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Introduction

This course will explore how knowledge and beliefs about death and encounters with death affect people’s lives. It will also examine the concept of a ‘good death’ from an individual perspective in order to enhance the quality of dying. 

This OpenLearn course provides a sample of level 2 study in Health & Social Care. If you found this interesting, take a look at the Open University module Death, Dying & Bereavement (K220): http://www.open.ac.uk/courses/modules/k220. Alternatively, you can explore the related OpenLearn course, An introduction to death, dying and grief. 

Learning outcomes

After completing this course, you should be able to:

· relate beliefs about death to the meaning people attach to life

· reflect on the way in which death structures life

· critically evaluate now new encounters with death affect perspectives upon life

· assess the quality of dying

· critically examine the notion of a ‘good death’ in relation to individual experience.

1 Overview

1.1 Living with death and dying

Knowledge and beliefs about death can have a profound effect both on the way people live and the way they approach their own death. In this course we look in depth at these issues. There are three sections. 

The first section addresses the effects that the knowledge that we die has on our lives. Here we explore how the beliefs people hold about death affect the meaning they attach to life. We try to imagine what life would be like if it did not end in death. Given that we do die, we examine how the ways in which a close brush with death may influence the way people live subsequently. Developing this theme further, the second section assesses the phenomenon of ‘near-death’ experiences. 

The final section looks at the way beliefs and attitudes towards death affect the quality of dying. We take up the problematic concept of ‘a good death’ and through the use of case studies analyse this concept in relation to individual experience. 

1.2 Death and the meaning of life

1.2.1 Death and Tolstoy

Inevitably, the way in which people deal with death, whether by denial or by the construction of a complex system of beliefs and myths, leads to questions about the meaning of life. For Julia Neuberger this is the lesson of death. ‘It is nothing to fear of itself, but it concentrates the mind powerfully in examining what it is we mean by life’ (Neuberger and White, 1991, p. 13). 

Click to view 'Death and the meaning of life'. 

Start of Activity
Activity 1

Start of Question
Read the article by Leo Tolstoy, ‘Death and the meaning of life’. What effect did the knowledge of death have on Tolstoy?

End of Question
View discussion - Activity 1
End of Activity
Start of Figure
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Tolstoy at work in his study

View description - Tolstoy at work in his study
End of Figure
1.2.2 How do others find meaning in life?

There are those who share Tolstoy’s view that death is an end rather than a transition, and yet are much more optimistic about life. Hermann Bondi represents the views of many Humanists in the following passage: 

Start of Quote
As a Humanist I believe in the importance of human linkages, of human interactions, of our lives getting their meaning from our connections with each other. Thus I agree with Donne that anybody’s death diminishes us all. Yet our loss, our grief, our sorrow at matters that have been left unsaid for too long, services that we regret not having performed in time, and the sheer feeling of void must all be seen in proportion, difficult as this may be. If a person dies in ripe old age, after a life that has had more ups than downs, a life that was at least in some sense fulfilling, then one’s grief should surely be limited in duration, if not in depth. The very naturalness of death, the fact that it is unavoidable, should reconcile one gradually to what has happened in such cases. But if a young, fit person dies, then the grief, the horror, yes, the anger at the event cannot easily be bounded. To have to remain for ever ignorant of how the one who died would have lived, to realise that we must all manage without the unique contribution that person could have made to society, all this may border on the unbearable. 

(Neuberger and White, 1991, p. 125)

End of Quote
Unlike Tolstoy, for some people it is the very knowledge that life ends in death that gives life meaning and structure. Another of Rosemary Dinnage’s contributors felt this: 

Start of Quote
Life is a tremendous gift, an amazing gift, an astonishing gift, and that it seems simply crumudgeonly not to make a response. And for me the response is writing down what I experience; otherwise it looks as though I’ve been given all this, all this daily experience, and I don’t do anything about it. So for me it’s a doing something about it – which, as I said, I think is really related to the fact that one knows that it’s finite experience, that it’s coming to an end. 

(Dinnage, 1990, p. 181)

End of Quote
If the fact that life ends in death gives life at least some structure, could we contemplate life without death?

Start of Activity
Activity 2

Start of Question
What if we didn’t die? How do you think you would feel? And which bit of the life-span would you stick with? Please feel free to let your imagination run riot – you need not take this activity entirely seriously. 

You could try these questions on your family and friends.

End of Question
View discussion - Activity 2
End of Activity
Start of Figure
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Jonathan Swift’s Struldrugs, as conceived by Arthur Rackham around 1900

End of Figure
1.2.3 The effect of death on life

In some cultures, or groups within a culture, there is an attempt to integrate the fact of mortality into the centre of living so that members are actively encouraged to see death as normal and to face the fact that each of us will die. In others there is a tendency to combat or deny the fact of death, to the extent that life becomes an exercise in keeping thoughts of death at bay. 

Yet it remains true that some ways of life and systems of belief do actively prepare people to acknowledge the reality of death whilst others encourage denial of that reality. Mostly we find ourselves somewhere between the two, shifting back and forth according to situation, time, place, company, age and so on. It is almost as though denial and affirmation of death form two ends or poles of a continuum along which we move. To highlight the process, this section describes an example of what it is like at each end. 

Start of Figure
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Buddha rock carving at Ajanta, India

End of Figure
1.2.4 Theravada Buddhism

In all schools of Buddhism, the inevitability of death is seen as a fruitful topic for reflection and meditation, but in the Theravada tradition, which originated in Thailand, followers are especially encouraged to meditate upon death. In the beginning the meditator is asked to dwell on deaths of people who have led a pleasant life. Then the mind of the meditator can be turned to the inevitability of his or her own death, so as to develop ‘one-pointed’ concentration on this. To aid this are various reflections such as: 

Start of Verse
The nights and days go slipping by,

As life keeps dwindling steadily

Till mortals’ span, like water pools

In failing rills, is all used up.

(Samyutta Nikaya 1:109, cited in Dinnage, 1990)

End of Verse
One meditates upon the possible causes of death:

Start of Quote
…be they external causes or the small organisms with which one shares ones body. Life is frail; it will end if one lacks air to breathe or food to eat, or if the body is either too hot or cold. Death is unpredictable as to the age at which one may die, at what time of day, of what, and where. One may live only another day …or the time it takes to eat a meal …or chew the next mouthful …or take the next breath – but one should use whatever time one has to rouse energy and mindfulness for spiritual practice. Insight into impermanence and non-attachment to life will then develop and a person will die without fear. 

(Harvey, in Neuberger and White, 1991, pp. 112–113)

End of Quote
As Peter Harvey, a British convert to Buddhism, explains, this kind of meditation involves not only contemplating one’s own death and the feelings associated with that but also the deaths of loved ones who are presently alive. 

Start of Quote
This means that dealing with the death of a loved one can begin before it happens [and] living with an awareness of one’s own death helps one to live life better …In our family, talk may concern death and rebirth … Neither my wife nor my daughter see it as an unpleasant or embarrassing subject. 

(Harvey, in Neuberger and White, 1991, p. 114)

End of Quote
There is a sense in which, for the Buddhist, life is very much a preparation for death, because it is believed that the state of mind in which one dies is a key factor in what kind of rebirth follows: obviously, someone who has consistently meditated upon their death is more likely to approach it in a calm state of mind. In another sense death is in the very midst of life, for it is seen not simply as something that happens at the end of our lives, but from moment to moment. ‘In the basic Theravada view … every moment is a birth and death in itself’ (John Snelling, quoted in Dinnage, 1990, p. 146). 

1.2.5 Together Forever

At the opposite end of the spectrum stand Paul and Gemma Massey, the British co-ordinators of Together Forever, an affiliation of the Flame Foundation, a group of self-proclaimed physically immortal people in Arizona. The Foundation began some 30 years ago after an Evangelical minister, Charles Paul Brown, claimed to have had a ‘cellular awakening’ in which Christ told him that physical immortality was the true Christian message. 

The group claims to have about 2,000 members world-wide. Its basic philosophy is that death isn't natural. Life is based on ‘cellular unity’, and by fostering this through group intimacy life can go on for ever. Gemma Massey explains: 

Start of Quote
Death is a withdrawal of energy. In being together we continually keep each other energised. We believe that by creating a network of people around the world strong enough and powerful enough, we can keep each other alive. … There is no reason that is obvious to me why cells that have been happily replicating for years have to stop doing so. The only difference I can see is whether that process continues to be energised by my choice, my lifestyle. In a sense we are taking psychic healing to the ultimate conclusion. If you can do it once, why not over and over again? 

(Massey, 1991)

End of Quote
The crucial factor is group commitment. Members of Together Forever meet twice a week to ‘energize and inspire one another’. At these meetings, explains Paul Massey, ‘there is a personal warmth, a passion for each other – that passion for the flesh, the physical human being that makes the difference’ (Massey, 1991). 

Start of Activity
Activity 3

Start of Question
Draw a line with Buddhism at one end and Together Forever at the other. Try to mark where you are on the line at the moment, in your everyday life. Is your life shaped more by consciousness of death or by attempts to secure physical immortality? 

End of Question
View discussion - Activity 3
End of Activity
1.2.6 Encounters with death

Although we each die only once, there may be many a brush with death throughout the course of a person’s life. The experience of having been close to death can have a major impact on the way in which a person continues living. For Elaine, the awareness that she might be about to die has affected the way she lives now that her prognosis is good. She describes herself as prepared for death and impatient of those who are not. She also has difficulty entering fully back into life. 

Start of Quote
I think it’s important to be prepared for death …I can only agree with Hamlet, the readiness is all… When I found out the prognosis was good I found it very hard to lift the veil that had descended between me and life. I think if you are dying … you withdraw from life necessarily because it’s too painful otherwise and so although you’re in life you’re not of life and whole areas of existence cease to have an interest for you because you think you haven’t got a future … I definitely felt as if I’d moved on to the hard shoulder of life as it were …I have gone back into life, very much so with my child … [but] sometimes when I’m with other people I think ‘I don’t want to talk about that, it’s trivia’. 

End of Quote
For a different kind of person there might be a very different response. Here are just a few examples.

1.2.7 Margaret

Margaret was in her thirties when she learnt she had breast cancer. Some three years later, after the removal of the affected breast, she was leading a very busy life working full-time at the Open University, studying part-time for an OU degree and running a family. Fitness activities such as jogging and various sports had become very important in her life. She was also very involved in cancer research fundraising activities. She described the impact of her brush with death in this way: 

Start of Quote
Until I was told I had breast cancer I had never seriously contemplated my own mortality. Fortunately the prognosis is good and I seem to have survived the trauma in relatively good mental shape. I attribute this largely to my positive, optimistic nature but the experience has certainly changed my life and outlook in many ways, some obvious, some not so. 

My overall view of life has changed. These days, no matter how bad things seem, I still have a sense of how good it is just to be alive. Things I worried about in the past don’t seem as important. 

When I had my operation [a mastectomy] I experienced little, if any, physical pain, not requiring sleeping pills or pain killers. I put this down to the fact that I was generally very physically fit, earlier that year having taken up jogging, tennis and aerobics. These days I have a passion for exercise and I know this is based on an inner feeling that if the cancer recurs I will be in good physical shape to ‘fight’ it again. Since then I have also helped to raise money through sponsored events for charities, usually cancer-based though not always, and this is something I had not done before, perhaps through a feeling of wanting to repay or put something back for my good fortune in surviving. 

I feel fortunate that I have a positive disposition but I realise that it isn’t this way for everyone. I wonder how people without this optimism cope. I don’t always feel happy, occasionally I am frightened and pessimistic. At these times I feel my family and friends find it difficult to cope too, they are used to the ‘positive’ me, reassuring them. I feel as though I’m letting them down and struggle to regain control quickly. Fortunately this doesn’t happen very often. 

Six years later …

Looking back at what I wrote in 1992 I realise that things have changed quite a lot. I still like to exercise and keep fit, but I’m no longer obsessive about doing so, and no longer feel as though I owe a debt for surviving. Overall, I’m very positive and optimistic, I hardly ever dwell on the prospect of the cancer recurring and now assume I will live to a ripe old age and die of ‘natural’ causes. Three years ago I had reconstructive surgery and a breast implant – a difficult and complicated decision which took three years to make – and I’ve found that not having to use a prosthesis or wear special or adapted clothing has also distanced me from the event. 

End of Quote
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1.2.8 Caroline

Caroline’s experience was rather different. She was brought face to face with death when she was involved in a fatal car accident. Her friend who was driving at the time was killed outright whilst Caroline escaped unhurt. She found the reality of this difficult to assimilate and felt a sense of guilt. 

Start of Quote
For a long time after the accident – several months – I kept replaying it over and over again in my mind and working out how it could have been avoided – then realising nothing could change what had happened. I also regretted very much not seeing Helen’s body – I didn’t want to impose on her family at the time, but really wanted to say goodbye to her. My last sight of her was just her back slumped over the steering wheel in the dark. She was already dead then. I think I knew she was badly hurt if not actually dead immediately – when I got out of the car to get help I left my bag in the car. People thought it was shock, but actually it was because I felt I was abandoning her by leaving so I left my bag to show I was coming back. The police gave me the bag later – I still wish I had seen her again. I think it would have helped me come to terms with her dying while I walked away unhurt if I had sat with her or seen her body later – part of me still feels I ran away. I also have a good feeling now that she has become part of my life – not that I am living for her, but that somehow I still carry a little of her life, even perhaps just remembering her and having been the last person to see her alive. 

End of Quote
1.2.9 Nick

In our society we tend to expect not to have to face the likelihood of death until our 70s at least, but one group of people who are having to face the prospect of death at a relatively young age are those diagnosed as HIV-positive. Controversy surrounds the issue of whether those at risk of contracting the virus should have the blood test which might give them that death sentence. At the time of writing there is no clear evidence that any treatment can improve the prognosis, even if taken at an early stage, and opinion is divided on the likely effects of knowing you have the virus before any symptoms occur. Some believe that this enables the person to take good care of their general health and well-being, perhaps therefore improving the prognosis. Others feel that the diagnosis brings despair and depression and can create difficulties with relationships and employment. The Terrence Higgins Trust, a charitable organisation providing support for those with AIDS, produces literature on the subject. If you would like to pursue the issues involved in greater depth, their website is www.tht.org.uk. 

People react in their own way to the knowledge that they have the HIV virus. Here we present a brief extract from Jacqueline Hockings’ book Walking the Tightrope (1988), in which she talked to people who were diagnosed HIV-positive. Nick displays tremendous courage and manages to live his life positively in spite of or perhaps because of, his diagnosis. ‘I met Nick through my work at the Terrence Higgins Trust. He is 23, was diagnosed as HIV positive a year ago, when he was 22, after his first sexual encounter. He spends much of his time travelling around the country, talking to people about his experiences, and working in training groups.’ 

Start of Quote
I took the test after my first relationship with a man. I'd just come back from France, where I had this relationship. A friend of mine and I decided to go along together for a test. It made it a lot easier, going with someone else. I received the results by letter on January 19th, 1987. Receiving the results by letter was not so good. 

I thought I’d be a hero, and I thought I could cope with it, but I certainly couldn’t. My partner at that time was not infected and because I was, and because we didn’t actually love each other, we decided to split up. He was too young he couldn’t cope with it. 

Being HIV-positive was difficult, it was horrible. When I received the news, I went into shock. I feel that I ceased to exist, everything ceased to be real. I wasn’t even part of things which were happening around me. People went by and said: ‘Hi’ and I said ‘Hi’, but it was only a very automatic response. 

I came back from France feeling quite positive and trying to please my parents. I thought ‘Right, I’m really f*cked up in life with regards to my parents, it’s something to do with them and it’s something to do with me, but at least I can do my bit and get that sorted out’. I tried to do things to please them. 

I started looking for a job, I started looking fanatically for what they termed as a real job, I wanted to please them. They thought my job in France wasn’t a real job. 

I started looking for this job, going head over heels rushing up to London, looking for this elusive job. I don’t think I really wanted to do it, so I was quite glad and relieved, when I didn’t find this real job. 

I fell ill during that period. I felt so ill that I wasn’t able to move properly, I had spots all over my body, I was out of breath, had very high temperatures. 

All of a sudden all my feelings disappeared out of the window. Suddenly I wasn’t able to breathe anymore. I was on a drip, and suddenly, just very, very suddenly, that was it. I couldn’t breathe. I was out of my mind, so scared. I didn’t understand what was happening. I thought it was probably death on the way and got hold of Mum’s skirt and asked her to ask them … 

I was on full oxygen at the time and I remember talking to my mother and father telling them I wanted to be cremated. My father said: ‘Don’t be stupid, you’re not going to die’. I got very frustrated with him, because of course I was going to die. It was obvious to them, it was obvious to me, that I was going to die, also to the doctors … they said to me that I had a 30 per cent chance of survival. My sense of humour seemed to get better at that point. I said: ‘At least that’s better than 20 per cent’. I think I’d read it somewhere, you know, the kind of things one might say on one’s death bed. I discussed my cremation, where I wanted my ashes scattered. That meant a lot to me. 

I thought about my death. I feel very privileged to have thought about death. I used to think of myself, even now, as being immortal. We do certain things to our bodies, which shouldn’t be done, like me, during the HIV period. I seemed to be trying to cheat death. I drunk a lot, took quite a few drugs, skiied like a madman, because death was quite close anyway. I was cheating my immortality. I was trying to say to myself: ‘I am immortal’, by doing these things to my body. 

One of the things that pulled me through was that I wasn’t ready to die. I really wanted to live, and now because I am living and I have been through that, I can appreciate life a lot more. I love life. I think it’s fabulous, the most important thing that has ever happened to me, to be alive. I often think I’m a living miracle here. Maybe I sound like a Bible basher here, but I do think that life is a miracle. 

I am doing a lot, I feel worthwhile, I feel like I am a worthwhile human being. Sometimes I need other people to say that to me, because I regard myself as being a economic cripple, sexual cripple, a bit of a failure. Reliant on my parents, there is nothing much going for me … 

Sometimes I view having AIDS as climbing mountains. I used to do a lot of mountaineering. There are a lot of mountains to climb. You climb over one mountain, and when you’re on the top of one mountain, you can see some more mountains. You get down into the valley and up to another mountain. You see some more. There are forever more mountains to climb. 

(Hockings, 1988)

End of Quote
Start of Activity
Activity 4

Start of Question
(Please omit this activity if you wish.)

If it feels comfortable, ask yourself what is the nearest you have come to your own death. This might be a serious illness, a near-accident or something else. Note down any effect this has had, either in the short term or the long term, on the way you live your life and the way in which you view death. 

· Has it changed your relationships in any way?

· Has it affected your view about what really matters in life?

· Has it made any difference to your enjoyment of life?

· Has it made you more or less fearful of death?

End of Question
View discussion - Activity 4
End of Activity
1.3 Near-death experiences

1.3.1 Reactions to near-death experiences

A number of people have claimed that they have been at death’s door and can recall some of the sensations. Attempts to speak about near-death experiences (a term used to describe the extra-ordinary experiences some people have when close to death or when deeply unconscious) can meet with incomprehension, fear and hostility from friends as well as medical experts and researchers, many of whom refute the existence of near-death experiences. As Toates (1999, p. 1) says: 

Start of Quote
to the hard nosed ‘no nonsense’ scientist, it either risks undermining the materialist foundations of modern biology and psychology or, at the very least, serves to sell large numbers of pseudo-scientific books that mislead the naïve and neurotic into superstitious beliefs more appropriate to the Middle Ages. 

End of Quote
The medical establishment has by and large been sceptical about the reliability of accounts of near-death experiences. Michael Sabom, a medical doctor who studied near-death experiences, found that some of the people he interviewed had been very disturbed by the unwillingness of others to listen or take them seriously. For some this even led to a fear of insanity, as in the case of this woman who spoke of her experience as a teenager during a severe car accident. 

Start of Quote
I told the doctor that something had happened to me. I said ‘There was this light and this voice spoke to me. Do you think that was God?’ …he said ‘No, I don’t,’ and he told my parents. At first they thought I was in shock and then they realised that I wasn’t in shock and that I was alright. I was never afraid … then two months later we were going downtown or something and they said we were going to visit this doctor and I said ‘OK’ thinking it was for them. Then there was this psychiatrist and I said, ‘You’ve got to be kidding’… I felt I had done something wrong by saying what had happened … I am 37 years old, and I have never told anyone about it since. 

(Sabom, 1982, pp. 136–137)

End of Quote
Near-death experiences are not as uncommon as you might think. Fenwick and Fenwick (1996) quote a National Opinion Poll in the USA which suggests that over a million Americans have experienced this phenomenon. It is therefore necessary to take it seriously. In this section we provide descriptions of ‘near-death experiences’ and illustrate the impact on those who have experienced them. There are three main points: 

· a significant number of ‘normal’ people may have had such an experience and may wish to talk about it

· for many, but not all, the experience has led to a more positive view of both life and death

· there is considerable debate about the wider significance of this phenomenon and whether it is to be explained in physiological or spiritual terms. 

1.3.2 Recurrent themes

When the accounts of people who have described a near-death experience are looked at side by side it is possible to identify some common features. This isn’t to say that all of these features are present in every account, but that amidst variations there are certainly recurrent themes. The following list is compiled from a variety of studies, including the important study undertaken by Sabom (1982), himself initially sceptical. 

1.3.3 Ineffability

Most people who speak of their near-death experience say they have great difficulty putting it into words because, as one person put it, ‘There is no feeling you experience in normal life that is anything like this’. 

1.3.4 Sense of timelessness

In Sabom’s study, everyone described their near-death experience as if it had occurred in a timeless dimension: people were unable to make any judgement about how long the experience lasted. ‘There was no measurement of time. I don’t know if it was a minute or five or ten hours’, commented one. 

1.3.5 Sense of reality

Sabom also found most people emphasised at least once during their interview that the experience was as real as the more ordinary events of life. In this vein a typical comment was, ‘It’s reality. I know for myself that I didn’t experience no fantasy. There was no so-called dream or nothing. These things really happened to me. It happened. I know. I went through it.’ For one man it was ‘realer than here … After that the world seemed like a mockery to real life …’ 

1.3.6 Sense of death

For almost everyone, quite early in the experience there was a strong feeling that they were dying or had already died, but this wasn’t preceded by a conscious anticipation of the nearness of death. One survivor of a heart attack said the first thing he realised after losing consciousness was that ‘something funny was going on … I realised I was dead … that I had died. [I thought] I don’t know whether the doctor knows it or not, but I know it.’ 

1.3.7 Emotional feelings

In Sabom’s study all who reported a near-death experience were asked to describe their emotions during the experience. The predominant picture was one of calm, peace and tranquillity, in marked contrast to the physical pain and suffering felt before or after the event. Some spoke of sadness at seeing the efforts and distress of others trying to bring them back to life, and one woman spoke of being very happy until she remembered she was leaving her children behind. A few referred to a sense of loneliness or darkness, though for some this was followed by a movement towards light. Sometimes this darkness was described as entering a vast, black space or a tunnel through which one moves at great speed. ‘I was in what felt like outer space. It was absolutely black out there and I felt like I was being drawn towards an opening like at the end of a tunnel. I knew this because I could see a light at the end’. 

1.3.8 Separation from the physical body

Very common is the experience of floating, sometimes on the ceiling, looking down on the body – a sense that the essential part of the person has separated from the physical body. In Michael Sabom’s survey of near-death experiences among non-surgical cases everyone had this sensation, but other studies indicate it is not universal. One woman recorded these feelings in a poem. 

Start of Verse
Hovering beneath the ceiling, I looked down

Upon a body, untenanted – my own

Strangely at peace, airy, weightless as light,

I floated there freed from pain-filled days and nights

Until a voice I heard, an urgent call,

And again I dwelt within my body’s wall.

(Sabom, 1982, p. 21)

End of Verse
This out-of-body experience was typically accompanied by alertness and clarity of thought.

1.3.9 Other common features

In addition to these very common features there are in many accounts further distinctive elements. A sense of entering into or being met by light and/or an area of great beauty has been expressed in a significant number of accounts. Here are just two illustrations: 

Start of Quote
I was just in a wonderful peace and wellness in a beautiful landscape setting of grass, lawns and trees and brilliant light.

(Fenwick and Fenwick, 1996)

End of Quote
A man who nearly died of pneumonia recounted:

Start of Quote
A blue-gold light which reappeared and grew brighter and brighter. I went forward towards the light and as I did so I had such a feeling of freedom and joy, it’s beyond words to explain. I had a boundless sense of expansion. 

(Grey, 1985,p. 47)

End of Quote
Start of Figure
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Do people draw on images such as this in their description of near-death experiences?

End of Figure
The proportion of near-death experiences that involve these kinds of ‘transcendental’ phenomena varies from one study to another. In Sabom’s research they are most common among people undergoing surgery. Table 1 indicates the frequency among the 61 non-surgical cases in Sabom’s study. 

Other recurrent features include:

· Meeting deceased friends or relatives. (This was reported in 38 per cent of the respondents in the Fenwicks’ study; in Sabom’s study this was more common among women than men.) 

· Being in the presence of a religious figure such as God, Jesus or the Buddha. (This was reported in 34 per cent of the Fenwick’s respondents.) 

· A life review: a rapid mental replay of significant life events. (The Fenwicks’ study did not replicate this common finding of other studies – only 12 per cent recalled reviewing past events.) 

Start of Table
Table 1 Elements of the near-death experience and their frequency of occurrence among 61 non-surgical cases

	Element
	Frequency (per cent)

	Subjective sense of being dead
	92

	Predominant feelings of calm and peace
	100

	Sense of bodily separation
	100

	Observation of physical objects and events
	53

	Dark region or void
	29

	Life review
	54

	The Light
	29

	Beautiful environment
	54

	Meeting others
	48

	Return
	100


(Source: Sabom, 1982, p. 206)

End of Table
All the near-death experiences described by Sabom are predominantly positive. In the Fenwicks’ study (where they advertised for accounts of near-death experiences) the majority of the respondents also reported positive experiences – 82 per cent felt calmness and peace, 40 per cent felt joy, and 38 per cent felt love. These were surprising findings because they had predicted many more negative experiences, particularly descriptions of terror, fear and loss, because many near-death experiences are catastrophic and overwhelming. In her book Return From Death Margot Grey, a psychologist who herself had a positive near-death experience, maintains that negative experiences also occur, though they are much less frequent. She suggests they are more likely to be spoken of immediately after the event. A negative experience is usually characterised by a feeling of panic or fear and may involve dark and gloomy or barren and hostile visions and landscapes. Very occasionally people report a situation that resembles classic descriptions of hell. 

1.3.10 The impact of near-death experiences

In many studies (Sabom, 1982; Toates 1999) the main effect of a near-death experience was to reduce a person’s fear of dying. Individuals surviving similar types of near-death crisis without an associated near-death experience did not show the same reduction in fear of death, as Table 2 indicates. 

Start of Table
Table 2 Effect of near-death crisis event on fear of death

	Fear of death
	With near-death experience (61 people)
	Without near-death experience (45 people)

	Increased
	0
	5

	No change
	11
	39

	Decreased
	50
	1


(Source: Sabom, 1982, p. 212)

End of Table
The reduced fear of death doesn’t imply an increased desire to die or a rejection of the value of living, but rather an acceptance of both life and death. One of Sabom’s patients, who had a transcendental near-death experience during a cardiac arrest when he was 33 years old, illustrates this well. He is seriously disabled and can’t work. 

Start of Quote
I used to worry about life and living and trying to get ahead …I don’t do that anymore …I just live from day to day … I’m going to live what I’ve got left and I’m going to enjoy it… I’ve been through death and it didn’t bother me … I’m not scared of it. 

(Sabom, 1982, p. 126)

End of Quote
For some, the new attitude towards death also affects views on the death of loved ones and frequently strengthens religious beliefs, especially beliefs in an afterlife (Table 3). 

Start of Table
Table 3 Effect of near-death crisis event on belief in afterlife

	Belief in afterlife
	With near-death experience (61 people)
	Without near-death experience (45 people)

	Increased
	47
	0

	No change
	14
	45

	Decreased
	0
	0


(Source: Sabom, 1982, p. 212)

End of Table
The Fenwicks’ and Margot Grey’s findings suggest that while religious beliefs do not appear to affect the likelihood of a near-death experience occurring, the experience undoubtedly subsequently changes the person’s relationship with religion. ‘The main shift would seem to be away from theological doctrines to a more spiritual ideology’ (Grey, 1985, p. 108). Fenwick and Fenwick quoted a similar illustration: ‘Although I am still a Roman Catholic, I feel the experience I had is beyond any denomination.’ Another put it this way: ‘I was raised in the Church of England, but since my experience I've become non-denominational. I now feel all religion is basically the same’ (Fenwick and Fenwick, 1996). 

Among both the religious and non-religious alike, there is evidence of increased compassion and empathy towards other people following a near-death experience: ‘When I look at people now, I feel I really do love them, which is something I never felt before’ was how one person expressed this. 

Usually interviews tell us little about the detailed practical working out of such changes, though some people have described ways in which their activities have been altered. So, for instance, increased acceptance of death has led some into an involvement with dying people. After her near-death experience this hospital volunteer lost all fear of death and so came to be regarded as the right person to sit with those who had been told their illness was terminal: ‘… because if they were going to die it didn’t bother me. It was really easy for me to talk to the people about it. I’d feel really good about it, and it seemed to make the people feel better’ (Sabom, 1982, p. 132). 

1.3.11 The significance of the near-death experience

The sociologist Allan Kellehear (1995) observes that most studies have had a medical focus, investigating whether near-death experiences could be the result of a lack of oxygen to the brain or another medical or psychological cause. Kellehear suggests that the search for psycho-medical explanations has focused on psycho-neurological and defensive mechanisms emphasising altered status of consciousness or physical functioning and not taken into account the meaning of these experiences. Kellehear identifies three social features of near-death experience: 

· sudden and unexpected separation

· a transition period involving expectation of death

· a sudden return to the original social group.

Kellehear suggests that these features imply a ‘status passage’ and resemble other kinds of experiences, for example those of people who have been shipwrecked. ‘Status passage’ was described by Glaser and Strauss (1967), who conducted extensive research of dying people and those caring for them. It involves a ‘changed identity or sense of self, as well as changed behaviour’ (p. 2, quoted in Kellehear, 1995). We experience many transitions: changing jobs, careers, partners and locations. As our position changes we continually have to readjust to a transitional position, separating from our former status and then integrating and recognising our new position. Using this analogy, near-death experiences resemble many features of modern dying – it is unscheduled, undesirable, involuntary and not always predicted. 

For some people the impact of near-death experience is very profound. For example, for some the existence of the near-death experience acts as a proof or an assurance of life after death. A respondent in the Fenwicks’ study put it as follows: 

Start of Quote
I’ve always believed in life after death, though I no longer belong to any form of organised religion, preferring to find my own path, but if I needed anything to confirm my belief in another plane of existence, that experience certainly did. I feel so grateful to have had it. 

(Fenwick and Fenwick, 1996, p. 150)

End of Quote
For others it is no more than a subjective account of what is experienced as the brain closes down due to a lack of oxygen. A typical expression of this second view is given by Leslie Ivan (a neuro-surgeon) and Maureen Melrose (a nurse) in their book The Way We Die (1986), in which they assert that ‘all the experiences that have been described can certainly originate in the brain, caused by the well-known chemical changes that occur in near-death emergencies’. They describe the steps in the dying process as follows (adapted from Ivan and Melrose, 1986, p. 87): 

1. The triggering mechanism is decreased blood oxygen availability. The feeling of peace and tranquillity is an early manifestation of decreased nerve activity (the way tranquillisers work). 

2. As the chemical changes increase in quantity there is an effect in the limbic system of the brain (the part activated during arousal and motivated behaviour) such that there is a sense of euphoria and body-separation. 

3. With the progressive changes, other elements of the brain become involved and when the visual cortex is affected ‘blacking out’ occurs (entering the darkness). 

4. Further changes cause hyperactivity of the same nerve cells and visual hallucinations become intensified (seeing the light).

5. In the final stage, just before the part of the brain responsible for consciousness is abolished, a hallucination occurs (entering the light). 

This type of explanation is based on a commitment to the view that the material world in general, and neuro-physiological changes in particular, form basic reality and that consciousness and imagery are simply an effect or expression of these material changes. By and large people trained in medicine will tend to favour such an explanation, though some find it inadequate, as did Michael Sabom, who identified a number of discrepancies between the near-death experience accounts he gathered and existing neuro-physiological explanations. So, for instance, he was struck by the fact that some people recall in precise and accurate detail events and objects that had been outside of their visual field at the time of the experience. He also found major differences between the feelings and ‘visions’ associated with near-death experiences and those experienced in the delusions, hallucinations, dreams and temporal lobe seizures in terms of which near-death experiences have commonly been explained. Acknowledging that there are, however, strong similarities between near-death experiences and states of consciousness associated with raised levels of carbon dioxide in the brain, Sabom ended by questioning the premise underlying the neuro-physiological explanation by asking whether the experiences were ‘caused by the high levels of carbon dioxide per se or were they due to some other mechanism associated with the patients’ carbon dioxide-induced near-death condition?’ (p. 178). 

Start of Activity
Activity 5

Start of Question
What possible kinds of answer might there be to Sabom’s question? If you can think of any alternatives to the medical explanation briefly jot them down before continuing. You are not being asked to find the right answer but just to guess what possible answers there might be. 

End of Question
End of Activity
A psychological explanation for near-death experiences

Some people put forward a psychological explanation of the near-death experience which goes something like this: the personality (or ego) is attempting to deny its imminent dissolution and so evokes such mechanisms as depersonalisation (as in ‘leaving the body’) or ego defence (hearing voices, etc.). This explanation is like the medical one in assuming that consciousness perishes with brain stem death. In fact Sabom wishes to challenge that assumption and to suggest that consciousness may exist beyond or outside of the activity of the brain. He questions the philosophical basis of the materialist, medical framework, proposing that near-death experiences are to be taken at face value, as explicable in terms of an encounter with God, ‘an ineffable truth encountered face to face at death’s closest moments’ (p. 186). 

At the same time Sabom doesn’t claim that near-death experiences describe the afterlife or that they can legitimately be used as proof of its existence. They tell us what happens during the process of dying, but they cannot be used as a description of what happens after death, for none of his interviewees actually died (my emphasis). Despite this, the popular media have in recent years presented the experiences as evidence of an afterlife, as in the following article from the Daily Mail. 

Start of Quote
Can there really be life after death?

… there is growing evidence from people of different cultures, different jobs and aspirations all reporting startlingly similar phenomena in near-death experiences which appear to testify to the existence of something else beyond life. 

… Not only are medical advances making it possible for more people to ‘come back from the dead’ than ever before, but sophisticated treatments for heart disease may also sometimes stimulate these same near death conditions – giving scientists a unique opportunity to probe and understand the complex processes at work … now sophisticated life-saving procedures are giving the best clues we have ever had as to the possibility of anything beyond. 

… Modern resuscitation techniques mean that far more people are being brought back when all seems lost. Certainly the more the experience is shared, the more chance we have of finding clues to the question most of us in our heart of hearts want answered: Is there anything after death? 

Scientists are beginning to think there might be.

(Hope, 1990)

End of Quote
Although this course makes no attempt to arrive at conclusions about the existence or not of life after death, it can and does provide information about and insight into a range of views and beliefs on this issue. The Daily Mail piece serves as a useful reminder that belief in life after death can certainly be found amongst people who have no formal religious tradition and that the impact of near-death experiences extends well beyond those individuals who have themselves ‘lived through it’. 

Thus far we have explored the impact that the knowledge of death has on our everyday lives and also how the lives of people who have particular encounters with death are affected by these encounters. The remainder of this course concentrates on the actual problems of dying. How do individuals react to the prospect of their own death and make choices about their care when dying? 

1.4 The quality of dying

1.4.1 Choices in dying

An enormous diversity exists in the way people view and approach death and dying. This diversity continues to be evident when people are faced with the knowledge that their own death is approaching. There is no standard, correct or even best way of dying. Yet there is a concept of a ‘good death’ which will be addressed in this section. As a course team we are somewhat ambivalent about the usefulness of the phrase, but we retain it largely as a reminder that there are important issues to be borne in mind relating to the quality of dying. We all feel the urge to improve the quality of dying and recognise that this involves allowing people the opportunity to die in a way that is acceptable to them and is consistent with the people they are. 

It is worth noting that there can be tensions between different views of what constitutes a good death, because it is not just the person who is dying who is affected: other people also share the experience. It may be inevitable, therefore, that some sort of negotiation and compromise need to take place in how individual deaths are managed. Bearing that in mind, we aim to relate the analysis of ‘a good death’ to individual needs. 

Most of us give little thought to the manner in which we would like to die (perhaps because most of us would not like to die). The following activity is designed to encourage such reflection and discussion. It is not meant to be taken too seriously and may, if you wish, be omitted. 

Start of Activity
Activity 6

Start of Question
Consider the following statements about what might constitute a good death. What would you most like for yourself? What are the top three priorities? If you are in a group, explore together why you chose the answers you did. 

· I want to die in my own home

· I want to die in a hospice cared for by people who understand how to make me comfortable

· I want to have someone religious with me at the moment of death, praying for me

· I would hate to be on public view and want to have privacy

· I want to die quickly

· I want the opportunity to say good-bye to my family

· I would hate to live to be very old

· I want to live to a good age, as long as I have my faculties

· I want to die in my sleep and know nothing about it

· I don't want to die in pain

· I want to die in solitude

· I want to be ready when the time comes

· I want to be with other people on an open ward, and not hidden away

· I want to be very alert, even if this means being in some pain

· I want to be ready and accept death when it comes

· I want to be able to die as the person I am and be accepted for that, even if I’m angry, or in denial

· I don’t want anyone religious around, nor do I want any religious ideas expressed

· I want to be able to plan my own funeral.

End of Question
View discussion - Activity 6
End of Activity
Tom Scott, the former administrator of Strathcarron Hospice, identified the companions he would like to have with him when he died. Since writing this, he has died and we hope his death was as he wished. 

Start of Quote
If I try to imagine myself with just a few months I think I can describe the kind of people I would like as my closest companions.

· People who will somehow be there when I need them without making their presence felt all the time.

· People who by the way they are will give me space and time, who will not crowd in on me, or try to move my thoughts onto other things because they find my thoughts difficult to take. 

· People who are safe to be with and with whom it is safe to be myself.

· People who will tolerate my moods and tears and who will have the wisdom to know when to leave me in my moods and when to rescue me from them. 

· People who will let me take the lead, choose the path, set the pace when I can and who will lead me when I need to be led.

· Someone most special with whom to say ‘Goodbye’ and ‘I love you’.

But there are other people whose particular knowledge and skills I may need and want. They may come in and out of my life to do practical things like a doctor or a nurse, a bank manager to discuss financial matters, a solicitor to help in the making of a will. So there will be personal companions and practical companions, and sometimes companions who are both. 

(Scott, 1990, p. 29)

End of Quote
We cannot anticipate exactly how those close to you will respond and what kind of support they will be able to offer. We can, however, learn a great deal by looking at the responses, actions and decisions made by others as they approach their death. 

The following responses come from care staff working in residential homes for older people. They are of mixed age, background and professional experiences. The exercise was part of an awareness raising session, in which staff were asked to consider the manner of their death. 

· I want someone to sit with me, quietly.

· First and foremost I don’t want to die in pain, and I want my family to be with me.

· I’d like to feel at peace and have someone I know and trust with me.

· I want someone to sit with me and read to me.

· I hope I’m prepared, both spiritually and emotionally, and that I’m somewhere safe and warm.

· I’d like someone to take over the things that really matter to me now, like putting on my make-up, doing my hair and plucking my facial hairs. 

· I don’t want a minister of religion present when I die, but I do want someone to read the bible to me as I am dying.

· It’s really important to have privacy and I want someone to do that for me, keeping strangers away and making sure my body is covered. 

· I should hate to have a crowd at the bedside waiting for me to die. I want to be with someone who loves me.

You may have noticed that no one put suicide on their list, although you may possibly have thought about doing so. The term ‘suicide’ is a contested one, which carries strong moral connotations. It is important to recognise that making a choice to kill oneself is understood differently in different contexts and reflects varying degrees of stigma. The traditional Christian-Platonic view tells us clearly that since we do not own our own life we do not have the right to take it. How we view suicide has changed over time, and our judgements are framed by the historical and cultural contexts in which they are made. Perhaps many people would be sympathetic about the suicide of someone dying from a seriously debilitating illness, and not judge this as morally wrong. Likewise, some deaths are viewed as heroic, particularly those constructed as acts of self-sacrifice. It is probably less easy to view suicide sympathetically when someone is in good health and does not appear to be in a situation that is unresolvable. There are ethical issues surrounding assisted suicide and euthanasia but at the moment it is worth noting that ‘assisted’ deaths are thought desirable by some people and totally abhorrent by others and that there are many cultural, social and personal factors which influence these judgements. But when we talk about the choices that we make about the way in which we die, we need to recognise that we may want to be in complete control of that choice, and it could be argued that deciding the time and manner of one’s own death is the only way to do that. 

1.4.2 Concepts of a good death

The concept of a ‘good death’ is highly contentious. Definitions vary according to different historical and cultural contexts. At certain points in history there has existed formal teaching about the proper conduct of death and dying, perhaps the most noteworthy being the medieval books on ‘the art of dying well’. These were often illustrated with woodcuts showing angels and devils at the deathbed competing for the dying person’s soul. The accompanying inscriptions explain that God and his court are there to observe what happens when the dying person is presented with his or her whole life. The crucial question is whether or not the person yields to despair over his or her sins (Ariès, 1976). The concept of a good death at this time was one in which the dying person was given the opportunity to review his or her life and was able to face this. Accordingly, people regularly prayed for delivery from sudden death which would deprive them of this opportunity, whereas now some people pray for a sudden death. 

At the back of our minds many of us have some ideas about the kinds of circumstances and situations that make a death more or less acceptable. Perhaps the most obvious factor we take into account is the age at which someone dies: the death of an 80-year-old neighbour is much more acceptable than that of one who is only 18. We may also find ourselves considering how much pain the person suffered, whether the death was expected or not and, if it was, whether the dying person and the family in some sense felt ready for death. Before looking in more depth at your own values and views, read the following brief extracts from interviews with Hindu people living in Britain: 

Start of Quote
My father had a hernia at 60 … Three days before he knew he was going to die, so he called all the family members to come ‘so we can all live together’. They put Ganga [holy] water in his mouth and when he died his forehead was bright. He said he was happy because all his family were there. 

My mother never said ‘I want to live, I want to live’. She said everything is well settled. She was a very religious person, at night she used to sing bhajans and she said ‘If anything happens now I'll not be worried, I'll go in peace’. That way her death was a very good death. 

End of Quote
The second speaker uses the term ‘good’ to describe her mother’s death. Some of you may feel uneasy with this adjective. If you feel that the existence of death is something always to be protested against, then clearly you will not want to describe a death as good, whatever the circumstances surrounding it. In Britain the hospice movement has exerted a powerful influence on the way in which a ‘good death’ is constructed. There is a move towards alternative ways of dying which are, in part, a rejection of this prescribed ‘ideal death’ (Seymour and Clark, 1998). One example of this is the ‘natural death movement’, which reflects many of the values inherent in the natural birth movement, by rejecting the professional management and control of death and dying, be it in a hospital or hospice. But, as Field and Jones (1993) point out, the ability to choose the way in which we die is dependent upon knowing that we are dying. Many people do not die in a state of awareness. Patients may die in intensive care units, and people die from Alzheimer’s disease. 

Start of Activity
Activity 7

Start of Question
Suggest three further examples of situations in which being able to choose the manner of one’s death is not possible, or at least very difficult. Record these and add a few words of explanation. 

End of Question
View discussion - Activity 7
End of Activity
You may also feel wary of the way in which ‘good’ can so easily come to mean ‘well-behaved': the sort of death that causes the least possible upset to carers. This is a very important area of concern. The concept of a ‘good death’ is widely used in literature and so we refer to it in this course, but we ask you to think critically about the way in which it is being used and always to ask the question, ‘good for whom?’ In a complex, plural and even divided society such as ours there are likely to be competing and conflicting notions. Hospital staff, for example, may take the view that providing the best medical attention and maintaining a calm ordered atmosphere are the primary ingredients of a good death, but this is only one point of view and may not suit patients and relatives. 

The two extracts above indicate that for the Hindu community there is a definite concept of a ‘good death’ which means one occurring in the presence of family members and involving the opportunity to make ritual and spiritual preparations for death. Most religions (and, more recently, secular psychotherapeutic approaches to the care of dying people) share such an emphasis on the importance of allowing people to prepare for death. For Hindus this ideally means dying with the name of God on the lips and in the mind, or at least being surrounded by people chanting the name of God. It is also thought that death should take place on the floor with the dying person’s head to the North and that Ganges water be placed in the mouth. If a hospital fails to notify a family that death may be imminent the dead person’s relatives and friends are likely to experience strong feelings of anger and frustration; not only have they been prevented from fulfilling their obligations, but they may also believe they have in some way impeded the progress of the dead person’s soul, a view found in many cultures. (A similar belief that the actions of the living can influence the fate of the dead was a strong feature of medieval Christianity.) 

Compare this emphasis on the need for preparation with the view frequently expressed in our own society that a ‘good’ death is one in which death gives no warning: ‘He died tonight in his sleep. He just didn’t wake up. It was the best possible way to die.’ There seem to be two main kinds of reason why such a death might be regarded as good. The first has to do with levels of suffering and for many of us this is perhaps the major consideration. To die in one’s sleep indicates an absence of pain and fear (both of which would preclude sleep) or, at least, their effective suppression by drugs. A second kind of reasoning is more concerned with the desire of the living for a well-balanced and well-managed death that does not cause too much practical or emotional trouble, and this is the one of which we should perhaps be more wary. 

Because of the danger of identifying the concept of a ‘good death’ with the notion of a well-managed, well-behaved death you may conclude, as did some of our course testers, that the term should not be used. An alternative is Weisman’s term, an ‘appropriate death’ (Weisman, 1972). 

Weisman’s ‘appropriate death’ has four aims:

1. Reducing but not necessarily eliminating conflict.

2. Making dying people’s dying compatible with their own views of themselves and their achievements.

3. Preserving or restoring relationships as much as possible.

4. Fulfilling some of the dying person’s expressed aims.

In a variety of ways this section has explored cultural and ideological issues that affect the quality of dying. But these are only part of the picture. The extent to which people are able to die in the way they would prefer depends greatly on who is looking after them and where they die. The next section looks directly at these questions. 

1.4.3 Assessing the quality of dying

Read the following case studies. They are accounts of deaths which take place in different settings. They have been chosen as examples of different deaths and point up some of the complexities which might exist at the time of death. You may be interested to note that they are all based on actual deaths. One of the course testers thought the accounts would be helpful to students who had limited involvement with death and dying since they gave insight into different types and settings of death. You may want to think about the impact the type and place of death has on the quality of dying as you assess the quality of dying in each case. These questions may help you formulate your answers. 

· How much choice and control did the dying people and their carers have?

· Were the dying people and their carers well supported by professional carers?

· Did they manage to put their affairs in order?

· Do you consider any or all to be ‘good’ deaths and why?

1.4.4 Case study 1: Vic Harris – a hospital death

Vic was a 68-year-old man with a long history of chronic (pulmonary) obstructive airways disease and was therefore a regular in-patient at the medical ward of the local hospital where he received treatment. Vic had been on Crawford Ward for two weeks and was feeling very concerned that he was not making any progress. Previously he had experienced quite a marked improvement after a few days’ treatment but this time, instead of improving, his breathlessness and lethargy were getting worse and this was causing him a lot of concern. Despite this anxiety, Vic did not want to express his fears to the ward staff, although he knew some of them well. He was a very private person who was not used to showing his feelings to people. 

Vic's personal life was complicated by the fact that he was divorced from his wife who now lived in Ireland with her new husband. Their two sons had not had a particularly close relationship with their father and after the divorce had only made contact at Christmas. Neither of them had visited their father for five years. They had each moved to different areas and Vic did not have their new addresses. He would have liked to see them, and felt very sad that he had not made more of an effort to stay in touch after the divorce. One consequence of losing contact with his family was that his two neighbours were the only visitors he received and therefore visiting time was difficult for Vic. The afternoons and evenings when there were visitors on the ward acted as an acute reminder of Vic’s loneliness, which was made worse because he was unable to leave his bed. On previous stays Vic had been able to escape to the day room and watch television during the afternoon and evening. The ward staff tried at first to sit with Vic during visiting time, but increasingly they felt he pretended to be asleep, which they interpreted as a sign of wanting to be left alone. In turn, Vic felt that the staff had started to avoid him and feared that their reason was that they were withholding something from him about his condition. 

One of Vic’s symptoms was increasing mental confusion. Because his confusion was worse at night the night staff put cot sides on his bed to prevent him from falling out. Vic found this humiliating. His increasing confusion, breathlessness and persistent chest infection led the staff to realise that Vic’s condition was likely to be terminal and that he was unlikely to recover. The ward staff could not decide what approach to take in terms of communicating with Vic about the severity of his condition, although they agreed that if he asked questions they would not conceal information from him. A decision was made that Vic’s next of kin needed to be made aware of the seriousness of his condition, and the ward social worker was asked to try to trace his two sons. It was agreed that it was best to wait until the children arrived and discuss the situation with them. 

Vic’s two sons, Connell and Terry, were contacted and agreed to visit their father at the hospital at the weekend. By the time of the visit Vic had developed a severe chest infection which was not responding to antibiotics and he was therefore much worse than the children expected. His breathing was noisy and laboured and his moments of wakefulness were infrequent during the day. However, Vic continued to experience distressing nights in which he was confused, restless, and agitated. 

His sons were shocked to see their father in this state and were very tearful and upset during their first brief visit. They felt unable to talk to their father or make physical contact with him. The ward sister, Mary, had known Vic for several years. She was concerned with the extent of the children’s distress and took them to the ward visitors’ room and spent some time listening to their account of the past. ‘Dad and Mom were either fighting or not speaking, that’s what I remember,’ said Terry. ‘That’s right,’ said Connell, ‘but there were times when we were together and had lots of fun. It got really bad after dad lost his job. Most of the rows were about money.’ Terry and Connell seemed to be angry with their father, not because his illness meant that he couldn’t work, but because he seemed to take it out on the family. They both felt a strong allegiance to their mother. 

Mary asked Connell and Terry if they thought she should contact the hospital priest, because she was concerned that Vic should be given a chance to receive the sacrament of the sick. This seemed to be an enormous responsibility and they didn’t know how to make this decision. They decided to wait and see if their father improved and then to ask him what his wishes were. Mary felt frustrated about Vic’s emotional and religious needs. She was also aware, however, that she could not force the family to respond in what she saw as the best way. 

Connell and Terry agreed with Mary that they should try to say their good-byes to their father. They both wanted to be told when Vic died and if at all possible they would try to be present at the death. This seemed to be important to them, although they did not want to keep a deathbed vigil. 

When Connell and Terry visited the next day there was a slight improvement in Vic’s condition. He had spent a better night and the new medication for his breathlessness seemed at long last to be affording him some relief. Also Vic seemed to recognise them despite being unable to say anything. Although his sons wanted to say good-bye it seemed that it might be too upsetting for their father: after all, this improvement had not been expected and there was still a possibility that he might recover. Mary was off duty that day and Connell talked to the senior nurse, who agreed with them that the improvement could be sustained and that Vic might not die as expected. She also cautioned Connell that nothing was certain and that his father could deteriorate again. Connell and Terry wanted to talk to their father about his dying wishes, but thought it was inappropriate to do so that day. They decided to leave their father to rest and to spend longer with him the next day, and so they left the ward, asking to be contacted if there was any change in their father’s condition. 

Immediately after lunch Vic’s condition quickly deteriorated and the Medical Registrar was called and spent several hours attempting to revive him. Despite these efforts, Vic became unconscious. The senior nurse tried to contact the family, and left a message for them at their hotel. She also contacted the hospital priest, because Vic’s wishes remained unknown, and she felt it was better to do something that might be unwanted than to fail to do something very important. 

Vic died suddenly at ten past four that afternoon, so that when Connell and Terry arrived back at the hotel, having spent the afternoon visiting local friends, they were greeted with an urgent message to contact the hospital. They immediately went back to the hospital feeling guilty that they had spent a good afternoon believing that their father had made a significant improvement. Despite these misgivings, it seemed to them that their father had somehow been released by their visit and were glad that they had made an effort to do so. 

1.4.5 Case study 2: Li’s death – a residential home death

Li was a resident in a home where she had lived for the previous five years. She had led an exciting and unusual life, travelling from China at the age of 30 and living in England for the remainder of her life. After her husband’s death Li felt unable to live alone and moved into a residential home which employed some Chinese-speaking staff and had a small Chinese day unit attached to it. Li maintained her use of Chinese language, and continued to wear Chinese clothes. Despite these strong cultural expressions Li became a Baptist and attended Western religious services. 

The home’s policy of welcoming residents to install their own furniture was particularly welcome to Li, who wished to continue to sleep in her marital bed. Her bedroom became a microcosm of her home and provided her with a degree of comfort and familiarity. Her dressing table became a security concern for Li since it was here that she stored her Chinese herbs, her religious icons and her winnings from her games of cards. 

Li’s use of Chinese medicines, which she sometimes supplemented with Western bio-medical drugs, was occasionally a source of conflict between her and the home staff, who expressed fears to Li and her family that combining the drugs could be dangerous, particularly the beta-blockers that Li was taking for her heart condition. Despite the staff’s concerns, Li managed her drugs in a way that suited her needs as she experienced them, and her family supported her in this. 

Li’s heart condition became increasingly problematic and after consultations with GPs and social services a transfer to the nursing home attached to the residential home was arranged. Li soon recovered sufficiently to resume attending the day centre where she played cards with her Chinese friends. Although there were other Chinese residents in the nursing home Li did not associate with them. It was her belief, as it is with many Chinese people, that in order to protect one’s own health it is unwise to associate with people who are sick. 

On the occasions when Li was too ill to leave her bedroom and the staff who spoke Chinese were off duty, she had to manage with limited and restricted communication with the home staff who had learned a few basic Chinese phrases. There were therefore many lonely times for Li and these were often when she was at her most vulnerable. Her family of two sons and two daughters visited frequently, but only at weekends, because they lived over 100 miles away. 

One evening Li developed severe chest pains and after some debate because of her age it was decided to transfer her to hospital, where she stayed on a medical ward for two weeks following a diagnosis of myocardial infarction. On her return to the home Li resumed her routine activities but was noticeably more frail, and appeared not to have fully recovered from the heart attack. She suffered a series of chest infections and occasional stomach upsets which meant she had to stay in bed for days at a time. Despite visits from the day centre staff and her family, Li became more depressed and withdrawn, and the nursing home staff began to wonder if Li might be dying. 

In the early hours of one morning Li suffered a very severe stroke which left her unconscious. The staff of the home and Li’s immediate family decided that her condition could not be rescued this time and that it was therefore most appropriate to nurse Li in the home until she died. Because she was only expected to live for a few days at the most, the family decided to keep a bedside vigil because they wanted to be with Li when she died. Although they took turns to sit at Li’s bedside, they found the task exhausting and they needed a lot of support from the home staff, both physically and emotionally. 

Because of Li’s strong cultural beliefs a lot of preparations had to be made for her death and subsequent journey into the next life. The staff made careful note of the clothes Li was to wear and these clothes were hung in the correct order on a coat hanger in the bedroom. This display of clothes served as a sign to the family that the staff took Li’s needs for her death seriously. Also, when the family were unable to find the correct shoes before Li died, one member of staff was dispatched to the town’s Chinese quarter to buy them. The family were very distressed and exhausted and the home staff were trying to support them as much as possible. Part of this support involved ensuring that Li’s dying wishes were achieved by taking the correct actions after her death. 

Li died early on the Sunday morning, three days after the stroke, with one of her daughters present. The staff washed and dressed her in the clothes according to the family’s instructions. Meanwhile, Li’s sons spent many hours arranging with funeral directors for her body to be transferred nearer to their home town, where she was to be buried. These attempts were hampered by the difficulty in getting Li a death certificate, since Li’s regular GP was away at that time. At lunch time the staff became anxious about Li's body staying in the home and therefore she was taken to a local funeral parlour until these complex arrangements could be sorted out, which they were the next day. Li’s death was as much a complex mixture of cultural traditions as her life had been. The staff and family worked hard to find out what her wishes were and to carry these out. 

When the family wrote to the home after the funeral they acknowledged the home staff’s efforts and thanked them. Despite all the sadness at losing a resident who was such a character, the staff of the home felt that the process of managing Li’s dying and her death provided them with a lot of satisfaction. The family also shared the feeling that what their mother would have wanted had been done for her. It was particularly important for the family to be present at their mother’s death to be able to send her on her journey and for her to be appropriately dressed. 

1.4.6 Case study 3: Andrew’s death – a hospice death

Andrew was a 23 year-old car mechanic who had been suffering from indigestion for some months before the GP referred him to a hospital consultant, who after a series of tests diagnosed cancer of the colon, with liver secondaries. At this time Andrew was living alone in a small flat a few minutes’ drive from his parents’ home. Because the treatment which Andrew had agreed to involved a long recovery, he decided to move back home with his parents for a while so that he would have someone to look after him and help him to recover from the planned surgery. Andrew’s girlfriend Divya was very shocked by the seriousness of Andrew’s condition, and found it very difficult to be as positive as Andrew was being about the future. As a consequence, Andrew found himself giving a lot of support to Divya, particularly since they had planned to marry later that year and some of the wedding arrangements had already begun. 

On the evening of Andrew’s surgery the family were waiting at the hospital to see him. Although they had been advised that it might not be a good idea to visit that first evening after surgery and to telephone beforehand, Andrew’s parents and Divya agreed that they felt better being near to him and also that being at the hospital might increase their chances of being able to see Andrew. They felt that the hospital staff would not refuse to let them see Andrew if they were physically present in the hospital. The surgeon had performed extensive radical surgery to the large bowel, called an abdomino-perineal excision of rectum, leaving Andrew with a permanent colostomy. This had been presented to Andrew as a possible outcome, but was the ‘worst case’ scenario. Because of the time Andrew had spent in theatre and the shock of the surgery he needed to have some ventilator support and therefore instead of going to the ward he was taken to the intensive therapy unit (ITU). The family were asked to visit for a short time only and were told to return the next day when it was felt that Andrew would be much stronger and in need of their company. 

As predicted, and to everyone’s delight, the next day Andrew was taken off the ventilator and was well enough to be transferred to the high dependency unit next door to the ITU. Andrew’s condition was a severe shock to the family and seeing him with lots of machines, tubes and drains after the surgery was frightening. That night the family thought that Andrew might die. Therefore the sight of him looking much better the next day served to raise their hopes again and instilled them with a conviction that Andrew was strong enough to overcome the cancer. The family began to prepare themselves for a long recovery period, but were confident that Andrew’s resilience would mean a full recovery. 

Five days after the surgery Andrew was on the main general surgery ward and was moving about well. His drips and drains were removed and he was eating a light diet. The ward staff had developed a good relationship with Andrew and were quite often found laughing and joking with him. 

All of the biopsy results were back and following an ultrasound, the consultant came to discuss the future prognosis with Andrew. It was confirmed that the cancer had spread to the liver and that although this meant that it was potentially fatal, the consultant thought that Andrew could make a reasonable recovery in the short term. He told Andrew that he felt confident that the cancer in the large bowel had been removed, but suggested a course of radiotherapy as an extra measure. Although the future was uncertain Andrew did not receive this news as a death sentence. He was prepared to wait and see, and to use what time he might have left in living, and even overcoming the cancer. Andrew was very keen to go home where he felt he would make a quicker recovery. He had a lot of concerns about the management of his colostomy and was very disappointed that the consultant did not mention reversing this at a future date. 

It was a much thinner, pale and tired Andrew who returned home to face what he hoped was a period of recovery. He had refused to let Divya cancel the wedding and therefore she had continued to make plans, albeit with some caution. The wedding was a goal for Andrew, and because of this it became one which they were both determined to achieve. It was a symbol of life, although privately Divya had a lot of doubts about the future. If Andrew had concerns he did not voice them, and conversations between the family and he and Divya began to feel strained by the pressure of having to be positive at a time of such doubts. 

The recovery was long and his adjustment to the colostomy was very difficult. Divya and Andrew talked about the colostomy as if it was something they could overcome, but privately they each had a lot of doubt. Andrew was able to talk to his mother about this and she agreed that they should seek some specialist help. This was the first time that Andrew appeared to suggest that everything was not all right, and in many ways Andrew’s mother felt relieved because of it. 

Andrew was still not pain free some 12 weeks after the surgery and the GP suggested it would be useful to contact the Macmillan Nurses, who began to visit on a regular weekly basis. This meant that there were now a lot of different professionals coming into the home and Andrew’s mother began to worry about being able to return to work and normality. Although the company which Andrew worked for was willing to keep his job open, it seemed unlikely that he would return for some time and this impacted upon Andrew’s ability to continue to pay the rent on his flat. Andrew’s father tried to persuade him to relinquish the flat and this caused a row between Andrew’s parents. Divya was now extremely concerned about the wedding arrangements and was hoping to persuade Andrew to postpone the wedding. She didn’t feel able to do so because it seemed like a loss of faith in his ability to recover. 

One evening late at night Andrew became very distressed. He had been unable to pass urine since that morning and suddenly the pain in his bladder had become unmanageable. His mother called the hospice number which the Macmillan Nurse had left with her and they suggested that Andrew go to the local Accident and Emergency department. Andrew’s father drove him there while his mother tried to keep Andrew calm, but this seemed one of the longest journeys any of them had taken. Shortly after their arrival the Registrar spoke to her consultant and agreed to put a catheter into Andrew’s bladder to continuously drain the urine. This brought immediate relief to Andrew, but this relief was short because the medical staff wanted to admit him back into the surgical ward to investigate the cause of his urinary retention. 

Andrew agreed to go in the next day, but that evening everyone felt very low and full of dread of what this development could mean. The worst predictions, which they all privately made and dreaded most, were correct. Andrew was found to have secondaries in his bladder and a continued infiltration in the remaining bowel above the colostomy site. After the news had been given, it was suggested that Andrew should go to a hospice for the management of his remaining time, which could be very short. The ward staff were very upset, because everyone had found Andrew to be a very special person. The family had also developed a good relationship with them and received a lot of support from the staff, part of which came from their knowledge of the staff’s fondness of Andrew. Divya was able to talk to one of the young senior nurses quite openly about her concerns and she turned to her now to help her to understand what was going to happen. 

The first week spent in the hospice Andrew was very depressed and could hardly bear to speak to anyone. His family were devastated, both by the news and Andrew’s response to it, which seemed to be rejecting their help. At the end of the first week, when Andrew’s pain was under control, he announced that he wanted to go home, to his parents’ home. Rather than being positive, as he had been previously, he was very critical of everything that was done for him, and seemed to spend all day complaining. The family needed a lot of support from the staff, and found the hospice staff provided this. 

It took the hospice staff nearly a week to make arrangements for Andrew’s discharge and to co-ordinate a system of support at home. As the main carer Andrew’s mother was involved in all the decisions surrounding this support. Despite the involvement of a large team of home care specialists and carers, the bulk of the care was going to fall to the family. In many ways this was what the family wanted, but it was also very frightening. On the night before Andrew’s discharge home, the home care sister, Madeline, who was going to be the main contact and co-ordinator of care, sat with the family and encouraged them to discuss any concerns they had. It was not only Andrew’s physical symptoms which needed to be sorted out but also the emotional state of the whole family. During her conversations with the family both that evening and subsequently, Madeline discovered that each person was carrying their grief in a separate way and she saw part of her role in the time that was left to try to get the family to talk to each other about Andrew’s death. She also felt that Andrew was the key person in this in that everyone was taking their lead for how to be with him from how they thought he wanted them to be. Andrew had withdrawn and seemed unwilling to talk about anything but his physical needs. 

Divya had very mixed feelings about the amount of physical caring she wanted to do, but Andrew had very clear feelings that he did not want her to do any of the personal caring. Now that everyone knew that Andrew was dying Divya felt she had a clear role in talking to Andrew about his needs at the end of his life. Most of the time she found this unbearably painful and turned to friends who were not directly involved for her escape and support. Andrew’s father was unclear about his role and spent a lot of time talking to the Macmillan nurse about how he could help. Andrew was the whole focus of his life and he couldn’t bear to think of being without him, and although he knew that Andrew was going to die, he still hoped for some sort of miracle. 

The next day Andrew experienced breakthrough pain and a lot of nausea. Plans for his discharge home were abandoned as attempts to control these symptoms were made. His medication was being changed on a regular basis and every day seemed to bring a small crisis. Andrew’s condition deteriorated very rapidly and the family and staff realised that he might only have a few days left to live. Being with him on these last few days became very important to everyone and something that they were each pleased to have, because they felt it was an opportunity to let Andrew know that they loved him. The night before Andrew died, he dozed and woke up with a start as if he was afraid to let go. Despite feeling exhausted his mother sat with him all the time and when he was upset held him in her arms. Andrew died with his mother and father beside him late the following evening. Divya had gone home for a break and was intending to return to spend the night. When she said goodnight to Andrew she felt he stared really hard at her as if he was seeing through her. She was extremely upset that he died when she was not there. 

1.4.7 Case study 4: The death of Meg – a home death

Meg was diagnosed with rheumatoid arthritis at the age of 28, shortly after the birth of her second child, a diagnosis which was changed to systemic lupus erythematosis (usually called SLE or lupus), ten years later. This is a rare chronic degenerative condition, which mostly presents in mild forms, but in Meg’s case the condition was severe. 

When Meg was first diagnosed with rheumatoid arthritis she was devastated and contemplated suicide, mostly because she was afraid of losing her mobility. ‘All I could see,’ she said, ‘was the vision of a wheelchair, and I couldn’t face it.’ Meg later met the news of the revised diagnosis of lupus with feelings of anxiety, including concern about the possibility of an earlier misdiagnosis and how this would affect the medical management of the lupus, and fear of an early death, particularly while the children were so dependent. In contrast to these feelings, Meg also felt a sense of relief to receive a diagnosis of a more serious condition because it confirmed her suspicions that there was something more seriously wrong with her. 

Although Meg suffered several acute episodes of the lupus, more commonly referred to as ‘flare-ups’, she returned to her job as a shop assistant in a large bookshop in her local town. Meg was very outgoing and gregarious and because the job afforded her the opportunity to meet lots of different people, she enjoyed this work immensely. The satisfaction with her job meant that Meg was more prepared to accept the subsequent tiredness from her roles of shop assistant and mother. Since Meg was aware of the potential for the disease to result in her early death she tried to live in the present, but this was not easy, especially since she had many concerns about the future of her children without a mother. Meg’s husband seemed to cope with his own stress by working harder and longer, leaving most of the childcare to Meg. But as the disease progressed, the relative stability of this earlier period was soon to change. 

The illness trajectory became characterised by sudden ‘life-threatening crises’, so often quoted in medical textbooks. These required immediate and increasingly prolonged periods of hospitalisation, during which medical staff launched intense rescue interventions. The events became increasingly frequent and the periods in between saw a steady and marked decline as the function of Meg’s lungs, heart, and kidneys diminished. Meg reluctantly resigned from her job and attempted to find hobbies which would occupy her in what was becoming an increasingly limited state of mobility. 

Meg seemed to be living her life through the children, and increasingly they became important as symbols of the future. Stuart and Andrew, as they were called, were both talented artists and each in turn was successful in being accepted on a fine art degree course. Meg was particularly delighted with the way they translated their talent into formal study; she saw herself as a frustrated artist who had never formally expressed her talent. 

Over the years, Meg’s condition deteriorated and just before her younger son, Stuart, went to university, Meg suffered a grand mal epileptic fit, which he witnessed. This was a significant and traumatic blow to Meg and her family, because it signalled that the lupus now involved the brain, something which she had dreaded, and which left her in a state of terror about the possibility of further fits and what she called ‘going bonkers’. Since her illness started Meg had experienced her body as something which was increasingly letting her down and had become more dependent on her mind, and this was now also under threat. Stuart was very close to his mother and seeing her in the violent throes of a fit brought home to him the reality of her imminent death for the first time. 

Matthew, Meg’s husband, was experiencing the transformation of his wife from a very healthy, energetic, extroverted woman into someone who was becoming increasingly dependent and frustrated with the everyday struggle of living. Meg grew to hate her illness. One of the main frustrations was the lack of recognition of lupus, by both the public, and also, more importantly, by the medical profession. She found it particularly difficult to visit GPs, whose knowledge and understanding of lupus was limited. To Meg the GP was her lifeline and she was afraid that because a GP might not realise the rapidity with which flare-ups could occur, he or she would not respond appropriately. There were many occasions on which Meg had to assert her own knowledge of what was happening to her body in order for the GP to take her seriously. 

In the last few years of Meg’s life her father, George became terminally ill with cancer and died 14 months after diagnosis. The focus had been on Meg’s illness for so long that when the focus shifted to George the family found it very difficult to comprehend. Because George was at the centre of the family and someone on whom they all depended his death left the family devastated and vulnerable. After his death Meg often dreamed about her father waiting for her in the next world and, on one occasion when she was very ill, she claimed she saw her father at the bottom of the bed. 

One specialist consultant managed Meg’s condition and she was happy with her relationship with him and felt able to talk to him and trust him. But when there was evidence of significant kidney involvement, Meg was referred to a renal consultant who took over the management of all her care. Rather than this being a loss to Meg, she experienced the new relationship as much more satisfying. Dr Brown was kind and prepared to answer any questions he could, and consequently consultations in out-patients’ department were much longer than previously experienced because they were so much more interactive. Dr Brown offered Meg some active treatment which signalled to Meg that she was not a hopeless case, but someone worth saving. These two elements of communication and curative treatment became very important to Meg, and made her feel valued and involved. Throughout the course of her illness Meg had been told that there was no curative treatment and she interpreted the proposed treatment as an acknowledgement of her worth. Although Meg was already taking a large number of drugs in an attempt to arrest the progress of the lupus, for the first time someone was offering her curative treatment. As is often the case the new regime was not without cost and involved chemotherapy and high doses of steroids, and Meg spent a lot of time talking over the decision and considering her choice. She often discussed the decision with her sister, to whom she expressed two contrasting wishes: sometimes a passionate desire to live regardless of the cost, and at other times an urge to stop all treatment and let the disease kill her. She was worried about the side-effects as she had been taking steroids for several years and already had osteoporosis. Also one of the worst symptoms for her was nausea and she was very afraid of experiencing this side-effect of the chemotherapy drugs. After a lot of thought Meg went ahead with the treatment, on agreement with Dr Brown that she could withdraw at any time. After three sessions Meg decided to withdraw from treatment, finding that the quality of life between treatments was so poor that trying to save her life and make this period longer was not worthwhile. Meg experienced feelings of guilt at this time about being seen as someone who had ‘given up.’ 

Shortly after the treatment programme ended, when she was feeling well enough to go out with her mother and a friend, she stepped off the pavement and fractured her hip, for which she underwent a hip replacement. The osteoporosis, partly caused by the steroids, was extensive and over the previous year Meg had suffered several vertebral fractures which caused very severe back pain. A few weeks later Meg was admitted to hospital in crisis with septicaemia which induced complete renal failure. She stayed in hospital for 12 weeks receiving haemodialyis via a kidney machine, but there were times when everyone thought that Meg would die. Meg had asked her sister Kate to do her Christmas shopping and the significance she seemed to afford the Christmas presents suggested to Kate that this was Meg's last Christmas. 

Meg was able to come home for a few days at Christmas and the family spent Christmas together at Kate’s house. Meg managed remarkably well, joking about how easy life was now that she didn’t have to worry about toilet access. Kate talked to Matthew after lunch as they washed up together and suggested that he should prepare himself for what could be Meg’s last few months. He had known now for over 15 years that his wife had a terminal condition but was still shocked by what Kate suggested. It seemed that despite the continuous deterioration and recent major events, Matthew did not see Meg as someone who was dying. 

In June Meg developed peritonitis, a common side-effect of the form of dialysis she was now on, and had to undergo surgery and be treated with intravenous antibiotics as well as going back on to haemodialyis. Two weeks later after discharge Meg became ill and her GP treated her for a chest infection. On the last evening she got up and went downstairs, in what she called an attempt to energise herself. Stuart was due home the next day for his birthday and Meg wanted to enjoy the visit. Matthew soon had to help her back to bed because she was too exhausted to sit up. He got her upstairs to bed only with great difficulty, she took her medication and Matthew, as usual, left her to settle while he watched late television, or rather dozed in front of the TV. When he went to bed Meg had collapsed and was unresponsive, and since she didn’t appear to be breathing Matthew dialled 999. He was in a state of panic and later recounted that he had no idea what was happening, except that it was like a nightmare. The paramedics tried to resuscitate Meg, and continued to do so on the journey to hospital, but on arrival at the A&E department of the local hospital, Meg was pronounced dead. 

All the members of the immediate family arrived that morning and helped Matthew with the practical arrangements. None of them seemed able to make sense of the suddenness and form of this long-expected death. Matthew continued to feel deep regret and guilt that Meg died alone, but found some consolation in the fact that when he found her she looked peaceful. 

1.4.8 Comment on case studies

Vic was not consulted about his needs and the possibility of his death was never discussed. The uncertainty about his religious needs resulted in a staff member having to make a decision on his behalf and hope that it was the right one. An added dimension to the uncertainty about Vic’s wishes was the relationship which he had with his sons, in which there was a lot of unresolved conflict. 

Li did not have a choice about her place of death because she was unable to speak, but previously she had communicated her needs for what should happen to her at the time of her death, and her family acted as strong advocates to ensure that her wishes were carried out. One important dimension to Li’s choice and control was the way that the home staff communicated with Li prior to her serious illnesses and made themselves aware of her wishes. 

Andrew seemed to be a key member in the decisions about his treatment until the end of his life. He was the first person to be told his diagnosis and was able to express where he wanted to die. Comments from course testers revealed that they found this death to be particularly distressing, as this example shows: 

Start of Quote
There was definitely a sense of being out of control for Andrew and his carers due partly to the fact that he was at the beginning of his own independent life and therefore in transition and the fact that the disease itself was rapidly progressive. At times there seemed little room for choice and only one way forward. 

End of Quote
During her illness Meg experienced her involvement in the decision to attempt to save her renal function not only an opportunity to be involved in the decision-making process, but also a signal that she was worth saving. When the treatment options are limited there is not always a clear way to demonstrate someone’s worth. Although Meg was dying her sudden death added a complex dimension to the issue of control and choice. It is difficult to know how prepared she was at the moment of death. 

1.4.9 Professional help

Vic’s last few weeks were spent in a state of increasing distrust of the ward staff, since there was never any attempt to open a dialogue from either side. The staff appeared to misinterpret Vic’s silence, and without giving Vic the opportunity to talk, were left having to guess at his wishes. 

Li seemed to be able to manage her own treatment in her own way, choosing to combine two systems of medicine. She did, however, have to be assertive with the nursing home staff who were reluctant to accommodate this request. When it was clear that Li was dying the staff tried very hard to manage her death according to her wishes and, as many of the testers’ comments highlight, were successful in that attempt. 

Andrew had secured his hopes on a medical cure and was disappointed, but the professional support was always present and home care support enabled him to spend some time at home, albeit very short. 

Meg was not always satisfied with the service she received from her GPs and was often left feeling vulnerable because of her lack of confidence in them. There is a particular tension for professionals when patients decide to withdraw from curative treatments, and Meg’s guilt might have been reduced if she had been given more opportunity to discuss this. 

1.4.10 Unfinished business

When people die suddenly we can never be sure that they have done and said what they want and are able to do. Meg’s long term-illness gave her a lot of time for reflection and preparation, so that while her death was sudden and she was unable to see her younger son, she also had the opportunity for conversations with people about her death. However, there may have been last-minute wishes that Meg was unable to express. 

Li’s sudden stroke may have left her with things unsaid, but her heart attack served as a warning and gave her the opportunity to complete any unfinished business. 

Vic seemed to leave behind a lot of unknown needs. He wanted a closer relationship with his children. In part his severe illness and then imminent death allowed him to achieve some meaningful contact, which seemed difficult in normal circumstances. Dying gives people opportunities to express wishes which may otherwise remain unexpressed. 

Andrew left an unfinished life, in particular a partly planned wedding. There were, however, lots of opportunities for the family to say their good-byes, in the sense that everyone was aware of the imminence of Andrew’s death and therefore ready to hear what he wanted to say. 

A good death?

How would you classify these four deaths? The following comments are from the course testers and authors.

Vic's death was lonely and probably difficult, in that his breathing was laboured as a result of his disease. Seeing his children after five years and being alert enough to recognise them are positive elements in what seemed to be a sad and difficult life. 

Li’s death was good in many ways. Her family were with her and prepared, she was not distressed as far as it is possible to tell, and she seemed to have lived a long and satisfying life. All of the course testers agreed that Li’s death was relatively good; some said it was uplifting. 

Andrew's death was good in that he was with his close family at the time of his death. Also he remained the centre of decisions and his wishes seemed to be prioritised, even though this created difficulty at times. However, as one of the testers observed, Divya did not seem to be able to express her feelings and her absence could make the death not a good one. 

Meg’s husband found the manner of her death very difficult to cope with, both from the shock of it and the violence of the resuscitation. It seems likely that because Meg did survive for so long and did put up a strong fight that she was not ready to die. No one can say whether the actual death was one she would have chosen. 

1.4.12 Bad deaths

What about the other end of the spectrum? What constitutes a bad death? Is there less contention about what constitutes a bad death? Extreme pain and discomfort, humiliating dependence and being a burden are obvious, but what about being alone? Many people say they fear dying alone but there are others who would prefer it. Sudden, unexpected deaths are clearly bad for those left behind but are they also bad for those who die in such circumstances? Sudden unexpected deaths used to be considered bad deaths because there was no opportunity to prepare or atone for past sins, but now many people would choose to die in this way. 

Cartwright et al. (1973) identified groups of people who they considered were more likely to experience a bad death than others. Among them were elderly people living alone and young people with a terminal illness. 

Two such deaths that they describe in their work seem clear candidates for the epithet ‘bad death’.

Start of Quote
A man of 84 was said by his landlord never to be ill – ‘He lived at the top of two flights and was never even out of breath. I woke up in the morning at 5.30. I didn’t see him the night before and for some reason I felt uneasy about him but there was no reason. It so happens that another person living in rooms here heard a bump about 8.30 the previous night but thought nothing of it. About nine in the morning I got my nephew to go up and see if the old man was all right and found him dead on the floor’ (cause of death on the death certificate given as purulent bronchitis and old age). 

(Cartwright et al., 1973, p. 40)

End of Quote
The second was a grandmother’s account of the death of a 17-year-old boy who died of cancer.

Start of Quote
He didn’t want his pals in the end. They used to come and talk about what they were doing outside. He just couldn’t stand it. He died at home, five weeks after being discharged from hospital. 

(Cartwright et al., 1973, p. 62)

End of Quote
In an article called ‘Not going gently’ an East End GP, David Widgery, describes very graphically the adverse effects of socio-economic deprivation on the quality of dying, particularly in the following passage. 

Start of Quote
[H]ow death is observed, the respect or otherwise human bodies are afforded, surely marks a measure of our degree of civilisation. In one week the local paper reported four East End deaths which were last exits of horror and neglect. A hospital porter in his fifties lay in a filthy local pond because ‘the locals thought it was a bag of rubbish’. A Stepney pensioner was found dead only after a neighbour complained of a smell coming from his door. A Poplar widower hanged himself with a tie and a Hoxton man died alone of hypothermia after falling in his bedroom. Earlier in 1990, a 91-year-old demented man lay dead in the grounds of Hackney Hospital for three weeks before discovery. A 67-year-old Clapton man drowned in a pool of roadside water that had developed when sewers had become blocked with mud and litter. During the 1989 flu epidemic, some of the Borough of Hackney’s old people’s homes were reported as being damp and draughty with a shortage of towels and sheets, intermittent hot water, dirty toilets and uncarpeted floors. 

(Widgery, 1993, p. 19)

End of Quote
Few would argue that these constitute very bad deaths but defining precisely what constitutes a good or bad death is fraught with difficulty. However, if we are committed to improving the quality of dying, then we need to find some yardstick. 

1.4.13 Defining a ‘good death’

Click to view 'The Good Death?'. 

Start of Activity
Activity 8

Start of Question
Read ‘The good death?’ by Mary Bradbury. She suggests three representations of ‘a good death’. Try to categorise the case study deaths above using her criteria of a ‘medicalised’ good death, a ‘sacred’ good death and a ‘natural’ good death. 

End of Question
View discussion - Activity 8
End of Activity
Hart et al. (1998) argue that the ‘good death’ is a form of social control and ask whose interests the ‘good death’ serves and to what extent the choices of dying people are increased or constrained by this ideology. They further suggest that ‘good’ and ‘bad’ deaths connect to stereotypes of ‘good’ and ‘bad’ patients who do and do not conform to expected norms of behaviour. While they argue that the ‘good death’ which has emerged from the hospice movement may serve the interests of dying people and their care-givers, they also point out that there are significant challenges from the pro-euthanasia movement and other struggles which support the needs of dying people. Euthanasia is an area of considerable debate and you might like to consider in what circumstances the ‘good death’ does not suit everyone. 

As we draw to a close we remind ourselves of other factors that contribute to our assessment of a death as ‘good’ or ‘bad’. Issues of social inequality and deprivation affect the dying as well as the living, and these should be high on any agenda to improve the quality of dying. 

Conclusion

This free course provided an introduction to studying Health and Social Care. It took you through a series of exercises designed to develop your approach to study and learning at a distance and helped to improve your confidence as an independent learner. 

This OpenLearn course provides a sample of level 2 study in Health & Social Care. If you found this interesting, take a look at the Open University module Death, Dying & Bereavement (K220): http://www.open.ac.uk/courses/modules/k220. Alternatively, you can explore the related OpenLearn course, An introduction to death, dying and grief. 
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Activity 1

Discussion

For Tolstoy his understanding of death took away all meaning, all pleasure and all purpose from life. It is a very bleak picture and raises the question, ‘Is life always preferable to death?’ Tolstoy was certainly not sure and was clearly afraid that he would be tempted to take his own life. You will recall that he hid his hunting gun and other means by which he might kill himself. Others without a religious framework may be much more affirmative about life and find very positive meanings and purposes. 

Back to Session 1 Activity 1
Activity 2

Discussion

I (Moyra Sidell) would find it a great relief not to worry about losing those whom I love or about them not losing me. I think I would be much more adventurous and would certainly fly a lot more. Sadly, I find the idea of ‘life without end’ a bit daunting and my imagination seems very inhibited by the birth-life-death cycle. Of course ‘without end’ begs a lot of questions. Would we arrive in a mature state and would we degenerate? In his book Gulliver’s Travels, Jonathan Swift’s depiction of not dying is very bleak. Gulliver encounters the Struldrugs, who are a species who do not die but live out their eternal lives in a ghastly parody of old age, doddery, senile and altogether not to be envied, which doubtless was the object of this exercise, Swift being the satirist that he was. If I was to live forever I would certainly want to be in good shape. 

Most of the people quoted in both Dinnage and Neuberger and White were not too happy about the idea of eternal life; only Thomas, who had from a very early age found the idea of death very frightening, could contemplate the idea with equanimity. He said, ‘as long as you don’t age, there are always new books to read, there’s music to listen to, there’s the countryside to enjoy’. But he does go on to say that ‘yes, the ending does structure our thought about things, very deeply’. 

Clearly, the fact that we die, whether it is an end or a transition, does affect our relationship with life.

Back to Session 1 Activity 2
Activity 3

Discussion

Most people find they tend to move around in relation to the line rather than occupy a consistent position. Sometimes such movement is prompted by a particular experience which acts as a sharp reminder of our own mortality, as when a friend unexpectedly dies or when we ourselves become seriously ill. 

Back to Session 1 Activity 3
Activity 4

Discussion

If you chose to do this activity you may find it has brought back uncomfortable memories you need to share with someone; on the other hand, it may have been an entirely positive experience. 

You may feel you have never really been close to death. Or maybe you have but it makes little difference to you and you prefer not to think about it. On the other hand, you might want or need to remember the experience but find it difficult to discuss, because it’s hard to find the right words or because other people aren’t interested or, worse, regard your experience as pathological or frightening. This is, perhaps, most likely to occur if there are unusual aspects in your experience, as there were for this person: 

Start of Quote
As the pain reached its peak it suddenly stopped and I found myself suspended up under the ceiling. I could not see myself, there was some mist below and as I leaned over to try to see under my body I had the sensation that I would fall down. Although I couldn’t see my body I could nevertheless see everything in the room, like the telephone which was not visible from the bed, I could see quite clearly from my position above. I could also hear everything that was going on and the nurse who was still trying to get me to move my leg. Then I heard her say, ‘My God, she’s gone’. 

(Grey, 1985,p. 37)

End of Quote
This ‘out-of-body’ experience is one aspect of what has come to be described as ‘near-death experiences’.

Back to Session 1 Activity 4
Activity 6

Discussion

Were you surprised by what you wanted for yourself? Perhaps the activity felt rather unreal because, as one of our course testers commented, ‘it would all depend how I was feeling physically, what I was dying from, and whether my life was going well or not at the time I heard I was dying.’ In a way, you don’t know ahead of a situation exactly how you will respond and what you will want. 

Back to Session 1 Activity 6
Activity 7

Discussion

One of our course testers suggested the following examples: murder, accidental death and suicide as a result of mental illness. Another tester suggested neurological disorders which result in someone being aware of their imminent death and unable to communicate. She went on to suggest that people might want to die at home, but that for many reasons their carers may not be able to care for them. 

Back to Session 1 Activity 7
Activity 8

Discussion

Many of the testers found this exercise difficult because, as they noted, deaths are not so easily categorised. Some testers told us that they found themselves becoming particularly aware of their difficulty with the term ‘natural’. The case study deaths were complex, but that is often the reality. Some testers also highlighted the subjective nature of the exercise. These are all valid comments and you may agree with them. There are no right and wrong answers as to what constitutes a good death. They are a useful way of thinking about death and hopefully they will have challenged and stimulated your thinking in the same way that they did the testers’. The following comments are from both the testers and course authors. 

Vic was given optimum medical treatment; care was taken to represent his religious needs, but no one knows whether these coincided with his own wishes. Despite the prematurity of his death, Vic was not treated so aggressively that he was kept alive artificially. If you agree with some of the comments from course testers that the treatment was poorly managed then you might have categorised the death as a bad one medically. One of the testers described Vic’s death as falling outside the sacred/medical ‘good death’ categories. 

Li’s death was well managed medically, in that she was in a nursing home receiving good quality care but was not being treated with inappropriate invasive procedures. Also Li’s final wishes were related to her spiritual needs, which were both cultural and religious. Dying at the end of a long and relatively good life could be considered to be a natural death. 

Andrew died despite all medical attempts to cure his cancer. We don’t know his religious beliefs but the accompanied stage of dying seems to have fulfilled a spiritual need for Andrew and his mother to be together at the end of his life – to be accompanied and in familiar surroundings. There was also evidence that Andrew was afraid the night before his death, which influenced some of the testers’ comments on the spiritual dimension of the death. Again, Andrew’s young age seems to contradict the timeliness of his death, but dying without life-sustaining interventions suggests one dimension of a natural death. Alternatively, the treatment of the symptoms resulted in the death being categorised as medical. 

Meg’s death was not a good medical death because it was not anticipated and the direct cause was unknown, but medicine had kept her alive longer than she would have otherwise lived. The treatment did prolong Meg’s life but there was a cost. Meg had a strong faith but no one knows if she was ready in a religious sense. Because her death was premature and the result of a degenerative disorder and because of attempts to resuscitate her, the death was not natural. Meg’s body was subjected to a lot of medical intervention in an attempt to reverse death. However, the suddenness of the death could have spared her from much more intensive medical rescue and could also have spared her some of the fear which may precede death. 

The lesson to be learned from Mary Bradbury’s article is that a death can only be judged ‘good’ in relation to specific criteria: it will depend upon which criteria you are using. This should not lead to a conclusion that a ‘good’ death is not achievable but that the quality of dying will be judged differently by different people, as we have seen from the comments. Even then the dimensions were not always clear and often highly subjective. What did seem to be clear from the testers’ comments was that we can never be certain of giving someone the type of death they want without ascertaining their wishes. 

Back to Session 1 Activity 8
Tolstoy at work in his study

Description

Tolstoy at work in his study 
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