
  



Faced with declining membership, reduced funding, a rapidly changing mental health 

environment, evolving science and internal organizational challenges the Board of 

Directors of the SSC undertook a broad environmental scan to inform its strategic 

planning.  Guided by the SSC Advisory Committee of board members, service users, 

and family members from across the country a three-step process was used to 

understand the changing science, emerging trends and to identifying the SSC’s 

organizational strengths, weaknesses, opportunities and threats. An anonymous public 

survey was undertaken to test out emerging themes and help set direction.  This review 

process was undertaken by Neasa Martin, an independent mental health consultant, 

using an iterative planning process to build understanding and agreement.  Presentations 

were made to the SSC Board following completion of each of the review elements. A 

presentation was made to Society members at the national conference in Halifax in 

October of 2016.  The SSC Environmental Scan Report was approved by the Board of 

Directors on August 8, 2018. 

 

This presentation can be found on the SSC web site at www.schizophrenia.ca .  

Requests for copies can be made by calling 1-204-786-1616.   



Historically the SSC was started in 1979 by Bill Jefferies in Toronto, Ontario as an 

advocacy voice for family members.  Within a year each province had a provincial 

schizophrenia society. 

 

The SSC has evolved to include a broader ‘family’ including people living with 

schizophrenia and psychosis, their caregivers, friends and people who deliver supports 

and services.   There was a clear sense from the majority of participants in the 

environmental scan that the SSC should provide a broader tent.  Less than 6% of people 

think it should serve only family members.  The SSC is no longer just a organization 

focused exclusively on being the ‘voice for families’.  Our main focus is to align our 

resources to improve the recovery and quality of life outcomes for people living with 

schizophrenia and psychosis. This requires working with a broad range of stakeholders - 

including families.  This evolving shift towards broader inclusion has been a point of 

conflict for a small but vocal number of family members within the schizophrenia 

movement who feel the SSC is failing its mission by broadening its membership and 

message.  However, a strong majority of those participating in the scan agree with this 

shift and believe the tent should be expanded.    



Despite significant gains in elevating public interest and engagement on mental health 

issues, schizophrenia remains poorly understood, under addressed, and highly 

stigmatized. Underfunding of specialized mental health services, unequal access to 

supports and services, social exclusion, pessimism for recovery, and persistent false 

beliefs of chronicity, dangerousness and incompetence rob people living with 

schizophrenia and psychosis and their families of hope for the future. We will make it 

our mission to change this.   



The SSC is committed to changing the way we understand and engage people living 

with schizophrenia and psychosis. But we can not do it alone. Going forward we will 

focus our energies on inspiring hope, promoting the belief that recovery is possible, and 

advocating  for recovery-oriented and person-centered services. We will educate people 

on the changing science and treatment of schizophrenia and psychosis (since 1979) 

which is opening up new hopeful possibilities. We will listen carefully to our members 

and provincial partners to better understand their issues and concerns. We will empower 

people by providing accurate information, valued tools, and resources that strengthen 

self management and promote recovery.  We commit to creating a bigger tent where all 

Canadians affected by schizophrenia and psychosis will feel valued and welcomed.  We 

will broaden our influence by strengthening our partnerships with our members, service 

providers, and allied groups around shared concerns.  The SSC will use its resources to 

amplify this voice and speak up for change.  

 



A part of our environmental scan included undertaking a review of the emerging trends 

in the science of schizophrenia and psychosis and its management.  Despite decades of 

research no gene, or single cause of schizophrenia has been identified.  Finding a 

biological mechanism to support schizophrenia as a ‘brain disease’ also remains 

complicated. Within the DSM 5 it is now referred to as Schizophrenia Spectrum 

Disorder and other Psychotic Disorders.  This reflects a shifting belief that 

schizophrenia is most likely multiple disorders with different causes and varied 

outcomes. While schizophrenia remains rare (1 in 100), 3% of the population will 

experience psychosis. The advent of preventive thinking has required a shift in the way 

schizophrenia and other psychotic disorders are viewed. Rather than seeing them as 

having inevitably poor prognoses with deterioration in social and functional outcome as 

the norm, more recent thinking backed up by evidence from large international 

studies views the course of these disorders as much more fluid and malleable. 

Early Episode Psychosis Clinics are reluctant to use the word “schizophrenia” in part 

because it is often unclear who may go on to experience greater disability.  While 

receiving a diagnosis can be reassuring by helping to explain and understand what has 

been happening.  It also carries with it significant stigma that can result in 

discrimination and people downgrading expectations.  Schizophrenia is frequently 

thought to be a chronic, progressive and disabling illlness which can only be managed 

symptomatically.  The result is a very focused attention paid to avoiding adverse events 



like use of emergency services, hospitalizations, etc. through medication.  Early intervention and 

new approaches to treatment can both prevent and mitigate symptoms of psychosis and are a 

cause for greater optimism.   Through epigenetic studies we now know that external or 

environmental factors can changes or influence gene expression, and that these changes can be 

inherited.   Childhood trauma, abuse, poverty, and neglect all increases risk.  Social factors also 

play a contributing role - poverty, exclusion, bullying, substance misuse, PTSD, immigration, 

racisms etc can all increase risk of schizophrenia and psychosis.   

   

Medication is valuable in reducing distress and managing acute episodes of illness. However, 

biological treatments  alone are not found to be sufficient for many peoples’ progress towards 

personal recovery. Psychological suuport services such as supportive psychotherapy, cognitive 

behavioural therapy and neuro-cognitive retraining are proving valuable in managing one’s 

illness and preventing relapse.  However, these treatments are broadly inaccessible which 

contributes to chronicity. We can enhance options by promoting the efficacy of a broader range 

of supports and services.   

 

Mental illness happens within the context of a family – not just the individual. It must be noted 

that family education and meaningful involvement in a loved ones recovery journey is very 

impotant. Often seen as “hidden victims,” familes can become “visible healers.”  Too often 

mental health services focus on the person living with a mental illness at the expense of the 

family’s over-all own mental health and the health of other family members. Families themselves 

are on their own recovery journey in dealing with grief, depression, anger, hopelessness, and 

isolation. 

 



With early access to comprehensive treatment the long term prognosis for people living 

with psychosis is promising.  What makes Early Intervention Services (EIS) for 

psychosis unique is the use of a collaborative care approach using a multi-disciplinary 

team resulting in easy and rapid access, intensive follow-up with emphasis on patient 

engagement and continuity of care, and a range of integrated evidence-based 

psychosocial interventions. The focus of care is less on diagnosis and more on building 

a respectful, trusting, and collaborative partnership with clients and their caregivers.  

Seeing people's strengths, working with them to achieve their recovery goals and 

providing opportunities for shared decision-making strengthens engagement. Offering 

support that builds insight and tools that foster personal responsibility and self 

management helps to strengthens a sense of personal empowerment and affords people 

the dignity of risk (without abandonment) central to human growth. Emphasis is placed 

on encouraging and supporting people to maintain or develop their social, educational 

and vocational goals.  This approach supports personal recovery.  However, EIS is an 

underfunded and hard to access service across the country.   

 

Working in collaboration with the Canadian Consortium for Early Intervention in 

Psychosis (CCEIP), the SSC will work hard to promote this approach and advocate for 

equitable funding as well as the development of a fidelity scale through further research 

in helping programs attain and maintain the best standards of early intervention.   



Through our review we found there is clear support for broadening the messaging on the 

causes of schizophrenia and psychosis and the diversity and variety of treatment 

options.  81% of survey respondents feel this is an important priority.  This opens 

options for addressing environmental factors which can be changed like bullying, 

racism, poverty… including the impact of colonialism on indigenous people and the 

trauma of immigration and being a refugee will help to increase the SSC relevance and 

attractiveness to a broader diversity of Canadians. Epigenetics explains the interplay 

between genetic, social and environmental factors that contribute to illness.   This new 

information suggests the need for a broader understand-ing and treatment approach to 

schizophrenia and psychosis by addressing the biological, psychological, spiritual, 

social and environmental dimensions of people's lives. 

 



Across our stakeholder interviews and online survey there was a strong endorsement for 

making the promotion of recovery a strategic priority.  Adopting a recovery-oriented 

approach is recognised as an important tool for achieving service and system 

transformation.  It requires a shift in messaging to a more holistic understanding of 

mental illness including the importance of hope and an expectation that everyone can 

live a satisfying and contributing life even if there may be ongoing limitations from 

mental health problems and illness.  It is supported by having access to treatment 

services that are collaborative, support choice and engage people as trusted partners.  A 

recovery-oriented approach rests on two pillars: 1) Recognising that each person is 

unique with the right to determine his or her own path towards mental health and 

wellbeing.  2) Understanding that we live in complex societies where many intersecting 

factors (biology, psychology, social, economic, cultural, and spiritual) have an impact 

on mental health and wellbeing.  Family, friends and community play a critical role in 

supporting recovery and the SSC will focus on developing tools to build that support.   



Educating people on the cause and management of schizophrenia and psychosis is a 

high priority for the SSC and was a consistent priority across the environmental scan.  

There is also strong support for broadening educational tools in promoting recovery and 

mental health and well-being. 94% of survey respondent think the SSC and should be 

one of the top four priorities for action.  Promoting mental health is important 

/extremely important.  The emergence of the positive psychology movement is offering 

a deeper understanding of mental health and providing vital tools for enhancing 

resilience and psychological health. The recovery research is affirming that focusing on 

mental health and well-being can help people to thrive even in the presence of 

symptoms of mental illness.  People with broader social and occupational engagement, 

resilience and supportive families have better recovery outcomes. 



People with a mental illness can experience positive mental health. ‘Mental health’ and 

‘mental illness’ are increasingly being used as if they mean the same thing, but they do 

not. Everyone has mental health, just like everyone has health. As the World Health 

Organization famously says, “There is no health without mental health.” In the course of 

a lifetime, not all people will experience a mental illness, but everyone will struggle or 

have a challenge with their mental well-being (i.e., their mental health) just like we all 

have challenges with our physical well-being from time to time. 

 

When we talk about mental health, we’re talking about our mental well-being: our 

emotions, our thoughts and feelings, our ability to solve problems and overcome 

difficulties, our social connections, and our understanding of the world around us. A 

mental illness is an illness the affects that way people think, feel, behave, or interact 

with others. There are many different mental illnesses, and they have different 

symptoms that impact peoples’ lives in different ways. 

 

Just as it’s possible to have poor mental health but no mental illness, it’s entirely 

possible to have good mental health even with a diagnosis of a mental illness. With the 

right supports and tools, anyone can live well—however they define well—and find 

meaning, contribute to their communities, and work towards their goals. 

 



82% of our over 736 survey respondents identified as Caucasian. The voices of men, 

people of colour, francophones and youth are not reflected.  This is also reflective of 

who is currently accessing the supports and services of the Societies across the country.  

External stakeholders expressed concern that emphasis on a western medicine biological 

model of understanding of schizophrenia does not reflect the diversity of way people 

from different cultural groups understand and explain mental illness.  Experiences of 

colonization, racism, poverty, homophobia, trauma, substance misuse, bullying 

exclusion, inequality etc. are important risk factors for schizophrenia and psychosis. 

Broadening our messaging to reflect these factors will be important to if we want to 

reflect the emerging science and attract a broader diversity of members. Being diverse 

includes being a relevant to people of all cultures, genders, ages, sexual orientation, 

beliefs, and values. This is often referred to as  being “culturally safety.”     



Stigma towards people living with schizophrenia and psychosis and their families is 

significant.  Increasing attention is being directed at fighting the inequalities, stigma and 

discrimination towards people living with schizophrenia and psychosis by focusing on 

social justice and human rights. This includes addressing poverty, equitable access to 

treatment and supports, employment and reduced education, strengthening support to 

achieve self-reliance, social inclusion, reduce criminalization, violence and 

homelessness. Systemic racism, sexism, homophobia, colonialism play a contributing 

role in mental illness and intensify discrimination. 

  

The Canadian Government is a signatory to the United Nations Declaration of Disability 

Rights. Many of the defined rights have yet to be actualized in Canada. Canada is a 

signatory to the United Nations Declaration on the Rights of Disabled Persons. This 

includes the right to medical, psychological and functional treatment, social 

rehabilitation, education, vocational training and rehabilitation, aid, counselling, 

placement services and other services which will enable them to develop their 

capabilities and skills to the maximum and will hasten the processes of their social 

integration or reintegration. The disabled have the right to respect for their human 

dignity, to enjoy a decent full life, social security, safety, and freedom from 

discrimination. 83% of survey participants want this to be a focus for the SSC. 

 



Strengthening partnerships was a consistent theme across internal and external 

stakeholder interviews.  Current financial and human resource limitations make 

collaboration with others working on common issues as a critical means of expanding 

the influence of the SSC.  84% of survey participants also agreed that partnership and 

collaboration on national issues should be a key priority. 83% feel addressing 

inequalities from a human rights perspective is a priority.   Some respondents 

recommend engagement at a provincial, regional and local level with government, 

planners, emergency and police services and front-line hospital staff, mental health 

service providers and community agencies. This is beyond the national mandate but are 

important targets for the provincial schizophrenia societies across Canada.  Building 

national visibility and momentum can help support this local grass roots work.  Some 

examples include: working with human rights, social justice, anti-poverty groups, and 

with organizations such as the Mental Health Commission of Canada, the Canadian 

Consortium for Early Intervention Psychosis, the Canadian Mental Health Association, 

the John Howard Society, the Elizabeth Fry Society, the Canadian Alliance on Mental 

Illness and Mental Health (CAMIMH), etc.   



It is well documented that mental health care funding falls far short of the financial 

commitment made by governments to support physical health. Mental health must be on 

parity with physical health. The burden of mental illness must be reflected and 

addressed.We see this as systemic discrimination.  The SSC will pursue parity in 

funding to reflect the burden of illness.  However, it can not be ‘treatment as usual’. 

‘Treatment as usual’ must be replaced by a transformed mental health system. We also 

seek funding for a broader range of supports and services that enhance recovery and 

prevent illness disability.    There are also important health factors that support 

wellbeing referred to as the social determinants of health:  access to treatment and 

support, housing, safe communities, childcare, adequate income, freedom from 

discrimination, access to education, work and transportation…. The SSC will work with 

its allies and partners to push for funding of the determinants of health as good business 

and as essential to comprehensive care. There is no recovery (quality of life) without 

social inclusion! 



The fundraising literature provides valuable insights into how to engage donors. We are 

operating in a highly competitive environment with more players seeking mental health 

dollars from the same donor base.  Creating clear, consistent messaging across the 

societies is critical for fundraising success.  Offering compelling positive personal 

stories that align to our mission and demonstrate the good their contribution makes 

engages donors.  It is also the most effective way of reducing the stigma that supports 

discrimination.  Engagement with our membership and our supporters needs to be 

ongoing and build a long-term relationship with donors.   

 

At the same time the SSC can reshape the public and service providers understanding of 

schizophrenia and psychosis by sharing stories of hope and recovery.  This is called 

“contact based education.” Stigma and discrimination actually increased when there is 

an public educational emphasis placed on a biological understanding of schizophrenia 

as a genetically-based, chemically mediated brain disease. Emphasizing chronicity and 

schizophrenia as progressive and disabling disorders requiring life-long use of 

medication is not true of everyone experiencing schizophrenia. Reserach studies on 

stigma reduction indicate that such a narrow and limiting message does not reduce 

stigma.  Focusing on what enhances resilience, engagement, citizenship and what helps 

to improve treatment outcomes from a broad perspective is both reflective of the 

emerging science and serves as an antidote to pessimism.  The SSC will work to change 

the stories told and images used to represent schizophrenia.   



The SSC is entrusted in playing a critical role in capturing and amplifying the issues and 

concerns of people living with schizophrenia and psychosis and their family and 

caregivers in order to influence policy and funding decisions and shape public 

perception and the practice of the mental health and support service system. Creating 

strong collaborative partnership with its provincial partners is an important pathway for 

connecting grassroots issues to national policy, planning and funding activities. By 

listening carefully the SSC can also learn about best practice resources and share them 

across the network, identify gaps and develop needed tools to support the network in 

delivering the best resources possible.  



Much has changed since the formation of the Societies in 1979.  Over this time there 

have been historical divisions between the SSC and the provincial Societies.  The 

survey and stakeholder interviews reveal that there is a greater level of agreement on 

core ideas such as expanding the Society beyond a family voice, the value of promoting 

recovery, hope and optimism, broadening the messaging on understanding and treating 

schizophrenia and psychosis and the importance of including mental health and 

wellness.  Most people agree with adopting a broader focus on the social determinants 

of health and applying a human rights and social justice lens to advocating for equity 

and access to recovery-focused services.   A small but vocal number of family members 

have created divisions  withinthe movement that cause a loss of momentum and 

undermine influence with government.   The SSC has its own area of responsibility that 

is unique and different from the provinces.  It’s work will be strengthened by building a 

stronger partnership withthe provincial Societies based upon mutual respect and shared 

interest.  To be successful, less attention must be paid to the vocal few and more to the 

majority of interested stakeholders.   



Ongoing conflict between Ontario, BC and the SCC has been adistraction and a cause 

for concern. For example recent presentations by these provinces to the Government of 

Canada creates confusion and weakens political influence. Results of the environmental 

scan show consistent agreement across Canada on core issues like:  expanding 

membership to include people with lived experience and those who provide care, 

adopting a recovery approach to messaging, increasing diversity and broadening 

framing to reflect the diverse beliefs and pathways that contribute to schizophrenia and 

psychosis, broaden educational tools to include recovery-oriented practice, self-

management and mental health and well-being tools, adopting a human rights and social 

justice approach to address inequality in access to the social determinants of health.  

The SSC has a mandate that is different from the provinces. Taking care to respect 

jurisdictional boundaries and improving reciprocal communication with strengthen the 

Society as a whole. Where agreement is high the SSC is strengthened by working with 

its provincial partners.  While achieving consensus is desirable it is not essential for 

SSC to move forward on issues of priority and within national jurisdiction.   



The SSC is a national organization responding to national issues.  We will continue to 

add our voice to national policies around issues of importance to our members.  The 

provincial societies are responsible for addressing mental health care policy at the 

provincial, regional and local level. With good policy documents and educational tools 

on critical issues facing those living with schizophrenia/psychosis and their familes, the 

provinces can use this visibility andresources to influence change.  For example peer 

support and family navigators are increasingly recognized as an essential best practice. 

However, a lack of funding for important peer support limits its uptake.    
 



Stakeholders are looking for broader access points to the resources of the SSC.  The vast 

geography of Canada makes access to information and support difficulty.  E-Mental 

Health (the use of the internet and technologies)  and social media offers exciting 

opportunities for sharing support and creating an open dialogue with our members. The 

SSC will consider ways to use E-Mental Health to broaden its reach.  



The result of the environmental scan provides a clear mandate to the SSC.  People see 

its value and want action! 

 

The need to convey a clear understanding of who the SSC represents, serves, and wants 

to influence was an identified priority amongst internal and external stakeholders.  

Setting a few agreed priorities was seen as essential in focusing its limited resources and 

achieve impact.  As a national organization the SSC’s primary focus is on education 

around schizophrenia, psychosis andrecovery, influencing policy and practice decisions 

by connecting community needs to national decision-making.  The SSC can help to 

track emerging research and treatment trends, identify issues, gather together and share 

best practice resources from across the country and internationally and by develop new 

tools and resources that can be shared nationwide.  Support and service delivery, 

engaging provincial and regional governments and working with service providers and 

community supports remains the dominion of the provincial societies.  This work can be 

strengthened by national policy documents and educational tools.  The SSC can 

continue to be a trusted voice on national issues and advocate for actions that will 

improve lives.  

 



What do we do with what we have learned from the environmental scan through a 

literature review, stakeholder interviews and public survey? The next steps......? 

  

It has been suggested by many that the mission of the SSC is not the same as the 

provincial schizophrenia societies. Currently all schizophrenia societies across Canada 

share the same mission statement.  Does that statement adequately and correctly state 

the role of the SSC as a national organization engaged in advoacy and influencing 

public policy? SSC may consider creating a new mission statement that more accurately 

and more adequately reflects its national role. The current mission statement 

appropriately fits the on-the-ground work the provincial schizophrenia societies across 

Canada do.  

 

 



Organizations that do not evolve with changing times face extinction.  This 

environmental scan provides clear sense that the road the SSC is on is a valued one.  It 

is time to reinvent, renew and revitalize the Society to make it more open and inclusive. 

Changing the narrative around schizophrenia and psychosis, working to remove the 

barriers to inclusion and fighting for what are legitimate but unmet rights will improve 

quality of life and will be our priority.  Our strength will be our partnerships - with our 

members, our stakeholders, our government and our community partners.  Are YOU 

with us?  

 

When you're finished changing, you're finished.“  -Benjamin Franklin 

 

It is not the strongest or the most intelligent who will survive but those who can best 

manage change. --Charles Darwin 

 



  



  


