illness 
does.  Yet, they recognize hopelessness as a crucial barrier to 
QOL.  This gap is critical.  People living with mental illness 
are more satisfied and accepting of their QOL life, then their 
families are.  Many have found balance, meaning, and pur-
pose in their lives, despite the limitations of their illness.  
Yet, their families are having difficulty seeing that this is so.  
People living with the illness are asking family to be more 
patient and appreciate the challenges and barriers that they 
face.  They want the same goals as families but are struggling 
with limited resources and the discouragement of the people on whom they rely. 

System Failures 

Families feel that many of their challenges are a result of limitations within the mental health system.  
The lack of timely access to needed services (particularly during periods of crisis) and the unwilling-
ness of health care providers to include them in care are both frustrating and bewildering.  While some 
do not want families involved in their care the majority of consumers, want health care providers to 
have contact with their families.  There is deep anger and frustrations expressed in the way families 
feel disrespected by health care providers at every turn.  Families firmly believe that being able to 
speak with the doctor, and be involved in the treatment planning during periods of illness, would sig-
nificantly improve their QOL.  So would more information to help them understand mental illness and 
its treatment.  The roadblock of ‘confidentiality’ causes heartache and challenges the capacity of fami-
lies to mobilize support. They frequently feel they are being blamed for the emergence of illness.  
They feel they are seen as too involved and overly critical.  Families’ feel unwelcome, unsupported 
and are troubled by the lack of assistance they receive.  Just under half disagreeing or strongly dis-
agreeing, enough is being done to improve QOL for their loved one.  The failure/inability of profes-
sionals to proactively take charge, in the face of serious mental illness, is felt by many families to con-
tribute to an unnecessary worsening of illness.  

Denial, Non-Adherence And Substance Abuse 

Some family members are overwhelmed by the denial of illness by loved ones. The refusal to adhere 
to treatment, and the subsequent decline in the mental status, leads to frequent hospitalizations.  Alco-
hol, drug use, and schizophrenia are a volatile mix.  When alcohol and drugs are involved, there is 
more threat of violence and police involvement.  Homelessness and suicide have been the heart break-
ing result for some families.  These families adamantly want the laws changed to increase control and 
allow for forced treatment.  Combined with other stressors the added element of addictions has a nega-
tive affect on the overall health of the family.  This often leads to increased criticism, family conflict 
and the withdrawal of contact and support.  

People living with mental ill-
ness are more satisfied and 
accepting of their QOL life, 
then their families are.  Many 
have found balance, mean-
ing, and purpose in their 
lives, despite the limitations 
of their illness. 
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8.   What Can Be Done To Improve QOL? 

 
“Be more educated and supportive, compassion and understanding from family is extremely 
important to my current situation with mental illness”.  (Manitoba) 

“Ask us (consumers) what we want, provide finances that would allow me to do more activi-
ties, I like to eat better.” (Saskatchewan) 

“Offer help that is helpful – not what you think is helpful – but what is really helpful” 
“Introduce the support for continuing a successful meaningful recovery.  Have available 
seminars group meetings targeted at Schizophrenia Society. Sharing stories in successful re-
covery. Changes to get involved in mental health awareness.” (Nova Scotia) 

“Government could put together jobs with extremely flexible hours where if the illness inter-
fered you could still keep the job.” (British Columbia) 

“Create more groups where people with these disorders can meet and talk about what they 
experience/have experienced.”  (Quebec) 

“Be understanding, have programs to get people with mental illness working if possible. I 
don't see enough programs like that.” (Manitoba)“I’ve [still] got dreams, but just different 
ones now.” 

 

Implications For Mental Health Services    

There is a high level of agreement between what family caregivers and people living with schizophre-
nia believe will improve their QOL.  Based on the survey results heath care providers need to examine 
pessimistic beliefs about mental illness and adopt a more optimistic and hopeful position regarding the 
capacity for recovery.  Professionals play an invaluable role in people’s lives.  However, there is a 
sense that services provided are often not always aligned with what will people feel will achieve good 
QOL.  Evaluating the success of treatment and support service based on QOL measures, that people 
value would help to shift the focus of care towards preventing the loss of friendships and support the 
involvement of family.  Dealing with stigma, encouraging independence and building community 
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connection will help with recovery.  So will fostering a sense of purpose, worth and belonging.  Rec-
ommendations based on both the consumer and family survey are summarized below.1  

Not Just More - But Different Services 

Overwhelmingly people are not just asking for more treatment and support services but ones that are 
based in hope and a belief in a capacity to recovery.  Reducing symptoms of illness and keeping peo-
ple out of hospital is not seen as good enough.  People are asking for a changed relationship with care 
providers.  They want professionals be more optimistic and not see schizophrenia as a “life sentence”.  
They want to be seen as people first and not treated like a diagnosis.  Professionals need to deal with 
complaints regarding medication so that an optimal approach is used to control symptoms and reduce 
side effects.  This includes teaching people how to use medications to manage their symptoms.  Pro-
fessionals need to listen more and judge less.  Being listened to, treated with respect, having concerns 
addressed, and being included in decision-making will help to build trust and a more meaningful part-
nership.   

Both families and people living with schizophrenia need help in dealing with the multiple losses asso-
ciated with mental illness including grief, stigma, social exclusion and the loss of hope.  People want 
help meeting their own goals – goals that they feel are meaningful.  They want to be active partici-
pants in planning.  They are asking for practical and meaningful help to address housing, employment, 
transportation, and income issues.  They want services that will help build independence and shift the 
focus off the limitation of their illness and on their strengths and capacities.  At the same time people 
living with schizophrenia want professionals to appreciate the burden their illness imposes, the barriers 
placed in their way and to be patient in understanding that recovery takes time.    

Living a healthy and balanced life is core to QOL.  Promoting mental health and fostering the impor-
tance of diet, exercise, community and spirituality in recovery opens up new possibilities.  People are 
asking for help in developing skills in communication and problem solving to support broader main-
stream community participation.  

Remove The Barriers To Work   

Economic uncertainty increases their daily stress and decreases QOL. People are eager to work and 
want to participate to their communities to their maximum capacity.  Government pensions are seen as 
inadequate and structured in ways that creates disincentive to participate in work, school or as volun-
teers. People recognize that the symptoms of their illness, and its episodic nature, make work more 
challenging. They do not want to jeopardize funding for medication or the limited financial stability of 
their pensions by trying to work under the existing rules.  Many families increase the limited finances 
of their loved ones and are placing their own financial security at risk to do so.  Both want government 
to do more to increase financial support, through enhancing pensions, changing existing policies to 

                                                        

1 A Report Card for Consumers and Families based on their QOL measures may serve to assess 
whether these elements are being addressed in care (Included in Appendix A).     
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allow people to work flexibly, and/or funding employment and educational programs that serve as 
bridges to work.   

The availability of peer support programs within the Schizophrenia Societies (Peer Support and Out-
reach, Partners in Education, Unsung Heroes) was identified as important and viable models for ad-
dressing unemployment, building self-esteem and alleviating social isolation.  Peer support workers 
are also an important role model of the possibility of recovery and fostering empowerment.  Expand-
ing the availability of peer support programs will help to build leadership in educating people about 
their illness, coping strategies and understanding the role medications can play in addressing symp-
toms.  

Stigma And Discrimination  

Stigma and discrimination is felt in critical areas of life that are closely identified with QOL.  It is seen 
as a priority issue for the Society to address.  Both families and people living with schizophrenia agree 
they are denied equal funding for services and research, housing and employment.  Both groups feel 
that the failure of governments to act is based in the stigma of mental illness.  People feel that some 
health care providers treat them in discriminatory ways and that their rights are not being respected.  
This includes receiving less quality health care for physical illnesses.  

Families/Caregivers As Partners In Care 

Families play a critical role in supporting people living with schizophrenia.  Being excluded from 
treatment is a source of significant stress.  This compromises QOL for both caregivers and people liv-
ing with the illness.  While some people do not want their families speaking with their doctor the ma-
jority of people living with schizophrenia, want their families to be an active part of their lives.  Health 
care providers need to assess their relationship with caregivers.  They need to develop new strategies 
for addressing confidentiality issues that respects the rights of the individual, and allows families to 
remain connected.  Helping caregivers align their efforts and expectations to support recovery will 
improve outcomes of treatment.  Without this support, families are carrying a heavy burden of care.  
Providing families with support, education, and encouraging them to attend to their own emotional and 
health needs will enhance QOL for people living with schizophrenia.  

Fund Research, Supports And Services 

Both families and people living with schizophrenia want better funding for research to find a cure for 
schizophrenia and improved medications to better control symptoms without negative “mind numbing 
and stigmatizing side effects”, weight gain and tremors.  They want reduced wait times for treatment 
services including access to psychiatrists, one-on one counseling, cognitive and psychological coun-
seling, and dental care.  Both believe that enhancing crisis response services, building community 
supports that are recovery-focused and encourage independence and self-direction, funding for sup-
ported housing and rent subsidies will reduce the frequency of hospitalization and help people can live 
independently and with good QOL within their communities. The inequitable funding for mental ill-
ness treatment, support, and research is seen as discriminatory. 
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9.  The Role of Schizophrenia Societies 

 
“The Schizophrenia Society has been a God send for us. They are very professional, comfort-
ing and caring. They work hard to share the latest developments in health care for those with 
Schizophrenia.” 
 
“SSNL support was the most important support I had during the most serious phase of her ill-
ness, more important than physicians, family etc.” 
 
“Family to Family course was the pivotal moment in my journey. Thanks to BCSS!” 
 
“They have been my lifeline and inspiration.” 
 
“I would never make it without their support. 
 
“I am disappointed that the Society and the other schizophrenia societies do not promote re-
covery, are too illness focused and do not include the consumer voice. Organization is too 
parent oriented and not sensitive to early psychosis families I know. When we moved to Mani-
toba from Ontario we found MSS to be so refreshing and hopeful and inspiring. Mr. Sum-
merville ‘gets it’!” 
 
“I find their newsletters pessimistic.” 
 

The majority of people who participated in this survey use, or has used, the services of the Society.2  
The Societies across the country are seen as invaluable supports that have been a “lifeline”.  The pro-
vision of timely and accurate information about schizophrenia is particularly important early in the 
illness.  People have accessed educational programs, crisis and counseling services, support groups, 
using the library and website, reading the newsletter, attending workshops and conferences.  Providing 
visibility, hopeful messaging and a strong public voice on schizophrenia is seen as invaluable. For 
families ‘Families Helping Families,' ‘Strengthening Families Together,' ‘8 Stages of Healing’ and 
‘Journey of Hope’ programs was frequently mentioned as a critical source of information and support 
that helped make sense of the illness.  Help in navigating the mental health ‘system’ is seen as critical 
particularly during periods of crisis.  Providing programming for people living with schizophrenia is 
highly valued, especially those that provide employment and volunteer opportunities, self-acceptance 
and social engagement that bridge people to the broader community.  Taking on a volunteer leadership 

                                                        
2 70% families, 59% consumers use the services of the Society. 
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role within the Societies helps to lessen loneliness and isolation.  It build self-esteem helps people find 
purpose in the illness.  They feel more empowered in dealing with the system’s inadequacies.  The 
role of the Societies in advocating with government and treatment providers gives people a sense of 
hope that things will improve.  

Some Societies were identified as being less ‘consumer friendly’ and too pessimistic in their messag-
ing.  Access to the Society is not universal.  Some survey participants are unfamiliar with the Society, 
or it is not available in their communities.  This is particularly true in remote and rural communities.  
The cost of programs and lack of transportation were noted as barriers to participation.  The absence of 
culturally relevant and language specific resources was seen as a barrier.  It is also recommended that 
the definition of ‘family’ be broadened to include caregiver resources to support friends, siblings, and 
adult children.  There is an expressed desire to see greater involvement of people living with schizo-
phrenia within decision-making structures of the Society.  

What consumers say…. 

“We are all equal.” 
 
“People with mental illness are no different then everyone else – we want the same things. 
They are our neighbours, daughters, mothers, fathers, sons.”  
 
“My life is just like anyone else’s.  We all need help in different areas.” 
 
“The illness is not you – it is just a part of you.”   
 
“With support people with schizophrenia can become part of society.” 
 

Key Messages For The SSC 

People who use the services of the SS are very satisfied and want to see services expanded.  They want 
the Societies to advocate on their behalf and promote a message that QOL should be better and must 
become a shared concern.  QOL means having friends, a job, financial security, quality care, a say in 
treatment, good health, a balanced lifestyle and opportunities to contribute to community free of dis-
crimination.  Being hopeful, holding a belief, that recovery is possible, having a sense of peace and 
contentment and living a life of meaning and purpose are the emotional measures that comprise QOL.  
Considering the survey findings the key messages the SSC needs to convey on QOL include:  

Hope, Optimism & Recovery Are Key Messages    

o Make SSC a beacon promoting a message of hope, and optimism that recovery is possible.  

o Align the language and messages of Schizophrenia Societies to reflect a positive, recovery focus. 
Remove negative language such as suffering, burden, limitation, devastation affliction, chronic, 
disabling...  

o Advocate for changes within the health and mental health care system to align supports and serv-
ice to make recovery the goal and improving QOL as the outcome measures.  
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o Promote the use of QOL measures that are meaningful to families and service users, as a central 
component of program evaluation. 

o Develop educational resources on how to support recovery at an individual and family/caregiver 
level.     

o Create more recovery-focused consumer supports that provide: peer support, promote employ-
ment, teach skills for controlling illness, promote healthy living, coping skill, communications, in-
dependent living.  Provide volunteer leadership opportunities.  

o Hire people living with schizophrenia to deliver recovery-focused programs. 

Emphasize Social Inclusion   

o Develop educational resources on the importance of friendships and strategies for keeping them 
involved.   

o Provide leadership opportunities and promote the value of peer support in enhancing self-esteem 
and minimizing self-stigma. 

o Expand social and recreational opportunities through the Societies that serve as a bridge to the 
broader community.   

Address Stigma And Discrimination 

o Address stigma and discrimination - humanize schizophrenia by promoting personal stories of the 
challenges and the triumphs of the illness.  

o Strengthen the voice of people living with schizophrenia in decision-making within the Societies.   

o Frame educational materials to reduce the potential for stigma by normalizing schizophrenia as 
part of the human condition – not a devastating disease of the brain. 

o Target the public, police, government, health and mental health care providers, neighbours, and 
employers for education on discrimination.   

o Use contact strategies to ‘normalize’ schizophrenia and address the myths of incompetence, inca-
pacity and violence.  

o Partner with the Mental Health Commission and other stakeholders to develop policies, programs 
and practices to remove discrimination.   

o Address common myths of violence and unpredictability, incompetence and incapacity.  Reinforce 
message that schizophrenia is not a progressive and incurable disease.  Correct the belief that peo-
ple with schizophrenia live lives full of despair. 

o Promote the importance of rights protection. Collaborate with the Human Rights Commission.  

Support Families As Partners In Care  

o Work the MHCC and stakeholder groups such as Canadian Alliance for Mental Health and Mental 
Illness to develop Best Practice Guidelines on the inclusion of families/ caregivers in care as core 
elements of professional competency.   
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o Emphasize importance of self-care for families and its positive affect the mental health of the per-
son with the illness.  

o Support families in finding a balance between providing supports and fostering independence 
through aligning their efforts to recovery goals. Encourage families / caregivers to pursue their 
own recovery goals.  

Advocacy To Maximize QOL  

o Advocate for the development of a recovery-oriented system.    

- Promote importance of recovery-oriented services built on a partnership relationship with con-
sumers and family/caregivers. 

- Advocate for the inclusion of QOL program evaluation measures aligned with identified priorities: 
employment, social engagement, purpose and meaning, illness self-management, and 
empowerment as benchmarks for measuring treatment success.  

o Make employment a priority.  

- Develop employment opportunities within the SS including peer-support and peer leadership pro-
grams. 

- Advocate for policy changes at the Federal and Provincial to remove the barriers to employment 
and enhanced funding for education and training.   

- Promote flexible employment models. 

o Advocate for subsidized housing and/or rent supplements with supports to maximize independence.  

 

Recommended Next Steps 

Share results  

This survey provides important information on what QOL means to people living with schizophrenia 
and their families.  Developing a strategic plan for distribution within the Society, media, amongst 
broader stakeholder groups is important.  This includes targeting health and mental health care provid-
ers, policy planners and program funders.  Providing opportunity to discuss the findings within the 
Society will help to increase message uptake.  A simplified version of the report, using plain language, 
will increase accessibility of the findings to a broader audience.   

Develop resources  
The survey reveals there is considerable interest in understanding how best to support recovery and 
enhance QOL.  Consideration of how the survey findings can translate into educational supports and 
services may be valuable.  The identified importance of volunteering and value placed on peer-based 
supports opens up interesting possibilities for the Societies.  By mobilizing the resources of its com-
munity, the Society can better deliver recovery-focused supports, education, and advocacy while pro-
viding valuable leadership roles that model recovery principles.    
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Survey gaps 
This survey did not adequately capture the opinions and needs of people with early episode psychosis.  
Nor did it successful reach the Aboriginal community, people who are living in institutional settings or 
are homeless.  A more targeted approach to engaging these important communities may be necessary.     
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10. Appendix - QOL Report Cards   
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CONSUMER QOL REPORT CARD Rating In place Needs work N/A 

BELIEFS WHICH SUPPORT QOL 

Having a sense of peace & contentment (94%)    

Feeling safe in home/community (93%)    

Seen as a personal with strengths (92%)    

Optimistic about the future (90%)    

Feel a sense of belonging (89%)    

Feel accepted by family (84%)    

Believe recovery is possible (75%)    

MENTAL HEALTH TREATMENT SUPPORT & QOL - access to supports 

Psychiatrist (81%)    

Community-based services (81%)    

Hospital admission if required (77%)    

Feel enough support is in place (76%)    

Access to crisis support services (72%)    

Professionals believe recovery is possible (71%)    

Psychologist/Counsellor (67%)    

Physical health needs are met  (46%)    

QUALITIES OF PROFESSIONAL RELATIONSHIP & QOL 

Positive relationship with professionals (89%)    

Feel trust in professionals *    

Feel listened to and respected *    

Treatment supports recovery goals *    

Included in treatment decisions *    
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CONSUMER QOL REPORT CARD Rating In place Needs work N/A 

Supported during crisis *    

Independence is encouraged  *    

SOCIAL & COMMUNITY SUPPORTS & QOL 

Involvement of friends (92%)    

Have hobbies and leisure activities (90%)    

Access to affordable housing (89%)    

Supportive family (87%)    

Good relations with neighbours (79%)    

Paid work (71%)    

Peer-based support (69%)    

Romantic partner (61%)    

School/training (56%)    

Group/team involvement (56%)    

Volunteer work (51%)    

Religious/ spiritual involvement (50%)    

FAMILY/CAREGIVER SUPPORT & QOL 

Caregivers are hopeful (81%)    

Caregivers feel optimistic (73%)    

Caregivers know how to support recovery (71%)    

Caregivers understands illness (67%)    

Caregivers believes in recovery  (67%)    

Caregivers given support to cope (61%)    

Caregivers included in planning (58%)    
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This report card was developed based on a SSC survey identifying what people living with schizophrenia believe 
are quality of life measures that matter. The percentages are ratings of items important or extremely important to 
their QOL. *  Measures were identified through survey and focus groups.  
 

CAREGIVER QOL REPORT CARD Rating In place Needs work N/A 

BELIEFS WHICH SUPPORT MY LOVED One’s QOL  

Feel safe in their home/ community (96%)    

Are seen to have strengths & abilities (96%)    

They feel peace & contentment (95%)    

They feel a sense of belonging (95%)    

They are optimistic about the future (92%)    

They find meaning in their illness (86%)    

They feel accepted by family (84%)    

They believe recovery is possible (75%)    

MENTAL HEALTH SERVICES NEEDED TO SUPPORT QOL  

Access to medications (95%)    

Psychiatrist (91%)    

Family doctor (91%)    

Hospital admission if required (89%)    

Community-based services are available (87%)    

Dental care (83%)    

Psychologist/Counsellor (82%)    

Crisis support services (72%)    

Physical health needs are met  (72%)    

WHAT CAREGIVERS NEED FROM PROFESSIONALS FOR QOL 

I receive information about illness (94%)    

There is a positive relationship between loved one & 
professionals (92%)    
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CAREGIVER QOL REPORT CARD Rating In place Needs work N/A 

I have information about recovery (92%)    

I can access support during a crisis (90%)    

I can speak to the doctor about treatment (88%)    

I am included in planning decisions  (85%)    

I get support to help me cope (85%)    

Medication concerns are dealt with *    

SOCIAL & COMMUNITY SUPPORTS NEEDED BY LOVED ONE 

An adequate income (96%)    

Have hobbies and leisure activities (90%)    

Access to affordable housing (90%)    

Supportive family (87%)    

Good relations with neighbours (83%)    

Paid work (74%)    

Friendships in community *    

Work-based friends (71%)    

Group/team involvement (63%)    

School/training (63%)    

Religious/ spiritual involvement (54%)    

Peer-based supports (53%)    

Romantic partner (53%)    

WHAT FAMILY/CAREGIVERS NEED FOR THEIR QOL 

Maintaining my own mental health  (97%)    

My family/spouse is involved & supportive (91%)    

I am able to work/volunteer  (84%)    



SCHIZOPHRENIA SOCIETY OF CANADA                                                    QUALITY OF LIFE SURVEY 
 

 
Prepared by Neasa Martin      45/47                                    January 2009 
 

CAREGIVER QOL REPORT CARD Rating In place Needs work N/A 

I am optimistic about my future (73%)    

I know how to support recovery (71%)    

I have information to understand illness (67%)    

A break from care giving to improve my QOL (63%)    

I receive support to help me cope (61%)    

 
This report card was developed based on a SSC survey to identify what families of people living with schizophre-
nia believe are quality of life measures that matter. The percentages are items rated as important or extremely 
important to QOL. * Measures were identified through survey and focus groups.  
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