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As euthanasia and assisted suicide (EAS) becomes
more common and more permissive, disabled
persons grow increasingly concerned about how
this will negatively impact them. Long opposed to
EAS, disabled persons’ organisations have raised a
number of concerns. This paper explores some of
the background and context of those concerns
and examines a number of key issues and
examples which suggest their fears are not
unfounded. The eugenic targeting of disabled
persons historically and contemporary examples
of a modern ‘quiet eugenics’ are explored. This is
followed by consideration of how certain strains
of utilitarian ethic may not just permit, but
encourage, the elimination of disabled
persons. Public and health care attitudes towards

disability and how that might influence EAS are
then considered followed by consideration of
more concrete concerns regarding suicidal
ideation, feelings of burdensomeness and,
adjustment to traumatic injury and how these
may impact disabled persons with regards to
EAS. The paper then considers a core concern
regarding how the lack of disability supports and
generally poor socio-economic outcomes of
disabled people may lead to disabled people
seeking EAS. Finally we consider the efficacy of
safeguards and some potential concerns with
regards to EAS and disabled persons. The paper
concludes with a call to take the disabled
community’s concerns seriously as we move to
ever more common and permissive EAS regimes.
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Introduction

The disability community has long expressed
concerns regarding euthanasia and assisted
suicide (EAS). [1] The long-standing ‘Not Dead
Yet" [2] movement is perhaps the most widely
known disability organisation opposed to
EAS. Their concern is shared by the former UN
Special Rapporteur on the rights of persons with
disabilities Devandas-Aguilar who, after a visit to
Canada, was “extremely concerned” about the
implications of ‘assisted dying’ legislation on
people with disabilities. Similar concerns were
raised by her successor Gerard Quinn. [3] The
rapid rise in jurisdictions legalising or considering
legalisation of EAS coupled with the increasing
range of conditions and circumstances where EAS
is permitted [4] has only heightened the concern
and urgency of the disability community and
others regarding EAS. While disabled individuals
are as varied in their views on EAS as the general
population, the vast majority of disability rights
and related organisations have expressed grave
concern over the specific threats EAS poses to
disabled persons. This paper seeks to articulate
the nature of those concerns and the broader
context which underlies them.

Before we begin it needs to be acknowledged that
disability covers a vast range of conditions from
sensory impairments, physical and mental
disabilities as well as a range of expressions from
lifelong, traumatic, degenerative or episodic. To
some degree the implications of EAS will vary
across this range but for our purposes we will use
the approach adopted by the UN Convention on
the Rights Persons with Disabilities which
emphasises the barriers disabled persons face in

achieving full and equal participation in society
[5] rather than specific impairments. [6]

History

To fully understand the disability concerns over
EAS some historical context is useful. The
eugenics movement of the late 19th and early to
mid-20th centuries was to a large degree focused
on the control and in many cases, the elimination
of those considered ‘unfit’. A strong and healthy
society could not afford to accept or ignore the
presence, let alone the procreation, of members
affected by disabling conditions, both socially,
physically, and intellectually [7] who became a
primary target of eugenics inspired policy
throughout Europe and North America. The
eugenics movement reached its nadir with the
Nazi Aktion T4 program, a precursor and testing
ground for the wider holocaust to come. Aktion
T4 led to the state-sanctioned and physician-led
murder of some 300,000 people with disabilities,
many on the grounds of ending suffering. [8]
Hitler made his intention and target quite clear:

‘[The State] must see to it that only the healthy
beget children... It must declare unfit for
propagation all who are visibly sick or who have
inherited a disease and can therefore pass it on...
Those who are physically and mentally unhealthy
and unworthy must not perpetuate their suffering
in the body of their children... A prevention of the
faculty and opportunity to procreate on the part
of the physically degenerate and mentally sick...
would not only free humanity from immeasurable
misfortune, but would lead to a recovery which
today seems scarcely considerable’. [9]
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While tempting to dismiss this as simply part of
the madness of National Socialism, it is important
to note this was simply the extreme, and to some
degree logical, outcome of eugenic beliefs widely
held in the west including prominent figures such
as Beveridge and Churchill.

Nor can we claim that similar beliefs do not still
exist. In 2016, 26-year-old Satoshi Uematsu
murdered 19 disabled people in the care home
where he worked in Japan. In explaining his
motives, he notes ‘I envision a world where a
person with multiple disabilities can be
euthanised, with an agreement from the
guardians’. [10] In a letter he attempted to deliver
to the Speaker of the Japanese House of
Representatives he called for
demanding that all disabled people be put to
death through ‘a world that allows for mercy
killings’. And in a statement chillingly reminiscent

/

a revolution’,

of Hitler's he states: ‘My reasoning is that | may
be able to revitalise the world economy...". [11]

‘New Eugenics’

While this extreme example may be easy to
dismiss as a tragic act by a disturbed individual
there are other examples of what has been termed
the ‘new’ or the ‘quiet’ eugenics. [12] Current
trends in pre-natal testing indicate a strong
negative view towards having a child with a
disability. [13] The potential to ‘eliminate Down'’s
Syndrome’ through pre-natal testing (PNT) and
selective termination is now being discussed
widely as a very positive development both with
regards to the elimination itself and the potential
cost savings which might be realised. [14]
Disability scholars have argued that the practice
expresses strongly negative views towards persons
with disabilities generally and promotes negative
attitudes towards those persons currently living
with a disability. Further, it has been argued that
these views are the product of a false and biased
view about disabled lives as ones of inevitable

suffering and that this suffering is inherent to the
impairment itself rather than socially produced.
[15]

A further area which suggests this negative
valuation of disabled persons in health care is the
practice of neo-natal euthanasia. Legal in
Belgium and the Netherlands, evidence suggests
it is widely practiced elsewhere despite being
illegal. In 2002, the Groningen Protocol (GP) for
neonatal euthanasia was developed in the
Netherlands with the intent to regulate the
practice of actively ending the life of newborns.
Significant numbers of these cases involve
neonates with non-life threatening, medically
treatable conditions and disabilities. [16] The
American College of Paediatricians note that there
is much room for parental, physician, personal,
social, and economic bias. In their review of all
22 cases reported to the district attorneys’ offices
in the Netherlands from 1998-2005, Verhagen &
Sauer found that all involved spina bifida. They
report that the considerations used to decide on
euthanising included: expectation of extremely
poor quality of life (suffering) in terms of
functional disability, pain, discomfort, poor
prognosis, and hopelessness; predicted lack of
self-sufficiency; expected hospital dependency;
and, long life expectancy. What is striking here is
that none of these cases were terminal nor
apparently experiencing significant physical pain.
In all cases these were largely third party,
subjective determinations of perceived future
quality of life. It is not an unreasonable
proposition that similar consideration would
influence the practice of EAS.

Ethical Rationales

The idea that disability inevitably leads to a life of
suffering and poor quality is a key belief that
underpins the view that providing access to EAS
for disabled persons is both a compassionate and,
in many cases, the morally correct thing to
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do. This is most evident in, but not exclusive to,
certain strains of Utilitarian ethics. Singer’s views
about disabled persons moral status and the
ethics of euthanasia are perhaps best known.
[17] He is far from alone, however. John Harris
writes with regards to prenatal testing and
elimination of disabled foetuses that ‘where we
know that a particular individual will be born
“deformed” or “disfigured”... the powerful motive
that we have to avoid bringing gratuitous suffering
into the world will surely show us that to do so
would be wrong’. He goes on to state that in the
case of severe disability ‘we should give them a
humane death by legalising euthanasia in such
cases’. [18]

As Tuffrey-Wijne et al note: ‘the fact that the
disability itself, rather than an acquired medical
condition, can be accepted as a cause of suffering
that justifies euthanasia is deeply worrying’.
[19] Where this becomes most concerning is
when it is operationalised through approaches
like Quality Adjusted Life Years (QALYs) to
determine what, if any, interventions offer the best
cost-benefit outcome. Some bioethicists have
endorsed the view that utilitarianism requires
discrimination against the disabled in the
allocation of health care resources based on the
maximisation of quality adjusted life years.
[20] As Hilliard states, ‘Consistent with the
utilitarian ethic, state sanctioned killing of those
deemed to have "lost their dignity" is hailed as a
“good”’. [21] In the context of EAS, use of QALYs
or similar methods raise some very serious
concerns. As Barrie notes, ‘problems (with
QALYs) relate closely to the debate over
euthanasia and assisted suicide because negative
QALY scores can be taken to mean that patients
would be “better off dead”’. [22]

Negative Perception of
Disability in Health Care

Gill in her review of evidence regarding physician
attitudes towards disability and the impact on
treatment decision found that health professionals
tend to hold a negative view regarding the quality
of lives of disabled persons and often more
negative than that of the general public. She
further notes that ‘Research has shown for some
time that many health professionals believe life
with extensive disabilities is not worth living’.
[23] A recent study out of Harvard which
surveyed 714 practicing US physicians found that
82.4 percent reported that people with significant
disability have worse quality of life than non-
disabled people. They note ‘these findings about
physicians’ perceptions of this population raise
questions about ensuring equitable care to people
with disability. Potentially biased views among
physicians could contribute to persistent health
care disparities affecting people with disability’.
[24]

There is an extensive literature, along with
copious anecdotal reports, regarding negative
experiences with the health care sector by
persons with disability. These range from physical
impediments to attitudinal barriers to reluctance /
refusal to provide treatment, refusal of transplants,
failure to undertake treatment that would
normally be offered to a non-disabled person or
undertaking non-medically necessary, highly
invasive and high-risk interventions. [25] All of
these suggest unbiased practice of EAS with
regards to disabled individuals is highly
questionable.

The Disability Paradox

While there are certainly disabled people who
suffer due to their impairments, the evidence does
not support the view that this is inevitable or
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results in lower quality of life. Angner and
colleagues examined the relationship between
health and happiness. While they only examine
mild chronic pain and various co-morbidities
(such as asthma, high cholesterol, high blood
pressure, diabetes, and heart disease), they
determined that the only negative relationship
between health and happiness occurs in the
immediate period following the onset of
symptoms or the rendering of a diagnosis. After
an adjustment period, however, they learned that
happiness and well-being return to approximately
the same levels as previously identified by the
individual. [26] Another study on adjustment to
spinal cord injury notes that the degree of
participation is a significant factor in adjustment
[27] which would support the notion that it is less
the impairment itself than the social impacts
which reduce quality of life.

Albrecht and Devlieger have coined the term
‘disability paradox’ for the contrasting view of
non-disabled and disabled persons with regards
to quality of life with a disability as many with
persistent and serious disabilities report that they
experience anywhere between a good to an
excellent quality of life. The authors suggest that
this discrepancy between disabled and non-
disabled perspectives highlights the significance
of personal experience, individual self-
determination, and social relationships. [28]
Without these, non-disabled persons can make
wrong, and in the context of EAS, serious
assumptions about the quality of disabled
persons’ lives.

Suicide and Disability

The above concerns can be seen in attitudes
towards suicide. In a study involving 500
individuals in the US surveyed on attitudes
towards the acceptability of suicide when a
disability is present, Lund et al found that suicide
was generally viewed as more acceptable when

the person had a disability. They note in their
conclusion that these results not only provide
insight into general attitudes towards disability
but also may have clinical implications. They
suggest that individuals with disabilities who are
experiencing suicidal ideation may receive a
social message that ‘their disability makes suicide
more acceptable or understandable, they may feel
that they have implicit social permission to
commit suicide; in other words, the message of
“suicide is not an option” could instead be
conveyed as “suicide is not an option for
everyone, but it is an option for you”’.
[29] Evidence from Canada would seem to
support this view where there have been several
cases of individuals being advised that EAS is now
an option for them despite having expressed no
desire to consider this. [30]

EAS as an Alternative to
Acceptable Disability Supports

A key concern of the disability community is that
people will seek access to EAS because they are
unable to secure the degree or types of disability
supports and accommodations they need to live a
full and meaningful life. The question of whether
disability inevitably involves suffering as
discussed above leads to another question which
is rarely addressed in EAS considerations: that of
causation. A disabled person may be suffering
and subjectively indicate that is the case which
would qualify them for EAS in some jurisdictions.
This general view that disability will inevitably
involve suffering leads to an uncritical acceptance
of the professed suffering, but fails to ask the
critical question of what are the actual causes of
the suffering.

Numerous cases are now on record where
disabled individuals are clear that they are
seeking EAS because they are only offered the
option of institutionalised care which they feel is
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incompatible with a life of dignity and of a
quality they feel is acceptable. Archie Rolland
died by EAS in 2016. A press report at the time
noted: ‘It’s not the illness that’s killing him, he’s
tired of fighting for compassionate care’. [31] M.
Truchon noted it is the nature of the care he is
being offered which is, at least in part, behind his
suffering: ‘At a news conference... Mr. Truchon
had an assistant read a statement explaining that
he couldn't face the prospect of life confined to
an institution’. [32] 41-year-old Sean Tagert, a
man with motor neurone disease / ALS, died by
EAS in August of 2019. He was quite explicit that
his reason for choosing assisted death was his
inability to secure sufficient home care funding in
order live a life he considered worth living.
[33] All he wanted was to remain in his home
which had the necessary adaptations and to be
able to spend time with his young son in their
home. As sufficient home care hours were not
offered, he chose death over institutionalisation.

The testimony of Jonathan Marchand to the
Canadian Senate Standing Committee on Legal
and Constitutional Affairs powerfully sums up the
situation many disabled persons find themselves
confronted with:

‘I was prepared to do anything to get out of this
medical hell, but just like Jean Truchon, | was
denied the home care support that | needed...
After two and a half years in the hospital, | ended
up in a long-term care facility... | gave up and
sank into depression. | was ashamed to live in this
ghetto. Without humanity and freedom, life no
longer has any meaning. | regretted having
refused euthanasia. | simply wanted to live with
my partner, work and have a normal social life. |
wanted to die. ... My disability is not the cause of
my suffering, but rather the lack of adequate
support, accessibility, and the discrimination |
endure every day... Why is it so hard to be seen
and heard when we want to live?’ [34]

Overall, best practice in the field strongly
supports maximum independence and control
over disability supports through direct funding
and home-based supports. There is no reason
inherent to the disability that anyone cannot be
supported in a suitably adapted home. The reason
disabled people are institutionalised is largely
structural, based not on best practice or the needs
of the individual but on outdated policy and
imagined financial savings. Access to community
supports, even if sufficient supports are available,
is usually met with significant delays. Delays
which in the context of EAS can be deadly as the
above citations suggest.

Poor Socio-Economic

Conditions

While many of the EAS related cases are
concerned with inappropriate institutionalisation
as the source of suffering, those not faced with
this choice at the moment struggle against
multiple socio-economic barriers. Income,
poverty and employment outcomes for disabled
people across jurisdictions are consistently and
dramatically well below those of the general
population. [35] People with disabilities,
particularly women, are also far more likely to be
victims of violence. Add to this poor access to
appropriate housing and poor access to disability
supports, the general picture of being disabled is
not one conducive to living a full and meaningful
life. Suicide and suicidal ideation are strongly
correlated with socio-economic deprivation.
[36] A recent study on suicide and disability
notes that while rates are higher than the general
population this can in part be explained by social
adversity, including food insecurity and low sense
of community belonging. [37]

The lack of appropriate supports also creates an
increased reliance on family and friends to
provide support. Feelings of burdensomeness
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observed in persons with disabilities has been
associated with suicidal ideation or attempts. [38]
Data from Oregon shows that 54.2% indicate
being a burden on family, friends/caregivers as a
reason they have sought to end their lives. [39] As
above, this is to a large degree a function of the
presence or absence, and the adequacy, of
disability supports.

More critically with regard to the issue discussed
above, current EAS regimes such as the current
Canadian legislation, include little or no
requirement for meaningful psycho-social
assessment of the person’s situation and what may
be leading to their request for EAS. Additionally
little attention is paid to, and there is no
requirement to provide, support alternatives that
would lessen the ‘suffering’.

While the cases noted above seem to indicate the
lack of acceptable care options is a major
impetus in seeking EAS, the general social
position of many disabled persons can also lead
to a life of struggling. The risk of opting for EAS,
rather than continuing to struggle against the
many barriers disabled persons face in trying to
live a meaningful and fulfilling life, is not one that
can be lightly dismissed. This risk is arguably
heightened in the context of austerity and
concern with rising health and social care cost.

Safeguards

Most advocates for EAS will argue that with
stringent safeguards EAS will not present a risk to
vulnerable or disabled persons. There are now a
broad range of EAS regimes, from relatively
restrictive regimes where EAS is generally
available to those clearly at the end of life, to
more liberal regimes such as the Netherlands,
Belgium and Canada where EAS is more broadly
available well beyond those at the end of
life. While all jurisdictions will present some risk
to disabled persons, those where death is not

required to be relatively imminent present a
significantly greater risk for the reasons detailed
above. At particular risk are those who have
suffered a traumatic injury. Adjustment to a
traumatic injury resulting in disability can take a
significant amount of time, but most do adjust,
and both suicidal ideation and assessment of
one’s quality of life changes for the better over
time. If EAS is available during the immediate
post-injury phase, then it is highly likely many
will choose EAS, whereas given time to adjust
many would likely choose to live.

The consent requirement is another key safeguard
cited by proponent of EAS. While it clearly offers
some protection this cannot account for subtle
pressure or unconscious bias that may encourage
consent. Tuffrey-Winje et al [40] writing in
regards to a number of cases for persons with
intellectual and developmental disabilities
euthanised in the Netherlands note: ‘We found no
evidence of safeguards against the influence of
the physicians’ own subjective value judgements
when considering EAS decision, nor of processes
designed to guard against transference of the
physicians’ own values and prejudices’. Eligibility
for EAS usually involves an evaluation of
‘suffering’” which as noted above, is often
uncritically directly associated with
disability. They also note their analysis of the data
raises serious concerns about both the difficulties
in assessing whether the patient had made a
‘voluntary and well-considered request’, which as
they note, is closely linked to an assessment of
the patient’s decision-making capacity, and the
stringency of the assessments used to make the
above determinations. These findings are
particularly worrying as EAS is extended to
persons with cognitive impairments.

Finally, safeguards, even at their best, are not
necessarily permanent. As we have seen in a
number of jurisdictions, there is a tendency for
EAS regimes to move towards ever more liberal
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application — the ‘slippery slope’. [41] So what is
initially a fairly restrictive approach can rapidly
become a far more liberal, and with regards to
disabled person, a far more dangerous regime.
[42]

Potential Concerns

As EAS regimes expand to include those with
cognitive impairments and move away from
explicit contemporaneous consent through
vehicles like advance directives, it is not beyond
imagining that guardians and parents may be
extended the right to consent to EAS on behalf of
their disabled children. The all-too-prevalent
filicide of disabled children and the rather
sympathetic response such cases often garner,
being framed as ‘mercy killings’, suggests there
would be significant public support for the
practice. [43] It is also not inconceivable that
families with decision-making control or
influence will choose EAS for their children when
faced with insurmountable barriers to securing
appropriate supports.

Concluding Comments

While the expansion of EAS has been motivated
by a desire to end suffering and respect
autonomy, in doing so we have created significant
risk to disabled persons in a world which largely
sees their lives as less valuable, as ones of
inevitable suffering and as not worth living. As
more and more jurisdictions consider allowing or
expanding EAS, it is critical that we take into
account the very real concerns of the disability
community and in our desire to expand the
autonomy of the many, we do not trample on the
rights of disabled persons to live, and to live a life
of quality and equity.
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