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Drawing a bigger circle:
Lessons from research

I would like to thank Jeff for inviting me to speak with you today.  Jeff and I 
met during his travels to Canada on the Churchill Fellowship.  At the time I 
was working as an advisor with MHCC on developing a national strategy to 
reduce stigma and discrimination. Both Jeff and I shared an impatience at 
the slowness of change and a deep sense of incredulity around the 
intractability of stigma and the continuing social exclusion and discrimination 
people living with mental health problems endure.  Despite considerable 
effort around the world there has been too little traction in realize the 
fundamental human right of living healthy, satisfying and productive lives 
within a welcoming community. 

On this issue I am not a neutral observer.  Mental illness has been a 
continuous part of my life.  As a daughter, sibling and from a personal 
perspective. I know too well how untreated mental illness, complicated by 
substance abuse, casts a long shadow over ones life. I understand how easy 
it is to  feel a sense of brokenness and fear that mental illness may bee ones 
genetic destiny.  For over 25 years I have also worked as a mental health 
professional seeing first hand how supports and services fail to foster hope, 
optimism and belief in recovery or are misaligned in helping people maintain 
their friendships, kinships or foothold in the world of work.  

For the last seven years I have worked as a consultant at the federal level 
trying to find critical points of influence and change.  What is clear is that the 
transformative change that we want and need requires a new paradigm in 
thinking.  We are embarking on an exciting journey in Canada.  By nature I 
am optimistic.  Enhancing social inclusion will require untangling a Gordian 
knot of interconnected issues, of carefully considering our own beliefs about 
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What does research tell us?

SLIDE 2 – WHAT DOES RESEARH TELL US

Analysis of the research and grey literature, consultations with program and 
research experts, stakeholder survey, cross Canada consultations, research 
plenary… QOL survey…

S&D are the biggest barriers to Social inclusion

Stigma is an overarching term – many variables 

“A mark of shame, disgrace or disapproval.”

Is culturally defined and socially imposed

Consumers experience stigma as disrespect and a barrier to social inclusion

Three inter-related problems : (Corrigan)

Lack of knowledge � (ignorance)

Negative attitudes  � (prejudice)

Excluding/avoiding behaviours � (discrimination)

Three variants:

Health-related stigma (based on specific condition - MI)

Self-stigma (internalized, self-limiting)

Courtesy Stigma (families, mental health care providers)

Stigma builds on:
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Decade of the Broken Brain

SLIDE 3 – DECADE OF THE BROKEN BRAIN

Mental health literacy approach appears to be misaligned with current 
research for reducing stigma and discrimination.  However there may be 
complimentary strategies with areas of intersection 

Core messaging

Goal is to raise awareness of MI 

Teaching signs and symptoms 

Emphasis is on potential risk of morbidity, disability and mortality

Rooted in Western bio-medical disease model – neuro-scientific attribution of 
illness, 

MI are genetically-based - broken brain 

Illnesses like any other - not your fault

Encourages help seeking (see your doctor)

Treatment (medications) helps

In USA decades of tracking public opinion

Mental Health literacy is improving but stigma and discrimination is 
growing 

MHL approach is thought to increase - not reduce stigma

Public more accepting of biological, genetic basis of mental illness

Better able to recognize signs and symptoms of mental illness
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Schizophrenia -
“Kiss of Death Diagnosis”

SLIDE 4 - KISS OF DEATH DX

Dx Labeling process increases 

Dx can bring relief - make sense of confusing experiences

Particularly if it is felt to be biologically based

Useful to clinicians and researchers

Chris Summerville describes schiz as “Kiss of Death Dx”

“The Diagnostic and Statistical Manual-IV, the standard for diagnosis of 
schizophrenia and other mental illnesses, describes the illness with such 
dark and devastating language that you may feel any hope you have for your 
ill family member are based in delusion.”

DSM – pathology-based – Focused on symptoms and disability

Places the locus of control outside the person and into the hands of 
professionals

Encourages an over emphasis on medications, compliance and avoidance of 
risk

Seen as reductionistic - hx trauma or abuse not factored

Not recovery focused

Validity and reliability of dx process is being questioned 

$$$ - Search for genetic marker - not found
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Impact of Media 

SLIDE 5  - IMPACT OF THE MEDIA

Media has played a significant role in linking violence, incompetence and 
mental illness

Although reporting is improving

Otto Wahl - 1 in 4 pg rated films had a character identified as mentally ill 

Violence and villainy most common role

People depicted as different, dangerous and incompetent

Unlikely to recover

Few consumer perspectives included - 1st person language

Even ‘positive’ reporting emphasizes morbidity, disability and mortality -
Globe & Mail 

MENTAL new TV show, unconventional, realistic 

Soloist 



6

Use a multi-prong approach 

SLIDE 6 – USE A MULTI-PRONGED APPROACH

Recommendations from research and experts

Few rigorous, peer-reviewed studies - emerging knowledge - national 
programs develop 

Problem is complex & requires a multifaceted strategy

Shifting focus is on rights and behaviours - not attitudinal change

•Stigma focuses on the stigmatized

•Discrimination focuses on stigmatizers

Social inclusion is the goal. Focus is on measurable QOL outcomes  

Celebrates differences, recognizes contributions and abilities

Most effective strategies

1) Education (challenging myths not bio-genetic of MI)

2) Personal contact (challenges assumption)

3) Protest (risk of rebound) - useful for empowerment

3 steps process: 

1) Expectation,  2) Adjustment, 3) Generalization

Contact strategy

Have lots of contact (1-5) – don’t have disclosure
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Framing Matters
“Revolutions begin when people who are defined as problems achieve the power to 

redefine the problem.” John McKnight

QuickTime™ and a
decompressor

are needed to see this picture.

SLIDE 7 – FRAMING MATTERS

Program recommendations from experts 

Articulate a clear, simple enduring vision

Shift from ‘them & us’ to ‘we’ normalize - emphasize our shared humanity 

Focus efforts on discrimination not stigma  

Deal with systemic inequities - policies, practices, laws

Think nationally - act locally

Include consumers/ service users as experts - leaders 

Contact is the best method of change

Challenge myths of violence, incompetence…

Use both famous and regular people - (famous get attention – average Joe 
more resonant) 

No such thing as ‘general public’

Target ‘high impact’ groups - door openers - barriers to social inclusion

Health/ mental health staff, Politicians Policy planners/ Funders, Schools –
start early Police, corrections, legal, courts, Emergency staff, Family / 
friends/ caregivers, Social services  
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4 National Campaigns
1. Like Minds Like Mine - NZ
2. See Me… - Scotland
3. Time to Change - UK
4. SAMHSA - USA

Similarities:
• National focus - funded
• Local delivery
• Built on collaborative partnerships:

• Consumers & providers share responsibility

• Multi-faceted - education, contact & protest
• Strategic, research informed & evaluated
• Targeted & broad-based education
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Research & evaluation

SLIDE 8 – RESEARCH & EVALUATION

Research and evaluation is critical

It defines how we understand the world and act within it  

Power comes from defining the questions  

Consumers are objects of research not the agent

Experts recommend:

Create benchmarks and success indicators at front end 

Measure what you plan to do – repeat 

Partner research & program development

Make your research action-oriented  

No ‘one’ approach - innovate, evaluate, refine

Respect other ‘ways of knowing’ other forms of inquiry

Participatory action research

Aboriginal knowledge 

Create international linkages – partner

Build a research culture & share knowledge
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Gay movement

• Early risk takers
• Profiled champions
• Visibility - � #’s
• Protest
• HIV/AID’s life & death
• Commercial power
• Political clout ‘parade’
• Human rights  

perspective
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Canadian Activities 

SLIDE 9 – CANADIAN ACTIVITIES

Successful social inclusion campaigns focus on

Housing, employment, friendship & kinship, expanding rights and protest 
discrimination

Building empowerment and capacity

Consumer engagement in policy, program redevelopment and delivery

Participatory research

100’s of programs underway in Canada

Few have been researched or evaluated

Built on intuitive understanding

Few skills or resources available

Differing goals, audiences, messages

Few programs evaluated

Not always aligned with evidence

Many local, regional activities - consumer driven

Theatre, art, comedy, film
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Planning to act… be strategic

SLIDE 10 – PLANNING TO ACT & BE STRATEGIC

Critical Success Factors include:

Consumer involvement and leadership

Dedicated influential champions

Clearly articulated goals and objectives

Consistent messaging

Carefully targeted strategies

Sustained, long-term approach

Adequate funding 

Concurrent policy and legislative change

When I was young, and felt left out, my mother advised me not to waste my 
energies trying to fit in - but instead to draw a bigger circle”.  I think the focus 
of a social inclusion strategy is not necessarily to help people ‘fit in’ to 
society but instead to create a larger landscape where we all belong.  

Thank you.


