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Summary

Organisations like the Alzheimer’s Society have
made it their mission to transform the
landscape of dementia forever so that those
affected by that condition are supported,
accepted and able to live in their community
without fear or prejudice. There has been a
concerted effort to change perceptions about
dementia and a significant part of this mission
has been the move to change the narrative
around it. Talk of 'suffering from” dementia, of
being ‘warehoused” in care homes, has given
way to ‘living with” dementia, being cared for
by ‘dementia friends’, and many strategies
have been put in place to enable people to live
well.

This work risks being undermined by those
who have returned to the old narrative and
who claim that the very visceral fear of
dementia is justification enough for people
with dementia to be eligible for euthanasia and
assisted suicide (EAS). The depersonalising
language that feeds into demands for EAS
focuses on people being a burden, of existing

General Assembly Synod of Bishops by Pope Francis.

in a living death, of being a husk of their
former selves, of suffering a miserable and
undignified existence, of living a life not worth
living. This negative narrative of de-
personalisation results in what Kitwood calls
‘malignant social psychology’, a self-
reinforcing set of conditions which erode the
patient’s sense of self-worth and well-being.
Though malignant social psychology may not
necessarily be premised on malintent, its
effects are nonetheless negative for people
with dementia and their families, and it
reinforces the notion that EAS is the only
solution.

Instead of going backwards, strategies such as
those adopted by the Alzheimer’s Society, and
the excellent care already being provided in
may care homes and families, show how it is
possible to both live and die well with
dementia. This alternative narrative enshrines
the real dignity deserving to those with
dementia and their loved ones.
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Dignity in Living: Addressing
Euthanasia by Affirming Patient

Personhood in Dementia

Fear of dementia

Commenting in 2018 on a Guernsey bill to
legalise assisted suicide, [1] the journalist Polly
Toynbee argued that ‘the ban on assisted death
ignores the reality of illnesses like dementia’.
To reinforce her argument Toynbee spoke of a
visceral fear of dementia, fear fuelled by the
prospect of people with dementia ‘warehoused
in miserable nursing homes’, a burden on their
families and on society. [2] As with all the bills
in the UK for assisted suicide to date, the
Guernsey bill was defeated. [3] Notably, it had
proposed a law similar to that which operates
in the USA state of Oregon, under which, in
theory, people with dementia would not be
eligible for assisted suicide, a factor to which
Toynbee did not allude in her article. [4] Even
though dementia is regarded as a terminal
illness, [5] a person with early-stage dementia
and mental competency is unlikely to receive a
prognosis of less than six months to live; given
the progression of the illness, a person with
end-stage dementia is unlikely to have the
requisite capacity, or ability to self-administer
medication. Proposals to expand the Oregon
Act to give access for assisted suicide to
patients with conditions such as dementia and
Parkinson’s [6] have included removal of the
six-month requirement or the use of advance
directives. However, evidence from the Dutch
experience of the use of Advance Euthanasia
Directives (AEDs) suggests that AEDs are not an
adequate response to the vulnerabilities
experienced by people with dementia and
their families and carers. [7] AEDs ultimately
rely on others to interpret and carry out

instructions. Moreover, euthanasia requests in
dementia place ‘an ethically and emotionally
heavy burden” on Dutch GPs and physicians
not least because of ‘pressures from relatives’
and society’s negative views of dementia. [8]

Fear of dementia and the

threat of depersonalisation

Toynbee’s approval of the failed Guernsey bill
is representative of many who think that
current proposals to change English law will
give access for EAS to people with dementia.
But Toynbee’s argument is more than simply a
failure to appreciate the nuances of the law.
Toynbee highlights what some people do have
— a visceral fear of dementia. As Peter Singer
puts it, ‘beyond a certain stage of dementia,
the person we knew is gone’ and all that
remains is a ‘husk’, and if the person did not
want to live in that condition they should have
access to EAS. [9] As Mary Warnock says, ‘if
you're demented, you're wasting people’s lives
— your family’s lives — and you're wasting the
resources of the National Health Service... the
real person has gone already and all that's left
is the body of a person, and nobody wants to
be remembered in this condition’. [10]
According to Warnock, even if their ‘very nice’
family disagrees, people with dementia know
that they are a burden and a ‘great expense’ to
the family or the National Health Service. [11]
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Reframing the old fearful

narrative

However, the tired narratives of dementia as a
‘living death’, as a waste of healthcare
resources, of caregiving being a ‘burden’, has
long given way to a reframing of dementia with
a view to reshaping attitudes. [12] With the
help of campaigns from dementia charities,
organisations and government, the new
narrative is about living well and fully with
dementia. And the veracity of this reframing
has shown itself clearly in the experience of
the COVID pandemic. Certainly, the Care
Quality Commission has long recognised that
more can be done to improve care for people
with dementia, especially at the end of their
lives, and there are many strategies to build up
and disseminate good practice. [13]
Nevertheless, the outcry at how elderly people
and people with dementia have been left
behind during the COVID-19 pandemic
reveals that a real concern for their human
dignity and welfare is widespread in society.
[14] Media coverage of the ravages of covid in
care homes explicitly demonstrates that people
with dementia are not ‘warehoused’, nursing
homes are not ‘miserable’. The at times unsung
and heroic efforts of care home staff to help
their residents with dementia to live happy and
flourishing lives, even in challenging times,
soundly indicates that their residents are
people who, like all people, deserve to be
treated appropriately and with full human
dignity. Moreover, as many carers and relatives
have testified, their loved one is not a burden
still less a ‘husk’. Each one is someone’s
mother or father, wife or husband, brother or
sister, friend or neighbour.

The fear of depersonalisation:

a vicious circle

The challenge to eradicate depersonalising
language and attitudes in relation to dementia
is not new. In the 1990s Tom Kitwood, a
lecturer in psychology and pioneer in
dementia care, identified an ‘old culture’ of
understanding dementia and care. The
depersonalising language of ‘warehousing’ and
inevitable destruction of personal identity,
attitudes that there is little to be done
positively for the person, or that there are
limits to effective care, all belong to this old
culture. [15] Kitwood acknowledges that the
real fears of becoming ‘frail and highly
dependent’ and of having to endure ‘a long
drawn-out process of death’ cause many to
‘shrink’ from the prospect of developing
dementia. He points out that these fears form
part of the dynamic that ‘excludes those who
have dementia from the world of persons’, and
he argues that depersonalisation is one strategy
to try to make anxieties bearable. [16] Kitwood
further observes that the personhood of people
with dementia can be undermined by what he
terms ‘malignant social psychology’. [17]
While Kitwood is keen to point out that
‘malignant’ does not imply ‘evil intent’ on the
part of caregivers, he highlights that certain
attitudes produce a harmful environment both
for the person with dementia and for those
holding such attitudes. Ultimately this creates a
vicious circle where depersonalising attitudes
are reinforced. Kitwood’s principal interest is in
sensitising staff in formal care settings to the
presence of malignant social psychology,
something he thinks can be remedied by
appropriate training. To illustrate malignant
social psychology at work, Kitwood presents a
vignette that is especially pertinent to EAS. He
describes a person with dementia being fed by
a caregiver who is not paying proper attention
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to the process and keeps overloading the
person’s mouth, with the result that the person
accidentally sprays the caregiver with food.
The caregiver comments to her friend that she
hopes ‘if ever she “got like that” someone
would shoot her. “After all... if it was a dog it
would have been put down by now”’. [18]

While malignant social psychology entrenches
the attitudes of others, it also insidiously
damages the person’s own sense of self, worth
and well-being. [19] Attitudes and behaviours
that infantilise, disempower, deceive, or
impose, reinforce in the person with dementia
the belief that dementia has stripped them of
human dignity and that they are a burden to
others. [20] Singling out people with dementia
as wasting healthcare resources in a way not
applied to other people with long term or
complex healthcare needs further entrenches
malignant social psychology. When it comes to
EAS and dementia, the significant point about
malignant social psychology is that a set of
attitudes, including those motivated by
misplaced good intention, can spread and
infiltrate thinking to the extent that it becomes
normal to view and treat people with dementia
in a particular and negative way. [21]
Moreover, people with dementia themselves
may come to view radical loss and
depersonalisation as inevitable outcomes of
their illness. Depersonalisation and fears of
being treated as less than a person drive fears
over good care at the end of life and negatively
inform decision-making.

Kitwood’s influential reconsideration of
dementia has initiated an important
conversation and inevitably has also provoked
further evaluation, critique, reinterpretation
and development. [22] Controversially,
Kitwood suggests that malignant social
psychology may actually cause organic
damage to the brain of a person with dementia

since it stunts learning and experience: [23]
the person who is repeatedly told they cannot
remember comes to believe this and it
becomes a self-fulfilling prophecy.
Nevertheless, it is accepted that the social
environment can ‘either construct or
deconstruct the self with dementia’. [24]
Kitwood’s call for a ‘new culture’ of
understanding and care where the priority is
the day-to-day existence of people with
dementia and ‘how to maintain personal well-
being’, [25] has brought a revolution in
dementia care and notably a challenge to
discriminatory ways of representing people
with dementia. [26]

Changing the narrative

Another example of a challenge to the old
dominant narratives around dementia comes
through the work of the Alzheimer’s Society
(AS). While the AS recognises that ‘dementia
can devastate lives’, one of their main
strategies is to ‘change the conversation on
dementia’. [27] Published in 2017, the AS’s
strategy 2017-2022, The New Deal On
Dementia aims to ‘transform the landscape of
dementia forever’ by creating ‘a society where
those affected by dementia are supported and
accepted, able to live in their community
without fear or prejudice’, and to ensure that
people with dementia get ‘the care, support
and hope for the future they deserve’. [28] The
AS realistically accepts that a diagnosis of
dementia can leave a person in ‘the loneliest of
places’” where ‘the road ahead looks
frightening’. But, in an inclusive society that
understands dementia, the person knows that
‘however hard the road ahead’, the person
does not ‘walk it alone’. The AS’s promise that
the sufferer and loved ones are, ‘not alone’ is a
pledge of support from pre-diagnosis to the
natural end of life. Pillar one of the new deal is
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working towards better community support
and improved care so that people can live full
lives. Pillar two is ‘changing the public
conversation’ so that people with dementia are
treated as ‘equal members of society’. This
pillar also encompasses being positive about
change by creating dementia friendly
communities and capturing the ‘wishes and
aspirations’ of people affected by dementia.
Pillar three is helping people live better
through investment in research. The whole
tone of the New Deal is improving lives not
hastening death.

Living well with dementia

Central to the AS’s strategy is listening to the
voices of people affected by dementia. In its
2017 report Turning Up The Volume: unheard
voices of people with dementia the AS
confidently states that with ‘the right level of
support from government, professional care
providers and society’ people with dementia
can be enabled to live well. [29] Moreover, the
report notes that ‘people affected by dementia
still have an incredible amount to offer to their
community. If appropriately supported they
can continue to play an active and valuable
role even years after diagnosis’. [30] As the
dementia activist Helga Rohra observes, ‘life is
beautiful, even with dementia’. [31]

Additionally, a significant change in language
has come about through attending to the
experiences of people affected with dementia.
[32] Notably, there has been a shift away from
describing a person as ‘suffering from’
dementia to ‘living with” and also ‘living well’
with dementia. [33] However, it would be a
mistake to present only a positive account of
dementia or to deny any suffering in the
condition. People do live well with dementia,
but dementia does involve suffering at some

point; perhaps at diagnosis, or when a person
begins to realise all is not well, or when the
person senses a lack of control over life, or is
subject to social suffering or perceived stigma.
People do not want a diagnosis of dementia.
Some people do not live well with dementia. It
is important to recognise this suffering so that
people with dementia and their carers receive
appropriate care and support. [34]
Acknowledging both the living well and the
suffering of dementia is to take a realistic
approach to the everyday experiences of
dementia and to address the person’s actual
needs. To deny any suffering would be akin to
a form of malignant social psychology.

And dying well with dementia

For all people, living well also encompasses
thinking about dying well. As a natural
extension of its living well programme, the AS
and other dementia organisations have
produced material on end-of-life care. Notably,
in its promotion of good quality end-of-life
care, the AS is clear that it is ‘not calling for a
change in the law on assisted dying or
euthanasia’. [35] Given that one aspect of
living well with dementia involves enabling
people to continue to have choice and control
in their lives, the AS frames its end-of-life care
within a framework of planning ahead to
ensure that the person’s needs are met. [36]
Although, as the AS recognises, planning
ahead is not simply about legally binding
advance decisions, there has been significant
discussion on the difficulties involved in
decision-making and these discussions have
bearing in some countries on the working out
of AEDs. Alzheimer Europe’s Dementia in
Europe Ethics Report (2020) highlights the real
difficulties in legal capacity and decision
making for those affected by dementia,
including the problem of bias or unconscious
projection of those who support people with
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dementia in decision making. [37] Although
Alzheimer Europe’s report concentrates on
decisions that involve varying degrees of risk
these difficulties are further increased when the
stakes are high - life or death. Noting
especially the continuing dignity of the person
as the illness progresses, Alzheimer Europe
points out that ‘the experience of having a
condition, such as dementia, can lead to
significant changes in priorities and wishes and
there is a risk of trapping people and failing to
recognise their right to change’. [38] Problems
of an advanced directive include the explicit
intention that the person’s preferences when
competent override preferences when
incompetent. Moreover, advance directives do
not take account of scientific advances. [39]

Dementia, autonomy and
good end of life care

In a paper reflecting on the Oregon legislation
on assisted suicide, John B. Mitchell, Emeritus
Professor of Law at Seattle University, points
out that acceptance of physician assisted
suicide is about autonomy. [40] Moreover,
Mitchell argues that a depersonalising narrative
makes it easier to see dementia as a personal,
social and healthcare burden. [41] According
to Mitchell it is impossible to create a
workable regulatory regime which safeguards
people with dementia in a jurisdiction where
EAS is legal because contemporaneous consent
is not possible and living wills simply delegate
‘unbounded discretion” over the life or death of
the person with dementia. [42] Mitchell
explains that to make a decision the person
must be fully informed and have capacity.
However, he questions whether the person can
be fully informed because in dementia ‘you are
literally considering how you would think if
your mechanisms for thinking and
communicating were radically different’. [43]

Furthermore, in mid-to-later dementia the
person’s wishes may be influenced by
underlying issues such as depression or poor
care experiences or indeed malignant social
psychology factors.

The first reported case of a British person living
with dementia and choosing EAS at the Swiss
Dignitas facility took place in 2013. The man
and his family had been guided in the process
by Dr Michael Irwin, known as ‘Dr Death,” for
his views on assisted suicide. According to Dr
Irwin the man was in the early stages of
dementia and did not want to suffer from
dementia, nor let his family see him suffering.
The man took with him to Switzerland a
psychiatrist’s report saying that he had
sufficient capacity. Dr Irwin firmly believes that
dementia provides a stronger case for assisted
suicide than does terminal illness. The AS's
response was clear: ‘no one with the condition
should have to accept a poor quality of life.
Instead we need to be driving up standards to
ensure everyone can enjoy a good quality of
life today... and when the times comes, people
with dementia deserve a dignified death and
good quality end of life care — no less than
everyone else.” [44] Good end-of-life care
includes timely planning discussions, the
provision of supportive care including spiritual
and emotional care, proper and adequate
attention to pain relief, sensitivity as the person
nears the end through creating a peaceful
environment, and ideally the opportunity to
die in their usual place of care. Professional
care should be co-ordinated and there should
be support of families with appropriate
bereavement care. [45]

Affirming dignity

There are many different types of dementia and
dementia affects people in different ways.
However, a person’s experience of dementia is
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affected by the people around them and by
their social environment. As the AS’s initiative
Dementia Friends [46] demonstrates, people
affected by dementia can be offered positive
and caring support and accompaniment,
enabling them to live well. And as the Art of
Dying Well initiative [47] shows, dying well is
possible for everyone without recourse to EAS.
The AS’s reminder that ‘you are not alone” and
that no one should have to walk the long road
of dementia alone are calls to support and care
for people affected by dementia, not to hasten
their death. This support includes affirming that
the world is not better off without a person
even if that person has come to see their life as
redundant or burdensome to others. Such an
affirmation is a real witness to the person’s
dignity, dignity that can not be lost no matter
the person’s situation.
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