Social Care Campaign

Submission of evidence: Terminally lll Adults (End of Life) Bill 2024

Introduction
This submission draws on the research and insights of the grassroots action group Families

Against Involuntary Medical Euthanasia (FAIME) and the Together Social Care Team, which
campaigns on issues related to the care and treatment of vulnerable adults, particularly
older citizens. It is in light of this research, and our concerns surrounding end-of-life
decision-making, wrongful end-of-life prognoses, the inappropriate use of end-of-life
‘treatment’ protocols, and the ongoing abuse of Do Not Attempt Resuscitation (DNAR)
orders, that we make this submission.

Please note that this submission draws on the research and evidence set out in our paper
entitled “Terminally 1ll Adults (End of life) Bill Concerns, Insights and Recommendations."”
We will be referring to the latter throughout this submission.

1.Summary
Our main concerns in brief
We believe that the Terminal Ill Adults (End of Life) Bill (henceforth the Bill) would, if passed,

provide further scope and opportunity for these abusive practices to continue and, in so
doing, lead to an inexorable rise in excess deaths. We also question the wisdom of
encumbering the NHS with the additional burden of establishing and facilitating an assisted
suicide service at this juncture in time, a time of great economic and political uncertainty,
and one of considerable social and cultural change. We believe it would have
paradigm-shifting consequences for our health and care services, for those drawing on these
services, as well as posing significant risks and danger to society at large. More importantly,
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we do not believe the proposed safeguards offer the level of protection needed to prevent
coercion and malpractice.

2.0 The safeguards in principle
Before discussing the economic, social, and cultural contexts outlined above in more detail,

and examining the robustness of the proposed safeguards in light of these, we should make
it clear that we do not in principle believe that any safeguards, no matter how ‘robustly’
conceived, will succeed in safeguarding and protecting the vulnerable from coercion to end
their lives prematurely, or from any of the other abusive practices that assisted suicide
legislation is likely to entrench.

2.1 The safeguards in practice

For any safeguard to effectively ‘guard’ individual safety and prevent potential harms, it must
be premised on a realistic understanding of how society actually works, rather than on
utopian notions of how it should work. In other words, the strength of the proposed
safeguards cannot be measured in the philosophical abstract but must be firmly rooted in
the concrete realities in which they will be exercised. Having scrutinized the Bill and the
amendments proposed thus far, it is our contention that there is an evident disconnect
between the assumptions on which the safeguards appear to have been premised, and the
real-world economic, political, social, and cultural contexts in which they will be exercised.

3.0 Economic trends and impacts
Despite some limited post-lockdown recovery, our economy remains sluggish and will

remain so for the foreseeable future. We apparently have a £22 Billion black hole in the
nation’s finances and, according to the Bank of England’s economic forecast last week, the
UK'’s economic prospects could not be grimmer: declining economic growth, falling GDP, and
rising inflation.

3.1 The Legacy of Lockdown
Due to the devastating legacy of lockdown, which led to tens of thousands of missed

diagnoses and a huge backlog of patients requiring urgent treatment, the NHS is struggling
to bring waiting lists down to anything near acceptable levels. It is also severely impacted by
the increasing demands our rapidly ageing population places upon it.

3.2 Current unmet needs
As it stands, UK economic growth is insufficient to meet the growing health and social care

needs of its citizens. Palliative care remains woefully underfunded and is only accessible to
those in their last days and weeks of life. Our hospitals are overflowing, residential homes
closing due to lack of staff, and home care services wholly unable to meet rising demand.

3.2.1
These lapses in provision are already costing lives. For the first time in decades, UK life

expectancy has fallen, and excess deaths continue to rise *especially among the frail and
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elderly. As the NHS and care sector struggle to provide even basic levels of care, it is
inevitable that unmet needs will result in increasing hospitalization of the frail and elderly, in
turn exerting further pressure on already inadequate bed capacity. With some Trusts already
reporting they are operating at full capacity, pressure to clear beds quicker has never been
greater, thereby increasing the risk of unsafe discharges and discriminatory treatment
decisions that endanger vulnerable lives.

3.2.2 Resource management in the context of economic decline
We must face facts. The NHS is broken, as is the social care sector. We cannot afford the

luxury of hope in miracles. There is no political appetite to raise taxes further to fix the
currently unfixable. In the context of economic atrophy, a diminishing public purse, and
severe funding restraints, these pressures on resources will only increase, leading to
treatment decisions guided not by need but by cost. This is already happening, as we explain
in section 4, below.

4.0 Treatment rationing: realities and impacts
In truth, the National Health Service is already rationing care and denying patients equal

access to treatment, favouring the under 65s over those of pensionable age, and the able
bodied over disabled people. Evidence submitted to us reveals that patients over a certain
age are being told they have reached their ‘treatment ceiling’ and that further treatment
would be ‘invasive’ and ‘futile’. These decisions are invariably presented as final, as
professional decisions taken in the ‘best interests’ of the individual concerned. Increasingly,
the individual (or family where capacity is in question) is not given the opportunity to be
actively involved in these ‘best interest’ decisions, and is only consulted after the decision
has been made.

4.1 The impact of inappropriate ‘treatment ceilings’ on patient choice
We believe these practices have a significant bearing on the proposal to introduce assisted

suicide as an NHS-facilitated service, most pertinently when there is evidence to suggest
these ‘treatment ceilings’ are often applied without sufficient clinical justification.
Conditions that are objectively treatable are presented as beyond treatment, and death as
an inevitability.

4.1.1 The impact of inappropriate ‘treatment ceilings’ on end-of-life prognoses
We have been compiling a dossier of such cases (see footnote 1) and can attest that patients

who were not showing any clinical signs of dying, were denied treatment on the grounds
that they had reached their ‘ceiling of care’. When these patients inevitably deteriorated,
their families were told they were now at ‘end-of-life’. From the evidence we have gathered,
there appears to be an increasing tendency to premise end-of-life prognoses on subjective
supposition rather than objective clinical criteria in the case is older patients, particularly
those suffering from cognitive conditions such as dementia.



4.1.2

Prognostication is not an exact science, and evidence attests to the fact that medical
professionals are wrong in the vast majority of cases®. We are extremely concerned by the
reports we receive from families being told their loved one has only days or weeks to live
and will now be put on “end-of-life care”, when the clinical markers do not justify such a
conclusion and there is no indication in the relative’s recent medical history to suggest they
were expected to die within the year (the NICE definition of ‘end of life’ being an individual
who is likely to die within 12 months).

4.1.3

Given these evident abuses, how certain can we be that the prognoses of ‘less than six
months’ (which defines the eligibility criteria for assisted suicide requests under the Bill)
provide a true and accurate assessment of life-expectancy, and are not premised on crude
analyses and subjective assumptions? It is our contention that in many of the cases
evidenced in our dossier, the decision was reached purely on the basis of a crude
cost-benefit analysis. While we cannot prove this, the absence of objective clinical criteria
makes it difficult to find any other the rationale for these prophecies of death.

4.1.4

Indeed, we have received several reports from families who had been told their loved ones
were “end days” only to live for months, even years, after the family contested the
self-fulfilling prophecy and got their relative home. In several cases, all that was needed to
restore their relative back to health was a course of antibiotics, in another it was laxatives
and a soft diet.

4.2 The impact of inappropriate ‘treatment ceilings’ on end-of-life decision-making
In most of the cases in our dossier, however, death became a self-fulfilling prophecy. Families

were told their loved ones were ‘end days’ and would be ‘made comfortable’. Invariably
what this means is that the patient is put on an end-of-life ‘treatment’ pathway. All active
treatment is withdrawn, including antibiotics and all the patient’s regular medications, which
may be lifesaving in the case of patients prescribed heart medications, blood pressure
tablets, blood thinners, etc.

4.2.1
Inevitably, the patient’s health and wellbeing further deteriorate. Sedatives are then

administered to control agitation, thereby rendering the patient unable to eat and drink
independently. Food and fluids are then withdrawn, and when the patient is weakened to
the point of no return, end of life drugs administered to hasten death. If all this sounds
remarkably like the notorious Liverpool Care pathway that was banned in 2014 after
evidence emerged it was being abused and had led to thousands of premature deaths, that
is because the practices are virtually identical. What is effectively happening is the
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orchestration of decline by hospital protocol. It is a scandal few doctors are prepared to
admit, and is far more common than the public and political class care to imagine.

4.2.2
We firmly believe that the rollout of assisted suicide as an NHS service would, in the context

of increased treatment rationing and the continuation of the abusive practices described
above, provide further opportunities for cash-strapped hospitals and unscrupulous medics
to facilitate the premature deaths of patients who are deemed a drain on resources and a
costly burden upon society.

5.0 Conclusion
It is our view that it is unsafe to introduce assisted suicide legislation in the UK at the current

time. We believe it will be used to coerce patients into agreeing to end their lives
prematurely, either due to lack of appropriate treatment and care, discriminatory treatment
decisions that ration or withdraw care, or in response to clinically unsound end-of-life
prognoses. In addition, it will effectively provide opportunities for unscrupulous decision
makers to cover up the abusive practices we have described in this document and our
discussion paper (see footnote 1).

5.1
If patients who are not terminal and not ‘actively’ dying are being denied beneficial

treatment on the basis of their age and frailties (real or perceived), how confident can we be
that those deemed to be in their ‘last six months of life’ will not be subject to the same
treatment and care rationing, and that this will not negatively influence decision-making
choices at end of life? How sure can we be that the denial of further treatment and care on
the grounds of “futility’ (real or perceived) will not coerce vulnerable adults into agreeing to
end their lives prematurely? Once an end-of-life prognosis of is given, patients will often give
up the fight, believing their physician, and accepting what they now believe is an inevitable
and imminent death. Premature death will become a self-fulfilling prophecy, robbing the
dying (and not dying) of their last months, possibly years of life.

5.2
It is this conviction that underpins our concerns about the Terminally Il Adults (End of Life)

Bill, and leads us to conclude that no safeguards, no matter how seemingly robust on paper,
will ever be able to provide the level of protection needed to ensure the elderly, disabled,
and otherwise frail are not coerced into agreeing to assisted suicide and having their lives
unnecessarily and prematurely terminated.
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