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Summary

Why do people seek to extend their lives in the face of old age, chronic illness or death?
We do not know. Yet, if the desire to prolong life can be irrational — reflecting despair,
ignorance and manipulation by families, pharmaceutical companies and the media - it
may also show us that life is valuable even when we suffer pain, chronic illness and fear
of imminent death. In short, until we know why people want to live, we risk treating
unfairly both those who love life, despite its limitations, and those who are ready, even
eager for death.

This project therefore describes and evaluates the motives, assumptions and beliefs of
those who, though ill and/or elderly, seek to prolong their lives. It uses interviews,
existing surveys and secondary literature to capture the perspective of patients, as well as
of oncologists, gerontologists, psychologists, social scientists and philosophers. It aims to
provide information that is policy relevant, whatever one’s view of the merits of QALYS,
or conception of life’s value. However, it aims also to improve ethical judgement, by
using feminist and democratic theory to supplement familiar perspectives on the value of
life drawn from moral philosophy.

Aim

Different conceptions of what it means to value lives equally underpin ethical
controversy over QALYSs. * Thus, Dworkin believes that equal consideration can be
modelled by an ideal auction, and expects this to result in the allocation of more
resources to the beginning, rather than the end, of life. Others, such as Lockwood,
believe that equal consideration implies that resources should ensure a “fair innings’ or a
sufficient quantity and quality of life for everyone, even though this likely implies merely
palliative care for those above sufficiency. Then there are those, like Harris, who believe
that equal consideration means directing collective resources to healthcare so that we are
able tozprovide as much good quality life for people as they desire and are capable of
using.

It is not obvious how we can resolve this controversy because these are largely
reasonable and internally consistent views of what it is to treat people as equals, and what
it is to value life. I am sceptical, therefore, that we will get much policy guidance at
present from further analysis of their relative merits. However, ethical debate over
equality in health care suggests two areas where progress is possible: (1) the description
and evaluation of people's desires for life-prolonging treatment and (2) the clarification
and evaluation of procedures by which rationing/distributive decisions are made.



The aim of this project, therefore, is to improve the empirical and philosophical evidence
on which debates over the rationing/distribution of healthcare are made. It asks (a)
WHY people want to prolong life, and evaluates the consistency, rationality, and moral
justification of the answers; and (b) HOW we might improve participation by the
seriously ill, and those who look after them, in public deliberations on health priorities.

Method

This project combines moral and political philosophy with the analysis of existing
surveys of patients, their families, and medical professionals. Experience teaching,
presenting and writing on reproductive rights has shown me the importance of looking at
arguments for abortion in light of people’s interests in having children, and vice versa.?
This is essential if reproductive rights and policies are to treat women as the equals of
men, despite the differences between and amongst them. Something similar, I suspect, is
true of the desire to prolong life and the desire to end it. The same person may have
compelling reasons to seek both at different times in life; and informed, conscientious
people disagree profoundly over the morality of extending and ending life. So it is
important to understand the desire to live in a way that does justice to the claims of those
who believe death can be desirable, merciful and right. The best way to ensure this is to
consider each in light of the other.

Palliative care means that we need not choose between ending or prolonging life, and
therefore do not have the starkly dichotomous options facing those with unwanted
pregnancies. This makes it more, not less, important to try to consider people’s interests
in prolonging and ending life together. If palliative care is to extend the freedom of the
ill, and to contribute to, rather than diminish, the value of life for them, we must
acknowledge that some people find life unbearable, even if free of pain, whereas for
others part of its value lies in the triumph over pain and adversity.

This project, therefore analyses the literature in medical sociology, anthropology,
psychology and philosophy* in order to establish the main lines of agreement and
disagreement amongst experts over why people wish to prolong their lives, why they
desire palliative care and why they seek to end their lives. It uses interviews with the sick
and elderly to supplement this information, and to indicate how far the literature reflects
the interests of those who wish to prolong their lives.

Interviews will take place only in the UK, and will cover elderly patients and those
facing what, by British standards, is premature death. The purpose of interviews is to give
'voice' to patients, (and their carers) in philosophical and policy-oriented accounts of the
value of life, rather than to provide a social scientific testing of theories. Following
Wolff, therefore, | would say that this 'is empirical research that is meant to inspire rather
than conclude’. > So, the interviews will not be valueless even if the best that is possible,
at this stage of research, is a limited, and possibly a-typical, sample of the elderly ill and
those facing early death.



Interview Questions

| anticipate asking general questions about the value of life — drawn, in part, from the
philosophical literature — in order to introduce and lay the ground work for more specific
questions about the value that interviewees, themselves, attach to their lives. The point of
these questions is, partly, introductory but it should also help to establish the consistency
of people’s attitudes, valuations, and beliefs, and to illuminate the ways in which people
think about the value of their own life, as opposed to the value of life in general.

I will also seek to establish how far a sense of injustice underpins people’s desires to
prolong life, and how far this distinguishes the prematurely ill from those who have had a
‘good innings’. We often think of fate as unjust, not merely blind and unreasoning. So, |
will try to establish how far a sense of injustice in this sense accounts for the desire to
prolong life and the belief that one is entitled to a substantial share of scarce medical
resources. Likewise, I think it important to find out if there are differences of class, and
sense of entitlement, amongst those who actively seek to prolong their lives, as compared
to those who do not.

As we know from Professor Marmot’s work, differences of power and status profoundly
shape our prospects of life and health.® People are aware of this to different degrees and,
very often, it is the privileged that are least aware of the role of fortune in their lives. Our
sense of entitlement therefore, not merely our prospects of life and health, are likely to
reflect our socio-economic position in ways that are profound, unconscious, and often
painful to acknowledge. Interviews will therefore have a component examining people’s
attitudes to competing ideas about justice, as a way to probe people’s beliefs about what
they are entitled to.

Our views on ‘pre-institutional desert’, as Rawls called it, are a pretty good indicator of
our personal sense of entitlement.” People do not deserve their natural talents or their
social situation at birth, although you do not need to have heard of Rawls, or to adopt
Rawls’s own theory of justice, to reach this conclusion. So, if people believe that they are
entitled to do well (to have a high income, satisfying job, social status) simply on these
grounds, we will have some reason to suspect that their sense of justice is based on a
misconception of their own importance relative to others (whatever the direction of
error), and confusion about the differences between luck and desert. This is only a
rebuttable presumption, because people who are mistaken about what they deserve in one
case are not therefore mistaken in all. Still, it can be helpful to establish how people
think about their entitlement to scarce resources in general, how well founded these views
are, and how far they influence people’s demands for life-extending care.

These issues are of obvious theoretical interest, given what we know about the ways
social background can shape people’s beliefs and sense of entitlement. But they are of
obvious practical importance as well: for if we better understand what people think they
are entitled to and why, it will be easier to formulate, justify and defend policies whose
predictable consequence is that some people will die earlier than they would under
different policy decisions. This is why the distribution of healthcare will always be
painful and controversial. It does not mean, however, that it must seem, or be, unjust.



Hence the importance of trying to understand and evaluate the reasons why people want
to prolong their lives: for when we cannot give people what they have every reason to
desire, it is especially important that we justify our decisions in ways which support,
rather than undermine, their ability to feel valued members of society.?

Evaluating Results

In evaluating the interviews, then, | am primarily concerned to establish whether
people’s desires to prolong their lives reflect what Joshua Cohen has called, ‘reasonable
disagreement” about what is valuable®, rather than pressure from other people, ignorance
of the available alternatives, or mistaken beliefs about the relative importance of their
claims. | am also keen to see how far the way that people think about their own interests
in living, once they are ill, are adequately described or reflected in the available literature
on the subject, or the information on which healthcare rationing is made. The point of
evaluation, therefore, is not to grade interviewees, as though we were in a philosophy
seminar, but to see what they say about the value of their lives, to see what sorts of
considerations illuminate their judgements of value, and to establish what similarities
there are, if any, in the reasons why they want to prolong their lives.

Democratic Legitimacy

Interviews will be designed not only to clarify why people want to go on living, but to
establish how far their views are incorporated into existing deliberations on healthcare.
The value we attach to life is not simply a function of the information we have but of who
we are and what criteria and procedures we use to evaluate life.’° So, in the unlikely
event that the chronically ill, and those who care for them, told us nothing we did not
already know, democratic norms of legitimacy mean that we would still be concerned
about whether the seriously ill are able to participate adequately in public consultations
on health care.

Democratic legitimacy requires the ‘equal consideration of interests’, or a commitment to
treat the well-being of each person as of equal intrinsic value.™ But that is not all that
democracy requires, since a benevolent spectator could, in principle, meet this
requirement. Rather, democratic government means that people are entitled to participate
in the decisions that fundamentally shape their lives, and to do so freely and as equals.
This participatory ideal is essential to the legitimacy of democratic deliberation,
explaining why people can be morally bound, and can willing accept, decisions which
they believe to be mistaken, even immoral. In the interviews, therefore, | will try to
establish how much people know about the principles and practice of healthcare
rationing, the opportunities for public consultation that are currently available, and such
experiences as they have had in influencing healthcare professionals. I will use the
literature on citizens’ juries, participatory polling and democratic deliberation to help me
interpret and to evaluate this part of the interview data.?

The aim of this part of the project is to establish what changes in the opportunities,
procedures and settings currently used for public health consultations might be necessary



or, simply, helpful to ensure that the seriously ill are able to participate in them. In recent
work | have stressed the ways in which democratic ideals support secret and anonymous
participation in politics, and the use of judicial, as well as legislative, procedures in
democratic government.”* My experience teaching feminist theory in the United States
has confirmed the need for tact and care if people are freely to discuss sensitive topics
like abortion, homosexuality and racism without hurting each other, or themselves. It
would therefore be wrong to assume that the form and procedures of deliberation suitable
for other topics in public health are appropriate if we want the sick and dying to be able
to discuss the value of life for them, or to have the chance to respond to those whose
views may be very different from, but no less passionately held, than are their own. I do
not expect my interviews, then, or my evaluation of them, to single out some favoured
way for promoting fair deliberation in healthcare. However, | hope to suggest some
practical measures to promote participation and to help us to treat the sick and healthy as
moral and political equals.
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