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Your questions? Topics of interest?

� How many have come to this session before?

� How many have been here more than once?

� Given my approach to repeated themes over time, what 
does it mean to you and to hear it again?



Assisted Death - Carter Decision

“…a grievous and irremediable medical condition 
(including an illness, disease or disability) that causes 
enduring suffering that is intolerable to the individual in 
the circumstances of his or her condition"

in effect, when a disability is permanent and a person 
with that disability finds having that disability to be 
unbearable, they are entitled to assisted death

an individual's subjective perception of intolerable may be 
sufficient to be assisted to die

Individual must be competent to decide



Assisted Death – Parliamentary 
Report

MAID – Medically Assistance in Death 

PAD – Physician Assisted Death

Recommended: 

Use of Advanced Requests

Individuals with a mental illness

Mature children

Similar to Netherlands legislation



Netherlands – as of 2015

� Almost 25% of assisted deaths in the Netherlands go 
unreported  (Lancet)

� The number of Dutch people killed by medical 
euthanasia has more than doubled in the 10 years since 
legislation was changed to permit it, rising 13 per cent 
last year to 5306 in 2015.



Forty two people with dementia and 13 patients 
suffering severe psychiatric problems were medically 
killed in cases that are rarer but still generate 
concern over the competence of individuals to 
request death.
� The Netherlands euthanasia clinic has also been 

implicated in several controversial deaths:

� An incompetent woman with dementia died by 
euthanasia, even after the nursing home opposed it.

� A healthy 63 year old autistic man who was depressed 
and soon to retire felt he had no reason to live.

� A healthy woman with Tinnitus died by euthanasia.

� A woman died by euthanasia because she didn’t want to 
live in a nursing home.



� Theo Boer, a Dutch ethicist, and a 9 year member of a 
Netherlands regional euthanasia review 
committee, changed his mind about euthanasia. He 
wrote:

� “Whereas assisted dying in the beginning was the odd 
exception, accepted by many — including myself — as a 
last resort… Public opinion has shifted dramatically 
toward considering assisted dying a patient’s right and a 
physician’s duty. A law that is now in the making obliges 
doctors who refuse to approve assisted dying to refer 
their patients to a willing colleague. Pressure on doctors 
to conform to patients’ or relatives’ wishes can be 
intense.”

� Now there are travelling/mobile euthanasia clinics 



Of the 162 who died by an assisted death in the first year 
of a clinic, the data indicates that 6 assisted deaths were 
done for psychological reasons, 21 assisted deaths were 
done for cognitive decline, such as dementia and 11 
assisted deaths were done based on “tired of living.” Tired 
of living means that the person does not have a specific 
illness.

Now children have the right to assisted death, up to age 
16 requiring parental consent.

And most recently physicians were given the right to 
terminate the life of newborn infants



Safeguards are an illusion:

Court went from assisting death being illegal to it being 
legal without requiring someone to be near death, 
terminally ill or in intractable pain

Disability was equated with illness and disease

Did not consider any social factors that would contribute 
to someone wanting to kill themselves (e.g., lack of 
supports, funding, etc.)



The Vulnerable Persons Standard is a series 
of evidence-based safeguards intended to 
protect the lives of Canadians.

1. Equal Protection for Vulnerable Persons

The right to the equal protection and equal benefit of the 
law without discrimination must be preserved for all. 
Amendments to the Criminal Code concerning physician-
assisted death must not perpetuate disadvantage or 
contribute to social vulnerability.

2. End-of-life Condition

Physician-assisted death is only authorized for end-of-life 
conditions for adults in a state of advanced weakening 
capacities with no chance of improvement and who have 
enduring and intolerable suffering as a result of a grievous 
and irremediable medical condition.



The Vulnerable Persons Standard is a series 
of evidence-based safeguards intended to 
protect the lives of Canadians.

3. Voluntary and Capable Consent

Voluntariness, non-ambivalence and decisional capacity are 
required to request and consent to an assisted death, 
including immediately prior to death.

4. Assessment of Suffering and Vulnerability 

A request for physician-assisted death requires a careful 
exploration of the causes of a patient's suffering as well as 
any inducements that may arise from psychosocial or non-
medical conditions and circumstance.



The Vulnerable Persons Standard is a series 
of evidence-based safeguards intended to 
protect the lives of Canadians.

5. Arms-Length Authorization

The request for physician-assisted death is subject to an 
expedited prior review and authorization by a judge or 
independent body with expertise in the fields of health 
care, ethics and law.

The law, the eligibility assessment process, and 
mechanisms for arms-length prior review and authorization 
are both transparent and consistent across Canada.

http://www.vps-npv.ca



The Vulnerable Persons Standard is a series 
of evidence-based safeguards intended to 
protect the lives of Canadians.

Assessing Vulnerability – CACL April 2016 

� increasing prevalence and severity of disability and multiple disadvantage; 

� ! increasing prevalence of mental health difficulties and disability; 

� ! lack of access to disability-related supports leading to diminishment of the value of 
life ; 

� ! gaps in palliative care up to 70%; 

� ! high rates of poverty and labour force exclusion among people with disabilities; 

� ! high rates of violence, abuse and insecurity for people with disabilities and seniors; 

� ! barriers to health care access for people with intellectual and other disabilities, 
differential treatment and poorer outcomes; 

� ! rapid increase in cases of dementia; and 

� ! high rates of depression among seniors in residential care. 



The Vulnerable Persons Standard is a series 
of evidence-based safeguards intended to 
protect the lives of Canadians.

Assessing Vulnerability – CACL April 2016 

Researchers suggest (Oregon Study, 2013) there is 
“woefully little evidence” supporting the popular notion 
that physical pain is the primary motivator for PAD, and 
that data point much more strongly to psychological stress 
and mental health conditions as primary factors: 



� "Thank heaven the crisis-The danger is 
passed, and the lingering illness is 
over at last— And the fever called 
'Living' Is conquered at last." 

Edgar Allen Poe 



Government has a legitimate role:

ØFunding and accountability for $ - requires family and 
community engagement

ØSeeding innovation – government is not an innovator or
leader

ØSupporting scaling up of innovation

ØEnsure sufficient funding, resources

ØPromotion of inclusion, partnerships – governments 
don’t do inclusion

ØGovernments plan for systems – not planning for 
individuals and families - do it poorly, inherent  and 
irresolvable conflicts

ØResponding to family/community leadership



Inclusive Education

Canadians with disabilities have gained the right to 
assisted death before the right to an inclusive life and 
needed supports has been established

Standards and Ministerial Order

Placement

Inclusive education means a regular classroom

Ongoing development of “inclusive education” policy 
framework 

Teaching Quality Standard



Inclusive Education

At the same time there are no standards for use of  
seclusion and restraint in schools

News media ignores inclusive education and promotes 
segregation

A district progresses to inclusive education considers 
retreating

ATA bargaining - classroom compensation

Once again inclusive post-secondary expands, inclusive 
education awards are given, outcomes are demonstrated 
and no major shift emerges



What’s in the public eye?

� Best Buddies – cinema wide promotion

� Dark, windowless rooms with spinning lights and bubbles 
where children ”at the far end of the needs spectrum” 
crawl over each other, becoming friends

� Students with behavioural problems, people with 
autism, veterans groups and the elderly also make use 
of these colourful spaces. And children with mental 
health and emotional challenges.



Government Update

Budget to be announced next week

Repeal of PDD Safety Standards Regulation but we’re not 
done – public perception of “home”

Challenges remain with Municipal Affairs

Pre-qualification Requirement, tendering and contracts

Contract gag clause removed and revisions to be 
considered



Government Update

� Internal Human Services restructuring – serious 
questions about the future of disability-related supports

� Contrast with development of community governance 
and accompanying legislation

� Status of future Family Managed Supports Resource 
Centres unknown but requested



What hasn’t changed:
Number of children with disabilities in the child welfare 
system

Number of parents with developmental disabilities who 
don’t have access to right parenting support 

Inclusive education access limited with an expensive dual 
track system

Limited access to supports in adulthood

A frontline disability workforce without any requirement 
for minimal qualifications 

Supports Intensity Scale



Employment First Webinars VS.
Inclusive education

Career development

Normative pathways

Inclusive leisure/recreation

Youth employment

Partnerships and networks – community capacity

Natural supports to degree possible

Own home

Supports dedicated to enabling a meaningful life

Funding to accommodate growth

Family capacity and role

Government can hire people but is limited in getting 

others to hire people



What has changed –
promising trends

Government appears to be beginning to listen and respond 
to the developmental disabilities community

Research on developing early education capacity to 
eliminate or reduce the need for coding

Expansion of inclusive post-secondary education

Increased employment opportunities, Rotary, business and 
municipal partners

Engagement of partners in developing workforce standards  



What is changing –
promising trends

Development of 6 new local family advocacy organizations

Expansion of inclusive post-secondary education with 
continuing 80% employment outcomes

Family Leadership Series

Growth in Family Managed Supports

Immersion in inclusive and normative pathways over the life-
span

Inclusion Alberta name change



What is changing –
promising trends

New efforts being seeded

Benefits for staff employed through FMS

Home ownership program for individuals with 
developmental disabilities

Promotion and increased use of RDSPs



What vision will you hold,

What place will you choose act from, 

What leadership will you offer in that 
place, 

What actions will you commit to, 

How will you hold yourself 
accountable?



Consider?

� Lack of clarity and capacity to illustrate 

� Limited understanding of the human and societal forces 
that lead to “collective indifference” and “othering”

� "In order to 'hold fast' to something, one must allow 
oneself to be held to something. That commitment may 
be one of the hardest things to practice in a world of so 
much choice."

� — Sheena Iyengar


