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Ethical issues in care toward the end of life

The first steps should be an honest assessment of benefits and
burdens of different kinds of CANH and the clear communication of
these. The patient or relative may overestimate the benefits of CANH
for prolongation of life or for symptom relief. It is also possible that the
healthcare team may underestimate the benefits or overestimate the
burdens of hydration. If it is likely that CANH (and particularly hydration)
would provide some marginal benefit and is unlikely to do harm, and if
it is relatively easy in the context of care to provide this (for example
subcutaneous fluids) and is strongly desired by the patient then
CANH should be considered, at least for a trial period to assess the
relative benefits.

A particular concern might arise if the patient or relative is unwilling to
believe he or she is dying, and fears that withdrawing CANH would
make the prognosis a self-fulfilling prophecy. This may be a reflection of
unwillingness to face reality, but it may also be a genuine concern about
misdiagnosis, as diagnosis of imminent death may be problematic.
The team should assure themselves of the diagnosis and reassess
the situation. The patient or relative may also wish to pursue a second
opinion and the team should be open to this as misdiagnosis does
sometimes happen. In this situation, clinically assisted hydration should
generally be given while re-assessment takes place.

2.11. s it ever right to offer treatment that could
shorten life?

It is never acceptable to offer treatment for the purpose of hastening
death. However, many treatments have side effects and it is sometimes
reasonable to accept the risk of life being shortened for the sake of
some other goal, such as adequate symptom relief. This acceptance of
unwanted side effects is sometimes called the principle of double effect.

Analgesia towards the end of life has often been cited as an example of
‘double effect’. However, we now know that this is misleading. While many
patients and even some healthcare workers are under the impression
that effective analgesia hastens death, the evidence is that the use of
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analgesia towards the end of life does not shorten life if it is prescribed
and used appropriately and according to current best practice. In reality
therefore, the anxiety that analgesia may hasten death leads to a false
dilemma. Where this anxiety is present, healthcare workers should be
clear that their interventions are unlikely to hasten death and they should
communicate this effectively to patients and relatives.

If there is concern about how to achieve a balance between relief of
symptoms and potential side effects, Palliative Care services provide
advice about effective and safe use of analgesia and other medication
for symptom relief.

2.12. lsit ever right to sedate people towards the
end of life?

Under-treatment of pain or distress can cause considerable physical,
emotional and spiritual suffering. However, overtreatment orinappropriate
treatment can render people unconscious or semi-conscious when this
is not necessary for effective symptom relief. This could deprive people
of the opportunity to make a good death, setting things right as much as
they can, making peace, saying their goodbyes.

An important element in care for the dying is to ensure that people have
the space to make sense of their lives and prepare for their death. This is
especially true if, as Christians believe, death is not only the end of this
life but is also a moment of judgement and the transition to everlasting
life or to everlasting exclusion from life. From a Christian perspective the
approach of death is a time of heightened spiritual need.

Palliative care seeks to relieve symptoms of distressing pain by the use
of medication, including sedatives. In some circumstances sedation may
be appropriate for the relief of intractable and distressing symptoms that
cannot be relieved by any other means. Nevertheless, good practice in
palliative care is to introduce sedation only where necessary, increasing
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the dose gradually so that the level of sedation is only that which
is needed for symptom relief. This will very rarely be immediate
deep sedation.

Wherever possible, the patient should be involved in their care and
treatment plans so that they can influence the level of sedative effect
that is desirable for relief of their symptoms.

2.13. What does the Catholic Church teach about
the use of analgesia and sedatives towards the
end of life?

Catholic teaching on analgesia is presented in the Vatican Declaration on
Euthanasia. This permits the use of analgesia even if this would shorten
life (though in fact the evidence suggests that life is not shortened when
the analgesia is given appropriately). Nor does the Catholic Church
forbid sedative drugs that produce unconsciousness. However, the use
of sedation requires “serious reason” because of the need to spiritually
prepare for death.

“Human and Christian prudence suggest for the majority of sick people
the use of medicines capable of alleviating or suppressing pain, even
though these may cause as a secondary effect semi-consciousness
and reduced lucidity. As for those who are not in a state to express
themselves, one can reasonably presume that they wish to take these
painkillers, and have them administered according to the doctor’s advice.

The suppression of pain and consciousness by the use of narcotics...
is permitted by religion and morality to the doctor and the patient (even
at the approach of death and if one foresees that the use of narcotics
will shorten life)... In this case, of course, death is in no way intended or
sought, even if the risk of it is reasonably taken; the intention is simply
to relieve pain effectively, using for this purpose painkillers available
to medicine.
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However, painkillers that cause unconsciousness need special
consideration. For a person not only has to be able to satisfy his or
her moral duties and family obligations; he or she also has to prepare
himself or herself with full consciousness for meeting Christ. Thus Pius
Xll warns: ‘It is not right to deprive the dying person of consciousness
without a serious reason.”

(Congregation for the Doctrine of the Faith: Declaration on Euthanasia
1980)
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3 Respecting the mystery of dying

There are many ways to think about death and there are many ways to
treat it as an event. These can be medical, psychological, philosophical
and religious. In this section the approach includes some of these but it
seeks to explore something of the reality and meaning of death from the
perspective of ‘mystery’. In seeing it this way, we don’t make it obscure,
we begin to recognise that it is an event which discloses more about
us, our relationships and our history than can be captured in any one
category. It opens us to something of the depth of being human.

It also puts us into a different relationship with what is happening. So
often we are asked professionally to be objective, to stand outside the
immediate process or event, so that our judgement remains clear and
detached from any emotional pressure or contamination. Of course,
there is wisdom in this, but when we come to understand the process
of dying in terms of ‘mystery’ we realise that we can’t stand outside it as
if it was some sort of logical or physical problem to be solved. Without
any loss to professional judgement or competence, in seeing death and
dying in terms of mystery we understand that we are, in some way, part
of the whole event. ‘Mystery’ is not something that lets us stand aloof;
whether we are involved in caring or in supporting by our presence,
this is an event which touches us. Indeed, at its heart is the changing
nature of all our relationships. ‘Mystery’ gives us a much more complete
context for exploring the many different aspects of the reality of care
needed at this moment of a person’s life. It allows us to begin to explore
something of its spiritual nature.

Mystery does not mean that we stop thinking, reflecting, acting and
trying to understand the experience we are participating in. It means
that it is something which is so charged with meaning that we can never
exhaust it. Amid all the other ways of thinking, training, acting, and in the
midst of all the decisions that have to be taken, often under pressure,
‘mystery’ holds open a space to let something greater and deeper come
in. It allows us to take time to consider the significance of this moment
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for the person, for the carers, for us all. It reminds us, that we must not
minimise the significance of death. If we do, we lose something of the
depth of living.

3.1. The ‘shock’ of death

The fact of death is quite different from the reality. The fact is a given;
we may try to delay it or deny it, but we cannot avoid it. But when it
happens, how it happens and the circumstances in which it happens
create a deeply personal moment which belongs to each person alone,
and is unrepeatable. Every living thing must die but despite this common
reality, it is always my death.

Death is not something with which we can grow familiar. Even when it
is imminent and expected, when the reality occurs it has the quality of
‘shock’.

There is a strange interruption of the flow of time and routine activity of
living. That hiatus is the shock of finality, an absoluteness which neither
our experience of life nor our imagination have really encountered
before. It is the moment when we come to a border beyond which we
cannot see; the point beyond which we cannot journey. In that moment
our life — all life — seems simultaneously smaller and more fragile than
we thought and more vast and puzzling than we can imagine.

So much of our thinking and dealing with death is governed by fear as well
as compassion. It is not surprising, therefore, that we develop defences
for dealing with this moment. Our culture, which so often presents us
with the fiction of death in films and television, also, paradoxically,
colludes with our defences. Physically and psychologically it pushes the
reality of death to the margins.

Present in the moment of death, in that small space between the onrush
of emotion and memory, relief or anger, before we are overtaken by
procedures or numbness, lies a moment of stillness. No matter how
fleeting, we recognise in that silence something intangible. We have no

34

b. Practical Guide to spiritual care of dying.indd 34 @ 08/06/2010 10:18



®

Respecting the mystery of dying

words to speak about it. For a moment everything seems suspended
and touched by a quiet solemnity or even reverence. Sometimes this
happens at the moment of death itself, sometimes later in remembering.
Even in sudden or violent deaths the trace of this still space may be
found. It holds knowledge both familiar and now oddly new: death reveals
the value of life — a life, a person, whatever their condition or status. It
illuminates and brings its own stark truth without ever exhausting the
meaning of a life or uncovering all its secrets.

3.2. Death and our deepest questions

If we only see death as a medical failure then we fail to understand
that the real gift of medicine is not just a science but a wisdom: how to
live life to the full of which dying is a part. That requires a sense of the
wholeness of the person and the wholeness of a life. When genuine
care understands this, it has time for the multifaceted reality of dying.
Giving time is the most precious resource of all. When we know how
limited is the time we have, we need the courage and the generosity of
spirit to be most liberal with it.

In the process of dying everyone — the person dying and his or her
carers — will in some way be touched by the most profound questions
of life. What does it mean? Is death the way in which our lives end in
nothingness or is death a movement into something which is unknown?
We need both skill and courage to honour and respect these questions
however they arise.

Often, we will not find an answer that is equal to their simplicity and
depth, but care of the person who is dying as well as of those who share
this time with them, is often about the assurance of presence rather
than the certainty of argument. Whoever we are — the one who is dying,
family, friend, or professional carer — death requires humility of us all.
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3.3.  Mourning my death

A great deal of very positive work has been done on the process of
mourning and how to help those who are bereaved to work through their
loss. Sometimes, however, we forget that the person who is dying is
also mourning. The imminence of death throws up a complex variety of
emotions, thoughts and needs. This is why pain management is critical.
Symptom control can certainly give the person who is dying the time,
energy and freedom to deal with the questions and relationships that
need to be attended to.

The process of dying not only makes death real, it changes my
relationships, especially my relationship to myself and my life. | can feel
suddenly alone and overwhelmed. | would like to be calm and generous
and in control but in so many ways | know that | am not, nor cannot be.
It is not just my body that may be in pain and confusion but my soul or
inner life. It may be that | choose denial; | may want to assert myself and
‘rage, rage against the dying of the light'"; | may slip into a passivity born
of hopelessness and despair. The process of dying and the imminence
of death do not necessarily remove the great primal urge to live.

At some point, if | have the time and the space, | have to learn to say
my goodbyes. As well as the goodbyes to people and places there
is the goodbye to self, the self | have been, the self | wanted to be; |
must mourn these ‘selves’ and these ‘lives’. There are, too, the faces,
experiences, moments that come upon me unbidden and sometimes
painfully, welcomed and unwelcomed. These are the relationships that
have made up my life, the threads through which is woven the story
of ‘me’. | also have to re-negotiate my relationship with my body; to
understand it anew, its demands, limitations and its grace in this unique
moment. Whatever my attitude has been to my body in the past, | know
that now it can no longer be ignored or taken for granted.

" Dylan Thomas, “Do Not Go Gently into that Good Night.”
2 Cantus firmus — taken from Plain Chant. It is the constant voice or melody that moves
underneath all the polyphony and is the basis of it.
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The process of dying can be a time when, by choice or force of the
moment, | can no longer maintain an act or pretence. lllusions - positive
and negative - melt away and | am left with a truth, a reality that | can’t
control; an experience | can hardly understand. There are the regrets
as well as the accomplishments — the small things that mean something
only to me. Sometimes, on this threshold of death we can discover a
freedom, either denied or resisted at other times, to say things that need
to be said or to restore the things that have been lost or broken.

In this unfamiliar place of dying, familiar things can comfort me. They
have been part of ‘my home’; they take on a symbolic quality because
they carry memory and feeling. So, too, with the natural rhythm of the
seasons. Winter, spring, summer and autumn — how many seasons
have | lived? They are the steady, natural cantus firmus of my
life’s improvisation?.

This precious time of mourning can also be a time of new creativity; a
time of reparation in which my life still gives life, especially to those |
love and care about — sons, daughters, partners, grandchildren, friends
— there is no limit to the relationships that make up a human life. Even
my relationship to material things becomes important.

Just as we need time to build a life and inhabit a world, to make our
home in it, we also need time and support to leave it. In this moment, we
often come to see it and understand it in ways that we could not have
done before. That can intensify as well as reconcile. As well as the pain
of loss there can also be a sense of gratitude. And so | find myself in this
movement of gathering and handing over; holding on and letting go until

that point of readiness comes.

3.4. The gift of being present

There is no script for how dying should go or does go. Understanding
is always tentative at best, for | neither know who | am in this new
relationship, nor do | know what | may become. | may surprise myself
either with equanimity or panic. Dying, | am deeply vulnerable precisely

37

b. Practical Guide to spiritual care of dying.indd 37 @ 08/06/2010 10:18



®

A Practical Guide to the Spiritual Care of the Dying Person

because this is my experience, one that no-one can undertake for me.
When medicine understands this, then it can use all its resources to
create the best conditions to support the person. But the most important
resource of all is caring presence.

It is not easy to be with a person in this process of dying. Even when
we armour ourselves with professional skill, the human in us remains
vulnerable. But it is precisely the human as well as the professional gifts
that are needed. The skill is not so much in having answers but in being
able to listen and be attentively present, and, through that, seeking to
create a relationship of trust and generosity. In this attentive caring |
can also create space and time to receive and honour confidences,
help carry fears and doubts, and reassure that a life is valued and
acknowledged, whatever its outward appearance. At this moment, the
most precious gift is not just the professional gift of competent care but
the human gift of wanting to care. The carer needs personal as well as
professional resources to do this.

3.5.  On the mourning of relatives and friends

All that has been said about the experience of dying is equally applicable
to those who are relatives and friends. Our lives are a delicate tissue
of relationships in which our identity is held and formed. This inter-
connectedness becomes even more significant when the person we
know and care about is undergoing the experience of dying.

One of the greatest services that can be offered is accurate and
sympathetic information. When we are with someone who is dying there
is a double need: the need to know what is happening for them and the
need to know for ourselves. This knowledge is critical in helping us frame
our moments with them and gauge the most appropriate responses. It
is important to know about the physical process of dying but it is just
as important to know and have some understanding of the emotional,
psychological and spiritual dimension as well. Often the professional
carer can help the family carer or the friend carer to be more naturally
present, to acknowledge the fear, anger, confusion and pain that they
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carry as well and cannot show. Often, too, the professional carer can
give permission for the most natural responses — the physical touching,
the speaking and singing and sharing — that are so consoling to the
person dying (even though they may not be ‘conscious’) as well as to
the relatives and friends. This creates that other quality of space where
it is permissible not to be competent and efficient or in control; where
it is possible to be overwhelmed and inarticulate and confused. These
responses are not failures; they are the measure of the love and the
care we carry and the immensity of the event at which we are present
and involved. In the presence of death we all have to learn a new way
of being; of not being afraid of passivity and the sense of impotence but
of accepting that there comes a point when ‘doing’ comes to an end and
just being there is what is needed most; doing our best to understand, to
care, to love, to wait and to accept either the pain or relief of letting go.

Respect for the body of the person who has died is vitally important for
all concerned. It is not just one of the last things we can do for someone
who has died, it becomes a simple act which sums up all our values
whether we are relatives, friends or carers. In the reverence and care of
the body, it does not matter if we have a faith or not, we simply perform
a deeply human and humane act. Itis part of the natural liturgy of human
life which confers a dignity not only on the person who has died but on
us all.

3.6.  The resources of religious faith

Death and the process of dying need all our resources: clinical,
professional, human and spiritual. We need to come to this moment
without prejudice. Often people who have no religious faith discover that
they are open to it in an unexpected way. Equally, persons who have
lived with strong conviction may find that this deserts them. This is why
community is crucial, whether it is a religious community or the human
community of carers that forms just at this moment.

Different religions will approach death and understand it in differing
ways. All will have a way of placing it in a context of belief and meaning.
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They all will have a way of narrating it and transposing it into symbol
and ritual so that it forms part of a greater story of life and future life.
Even if we do not understand that belief structure and its symbols, or
even if we are atheist or agnostic about it, every person has a right
to their faith and their community not just in the moment of death but
especially in the time before it. Nor, for many religious faiths is death the
end, either for the person who has died, or for the relationship they have
with their family, friends or community. Often there are the liturgies of
remembering, celebrating and praying that continue, particularly when
there is an understanding of life and community beyond death itself. It
is the right of every person that their faith is acknowledged, provided for
and treated with respect.

In the same way, even if the person dying has had no explicit faith
before this moment, they may decide that now they do want to explore
it and draw some consolation and strength from the wisdom of the great
communities of faith. Again, good end of life care will understand this
and, just as it will wish to make available various medical strategies,
it will want to make available spiritual and religious ones as well. In
order to do this, it is important that professional carers have some
understanding of the particular religious beliefs and customs of those
who are in their care. It is also important that they are able to call upon
the expert practitioners of religion to assist them in caring for the person
who is dying and for their relatives and friends.

3.7. Death from a Christian perspective

The Christian faith comes to death with a unique understanding and
hope. It sees in it a moment of truth when we must come to terms with
the reality of our life, its relationships and deeds, but it also finds there
an infinite guarantee of love and understanding. This is because the
Christian faith sees death as uncovering the fundamental truth of our
existence — that every human person is created for God and by God.
Here, at the final moment of our life, we come to know this and it is
precisely in this moment, the moment when we are most vulnerable,
God has placed himself in mercy and love.
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He has done this through his Son, Jesus Christ, who himself enters into
this reality of death — our death — on the Cross. Yet, this moment, which
could be a moment of such emptiness and despair, is forever changed
by Christ’s resurrection. Here is the gift of life, and not just life as it was
but as it will be; an unimaginable fullness, a fulfiiment of all that we are,
a sharing in the Divine life of God who is the Love of the Father, Son and
Holy Spirit. This is a life of inexhaustible meaning and because it is the
life of God Himself who is love, it will be a life made up of all our relations
of love. The resurrected life is an embodied life, but a life in which matter
is itself transformed so that it may bear the fullness of life everlasting.

Every Christian lives in this truth and this hope. In the Catholic Church
it is celebrated every day in the Eucharist and in the sacramental life of
the community. Understood in this way, no one faces death alone. Christ
and his Church — that great community of faith — meet them there. Often
in the moment of death and through the process of dying the person
and those with him or her will feel the presence and consolation of this
community — visible and invisible. Even in their doubt, confusion or
despair, in their silence or in their struggle, the community is present. A
community not bounded by time, space or mere physical presence, but
a community of all those who ‘have gone before us marked with the sign
of faith’, the community of those who already enjoy this fullness of life,
the community of the saints.

Without in any way disguising the reality of death and the fragility with
which we all come to it, the community of Christian faith lives with a
knowledge that ‘for us life is changed not ended’. Death opens up to a
reality which is as yet only dimly glimpsed, unknown but not emptiness
or nothingness. It is here, too, that so many make the words of the
Jewish psalm their own, “Even though | walk through the valley of the
shadow of death, | fear no evil. For you are with me; your rod and your
staff, they comfort me.” (Ps.23)
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Faith is always more than an intellectual assent to doctrines; it is a living,
personal relationship with Christ. In the reality of death that relationship
holds more strongly than ever, for Christ has Himself entered into this
reality and so, however we may make that final journey and live those last
moments, we walk and live in Him. We can never predict nor determine
how we shall face the last moments of our life, but we can be sure of
Christ and of his Church’s faithfulness to us whether we are weak or
strong, struggling or tranquil, awake or in some other inner space.

Again, the Church makes her own the beautiful words of the Jewish
Psalm 91, “He who dwells in the shelter of the Most High and abides
in the shade of the Almighty, will say to the Lord, ‘My refuge and my
fortress; my God in whom | trust. For he will deliver you from the snare
of the fowler and from the deadly pestilence; he will cover you with his
pinions and under his wings you will find rest......”

In this way the moment of death becomes a moment of faith and of trust
in God'’s faithfulness.

3.8. Conclusion

One of the most important and valuable things we can do for a person
is to care for them in the final stages of their life. To do this well is never
just a matter of clinical knowledge or professional skill though these are
valuable. More important is the sense and knowledge of a whole life, of
the wholeness of a person and their relationships that make up a life. It
is this knowledge that allows us to use all our professional and clinical
knowledge well. We also need to have time — time for the person dying,
time for the family and friends, time for the carers to care rather than
perform procedures. In this time, the freedom to have conversation, to
allow the pace of the processes — internal as well as physical — cannot
be hurried. Time is such a precious gift, and silence, and a sense our
own inarticulacy is also important and real. This time is time to establish
new relationships as well as to repair, celebrate or cherish old ones.
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We can only come to the final stages of our life with humility. Again, the
most valuable thing is to be released from expectations — we do not
know how we may behave or feel or what we may say. The truly caring
environment is one which helps us let go of expectations and find the
resources we need to live with the reality we are now asked to face.

Death is the moment of truth for human life and meaning. Whatever
we may discover there, it will not be nothingness. We may begin to
touch some sort of mystery that has been present in our lives from the
beginning. It is not the fact of death alone. It can be the mystery of an
undeserved love, the generosity of a care which is given not only as a
professional skill or requirement but as human gift.
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Appendix
Sources of further information regarding specific faiths and
spiritual care of the dying

This guide does not attempt to speak for other faiths but gives links below
to resources for different faith communities where these are available.
The following are suggested as initial reading for the spiritual care of
specific faith groups:

Caring for the Catholic Patient
http://www.catholicchurch.org.uk/catholic_church/the_bishops_work/
catholics_in_healthcare/resources

Susan Hollins, RELIGIONS, CULTURE AND HEALTHCARE: a practical
handbook for use in healthcare environments, Radcliffe Publishing.

Julia Neuberger, CARING FOR DYING PEOPLE OF DIFFERENT
FAITHS, Radcliffe Publishing.

Caring for Bahai Patients

The Multi-Faith Group for Healthcare Chaplaincy has a pdf of the Bahai
guidance: http://www.mfghc.com/resources/resources_72.htm

Caring for Hindu Patients

Diviash Thakrar, Rasamandala Das and Aziz Sheikh (eds.) CARING
FOR HINDU PATIENTS, Radcliffe Publishing

Caring for Jewish Patients

http://www.jvisit.org.uk/hospital/index.htm

Caring for Muslim Patients

Aziz Sheikh and Abdul Rashid Gatrad (eds.) CARING FOR MUSLIM
PATIENTS, Radcliffe Publishing.

Caring for Sikh Patients

www.sikhchaplaincy.org.uk/Booklet.pdf

For further information about the spiritual care of multi-faith patients

contact the Multi-Faith Group for Healthcare Chaplaincy at:
chief.officer@mfghc.com
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