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Opening

Good morning Ladies and Gentlemen. I have been asked to talk about the care provided by

hospitals at the end of life, and what lessons emerged from the national audit on end-of-life care for

learning and working together. Naturally, it is always important to learn and to work together but the

current circumstances facing the health services, and the country, makes this more important than

ever. Things that looked like attractive options a few years ago - such as the reconfiguration of

health services outlined in the 2001 health strategy1 - have now become necessities2. Similarly with

learning and working together. When the HSE launched its Transformation Programme (2007-2010)

in December 2006, it stated: ‘change is not an option – it is a necessity. … . We must radically

change the way we organise our services and the way we deliver these services’ 3. It could not have

been anticipated then just how much of a necessity this has now become4.

1 In 2001 the health strategy – Quality and Fairness: A Health System for You – made a commitment to
rebalancing and reconfiguring the health services by strengthening primary and community care to ensure
that ‘appropriate care is delivered in the appropriate setting’ so that people get ‘the right care in the right place
at the right time’ (Department of Health, 2001:81).
2 A 2009 study by the ESRI on the likely impact of demographic change – particularly ageing - on healthcare
noted that: ‘Even if national finances improve substantially, the current way in which care is delivered will be
unsustainable within any reasonable budget given the nature of demographic change. This demands a
reconfiguration and intensification in the use of health care resources and improvements in levels of
efficiency. Changes in the manner in which current resources are used and a reorganisation of services will
moderate the extent of investment in services required’ (Layte, 2009:147).
3 HSE Transformation Programme, 2006.
4 The limited extent to which the national health strategy has been implemented over the past decade seems
to confirm the observation of a former Director General in the Office of the Minister for Children and Youth
Affairs who noted that: ‘The Irish Public Service has been relatively strong historically in the area of policy
formulation. I have come to the conclusion, however, that we are relatively weak when it comes to
implementation and many good policies fail due to a lack of appropriate structures and processes to ensure
their successful implementation from policy objectives to tangible outcomes’ (Langford, 2007:250).
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Learning as a Way of Seeing

A key aspect of learning is to become more attentive to the way we think about things since this has

a huge influence on how we respond to work and caring, both individually and collectively, and

whether we see the world in terms of opportunities or challenges, as possibilities to be achieved or

as burdens to be carried. The ethical framework which is being launched today has the aim of

cultivating ‘reflective and critical skills’5 in end-of-life care, and it is those same skills of critical

reflection that are essential in cultivating intelligence in individuals and systems, thereby enhancing

their capacity to act. The advice is sometimes given that you should: ‘Be careful what you wish for’;

but in this context it might be apposite to advise: ‘Be attentive to how you think’.

I mention this because, while we cannot ignore the challenges, it can be more helpful to see that we

are also living in a time of opportunity to make a significant difference to the quality of health

services in Ireland.  At the end of September 2010, the Health Information and Quality Authority

published its Draft National Standards for Safer Better Healthcare for consultation6. These

standards will affect everyone in the State and not just hospitals, and will be implemented as part of

a licensing  system for all healthcare facilities7. Similarly, the Hospice Friendly Hospitals Programme

which organised this conference is a major opportunity to improve care for patients whose end of life

is spent in hospital. Improving services is the purpose of the ethical framework which is being

launched today and is also the purpose of the standards and audit which were launched in May of

this year.

Naturally, the main purpose of improving services is to improve patient care.  But that is not its only

consequence since any improvement in the quality of care for patients is also an improvement in the

quality of work for staff. I think it is important to reflect on this for a moment since it has implications

for how we respond to these different initiatives to improve the quality of care.

5 McCarthy, Donnelly, Dooley, Campbell and Smith, 2010:11. The authors write: ‘The philosophy
underpinning the development of the Ethical Framework is one that views ethical work as a critically engaged
process whose object is to negotiate, rather than eliminate, ethical uncertainty. The assumption is that it is
precisely the experience of moral uncertainty, disagreement and diversity that forces us to critically reflect on
our moral viewpoints: difference creates the need for moralizing to begin with’ (Ibid:13).
6 Health Information and Quality Authority, 2010.
7 It is Government policy since February 2009 to introduce a mandatory licensing system whereby all
hospitals will only be allowed to practice if, on the basis of audited performance, they meet acceptable
standards of service. This policy is based on a recommendation by the Commission on Patient Safety and
Quality Assurance that “there should be a mandatory licensing system in Ireland to cover both public and
private healthcare providers. It must be an equitable and transparent system, with a review of licences every
three years. It will apply to existing and new bodies, with time being given for compliance” (Commission on
Patient Safety and Quality Assurance, 2008: 25). The Commission recommends further that: “All licensed
healthcare facilities must demonstrate active participation in local and national clinical audit as appropriate to
their services” (Ibid: 30)..
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Caring as a Two-Way Relationship

The conventional understanding of work and caring is that it is something one does for the benefit of

someone else.  While that is true, it is only half the story since the beneficiary of all care is, first and

foremost, the carer because one is always affected by one’s own actions8.  How you think and feel

about yourself – as individuals and as a hospital - manifests in what you do and, correspondingly,

what you do reinforces how you think and feel about yourself. So, the way one cares for a patient

might also be described as the way one cares for oneself; the way one relates to a dying patient is

also the way one relates to one’s own dying.

It may appear obvious that caring is a two-way relationship in which staff and patients receive as

much as they give but this perspective is often overlooked and frequently at variance with the more

conventional understanding which sees staff as doing all the giving and patients doing all the

receiving9.  It is easy to see all the things which staff give to their patients in a hospital – and this is

usually seen with a sense of admiration and appreciation by patients and families – but it may be

less easy to notice all the things which staff receive in the process of caring including personal and

professional fulfilment, gratitude of patients, the support of colleagues, and of course income.

This understanding of caring as a relationship has important implications since, when you habitually

think of yourself – either individually or organisationally – solely in terms of giving, then you cut

yourself off from the patient and start to think of yourself as a hero (because you perceive yourself

as having to know and do everything) or as a victim (also because you perceive yourself as having

to know and do everything)10. But, in truth, no one wants to be cared for by a hero or a victim – or

8 This perspective is articulated by Eric Fromm (1956:24) when he writes: ‘The teacher is taught by his
students, the actor is stimulated by his audience, the psychoanalyst is cured by his patient – provided they do
not treat each other as objects, but are related to each other genuinely and productively’.
9 This more conventional understanding can be found in discussions about compassion in the health care
literature which are exclusively ‘patient-focused’. According to Macleod and McPherson (2007:1591): ‘The
virtue of compassion is a trait combining an attitude of active regard for another’s welfare with an imaginative
awareness and emotional response of deep understanding, tenderness and discomfort at the other person’s
misfortune or suffering. It is expressed in acts of beneficence that attempt to prevent and alleviate the
suffering of the other person’. Similarly, according to Cornwell and Goodrich (2009): ‘In short, for healthcare
professionals, compassion means seeing the person in the patient at all times and at all points of care’.
Inevitably, this perspective also speaks of ‘compassion fatigue’ which is defined as ‘the “cost of caring” for
others in emotional pain that has led helping professionals to abandon their work with traumatized persons.’
(Kearney, et al, 2009:1157). Our perspective suggests that the compassionate carer, in addition to
recognising the suffering of the patient, is also mindful of the suffering that may arise from her/his own
limitations as a carer.  As a result, compassion expands to meet the needs of the carer as much as the patient
and, in that sense, so-called ‘compassion fatigue’ is really a symptom of being cut off from compassion. In
tracing the origins of compassion through its different religious traditions, it can be see that inclusion of the
self is an essential component that is found in the Christian expression ‘love thy neighbour as thyself’ and in
the words of the Buddha that ‘no one is more worthy of compassion than oneself’. This understanding of
compassion, far from encouraging self-centredness or pity, is simply designed to dissolve the boundary
between the self and the other, and implies that the capacity to be compassionate to others is directly related
to the capacity to be compassionate to oneself.
10 A key feature of this process is that it becomes habituated, and a narcissistic illusion is created out of a
misconception. This, in turn, can create a pattern of complaining about work because one imagines oneself as
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even a heroic victim - who thinks they know and do everything, and who is not aware of having a

relationship with the patient.

So, a balanced understanding of caring as a relationship – with the same generic properties as any

relationship – is the common ground which makes work enjoyable and caring sustainable.  Many of

the difficulties which people experience in work – both as individuals and as organisations - stem

from losing connection with this inner and intimate aspect of caring. This happens when people

become distracted and forget what it is that they once loved about their work11.

Uniqueness of End-of-Life Care

This understanding of work and caring as a relationship has particular resonance for end-of-life

care, both for individual staff and the hospital system. It was Socrates (427-347 BC) who spoke

about spending his life practicing how to die and faced his own death without fear, stating that: ‘true

philosophers make dying their profession’12. Hospital staff, and indeed researchers like myself, may

not regard dying as their profession but, in a way, those who work in hospital have the remarkable

privilege of seeing their own death many times over since, in all but detail, the death of a patient is

no different to the eventual death of the carer. So what does one see in the dying patient or in the

idea of one’s own death? Each will naturally see it in their own way based on their experience and

insight but whatever one sees will shape how one relates to the patient and to oneself. In this

sense, there is something inescapably personal about the subject of dying and death because it

goes to the heart of our being, and our sense of how dying and death are as integral to existence as

an unacknowledged hero or an exploited victim. This pattern has been described by one team of
psychologists as a ‘racket’ because it masquerades as something other than it is (Zaffron and Logan, 2009).
The racket involves four elements of which the last two are typically outside the person’s awareness: (i) a
complaint that has persisted for some time about work or colleagues (ii) a pattern of behaviour which goes
along with this behaviour such as criticism, gossip, lack of trust and unwillingness to commit (iii) a payoff or
benefit from having the complaint such as feeling that one is right and others are wrong, evading
responsibilities and challenges (iv) the cost of this behaviour such as isolation, dissatisfaction, and
unhappiness with work. The implication of this analysis is that, since rackets hold back individuals and
organisations from achieving their full potential, their identification clears space for more creative approaches
to work.
11 Those who work in a large organisation such as a hospital will know that distractions – both individual and
organisational – are legion and come under a wide range of labels (such as issues, agendas, concerns, fears,
reactions, etc) and guises (roles, responsibilities, rewards, rosters, procedures, protocols, etc). Naturally, the
distinction between what is, and what is not, a distraction is far from clear cut in objective terms. What is
important from the perspective of work is that each individual and organisation is able to know the difference
between a distraction and real work;  otherwise all of work becomes a series of distractions and nothing is
ever properly achieved. When distractions are indulged and become the work - both for individuals and
organisations - the resulting confusion can become like a dis-ease and result in a loss of direction,
demoralisation and eventual burnout.  Conversely, when distractions are not indulged, they will tend to
diminish in importance over time.  Maintaining clarity and avoiding distractions therefore is an essential aspect
of maintaining the quality of work. In many wisdom traditions, it is simply referred to as ‘staying awake’.
12 When condemned to death for allegedly corrupting the youth of Athens, Socrates (469-399BC) observed
that he had no fear of dying since he had been practicing death all his life because he regarded death as no
more than release and separation of the soul from the limitations of the body which is also the state of wisdom
sought by the true philosopher; ‘If a man has trained himself throughout his life to live in a state as close as
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life itself. But there is also something inescapably collective in how a hospital sees the dying and

death of its patients, and it is those collective perceptions which shape the hospital’s response to

end-of-life issues generally and how staff respond when the circle of life of each patient reaches its

point of closure and completeness.

Seeing All Work as Care

In the course of doing the national audit, I have been privileged to reflect on these matters and to

learn something about how hospitals care for patients who are dying, and indeed after they have

died. I have also learned from some excellent teachers who have actually done this work, both my

colleagues on the HFH Programme and the various hospital staff throughout the country that I have

listened to over the past two years. In thinking about what it means to care, I have come to regard

caring as a quality associated with all work. To work is to care - and vice versa, to care is to work -

and it is from that perspective that I want to talk about end-of-life care.

Caring is what makes work enjoyable and worthwhile because it is one of the important ways in

which we show our love for the world13.  Work without caring is loveless and soul-destroying for

those who do it and for those who are its intended beneficiaries.  From this perspective therefore,

caring about work is a form of self-care because it connects us to our deepest desire to love what

we do and to be a useful part of the world14. In this sense, caring is not confined to the ‘caring

professions’ within a hospital, or indeed to those who work in hospitals although it is clearly the

hallmark of their work. All work is a form of caring for both the object of work (such as working with

care and attention to detail) and the subject for whom the work is being done (such as caring that

the work is useful and helpful to its intended beneficiaries whether it is a patient, a client, a team of

colleagues, an organisation, or indeed all of them combined).

I like something Sigmund Freud said nearly a century ago, which is that if you know how to love and

work you can live a normal happy life15.  So, what is it about work that makes us – or can make  us

– happy or unhappy? The first, and perhaps the only thing, is how it is seen individually and

collectively.  It is remarkable how often work is spoken of as a burden, as something we have to do

possible to death, would it not be ridiculous for him to be distressed when death comes to him? … True
philosophers make dying their profession’ (Plato, 2003:129).
13 According to the poet and philosopher, Kahlil Gibran (1980): ‘All work is empty save when there is love’.
14 In psychology, there is a substantial body of research to show that what people love most about work is the
‘flow’ experience of being deeply involved in a task: ‘These tasks require total concentration so we become
deeply and effortlessly involved in them, so much so that we no longer think of the worries and frustrations of
everyday life. Our sense of self disappears when involved in these tasks and paradoxically the sense of self
emerges as strengthened after the task is completed. Time perception is altered during flow experiences.
Hours can pass in what seem to be minutes and minutes can seem like hours’ (Carr, 2004:58).
15 According to Erik Erikson (1950:238): ‘Freud was once asked what he thought a normal person should be
able to do well. The questioner probably expected a complicated answer. But Freud, in the curt way of his old
days, is reported to have said: 'Lieben und arbeiten' (to love and to work). It pays to ponder on this simple
formula; it gets deeper as you think about it’.
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rather than something we want to do, as something requiring a ‘work ethic’ in order to keep us

going16.  Little wonder then that people sometimes complain about the burden and burnout of work

since it is no more than a logical and psychological outcome of seeing work as burdensome. But the

experience of work is also affected by the culture of the work environment in its broadest sense,

including the extent to which there is a shared vision and a culture that requires things to be done

well.

In responding to the opportunities which are now facing the health services, and the country, it is

important – particularly for those of us who are in work - to think of their job as opportunity rather

than burden and to see that improvements in the quality of care – through implementation of

standards in light of the audit – are also improvements in the quality of work, and in the enjoyment

that comes from doing good work. Good care makes satisfying work but equally, work which is

experienced as satisfying and fulfilling will manifest and be experienced as good care. That is why

the various initiatives of the Hospice Friendly Hospitals Programme to improve the quality of end-of-

life care – the standards, the audit, and the ethical framework which is being launched today – are

much more likely to succeed if they are perceived as ways of improving the quality of work for staff

as much as the quality of care for patients17.

16 The psychologist James Hillman has written about the consequences associated with many of the negative
images of work: ‘Work is what most people on this planet do: get up in the morning and go to work. … . the
whole problem of work begins [when] you have to tell yourself to work, discipline children to work, reward
people for their work.  We moralize work and make it a problem, forgetting that the hands love to work and
that in the hands is the mind. That “work ethic” idea does more to impede working … it makes it a duty instead
of a pleasure. … I merely want to speak of working as a pleasure, as an instinctual gratification – not just the
“right to work”, or work as an economic necessity or a social duty or a moral penance laid onto Adam after
leaving Paradise. The hands themselves want to do things, and the mind loves to apply itself.  … Working is
its own and brings its own joy. … The link between work and money is precisely what makes us feel like
slaves. … It’s very much like love that has become chained to sex, so work has become chained to pay. …
Just as love is satisfying in itself, so is work satisfying’ (Hillman, 1983:162-171).
17 The link between positive thinking and the capacity to respond creatively to challenges is well established
in positive psychology and has given rise to the ‘broaden-and-build theory of positive emotions’ (Fredrickson,
2002). The key insight here is that people with more positive thoughts and emotions are more likely to see the
world in terms of expansionary ‘win-win’ options rather than contractionary ‘win-lose’ options. This is because
positive thoughts and emotions encourage qualities which are needed to solve problems - such as
persistence, flexibility and resourcefulness - and because they broaden the range of options which people
perceive to be available (See also Carr, 2004; additional information is available at
www.positivepsychology.org).
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Outer and Inner Dimension of Caring

There is another aspect of caring to which I want to draw attention and which arises directly from my

involvement in the audit and standards. As you know, one of the skills that you need in order to work

with patients as a nurse, doctor or allied professional, is to know the limits and side-effects of what

you are doing. The same applies when you are working with standards and audit. That is why the

ethical framework which is being launched today is so important because, to do good it is first

necessary to be competent in order to avoid harm, and that requires one to know the limits and

side-effects of your actions. But an ethical approach is not just about avoiding harm. It is also about

seeking the good in what we do and that involves more than just knowing the difference between

right and wrong; it also involves seeing, as best we can, the good in the other as in oneself18.

In the course of doing the audit, I was reminded many times of something Albert Einstein is reputed

to have said that: ‘Not everything that is important can be measured, and not everything that can be

measured is important’. If the maxim is also true - and often it is - that what gets measured gets

valued and what gets valued gets done, then the process of audit carries the risk of under-valuing

those inner aspects that are less amenable to measurement but which could be described as the

heart and soul of caring.

This draws attention to what I think is an important distinction between the outer and the inner

aspects of caring. In a hospital context, the outer refers to those aspects that are observable and

measurable: the building, the beds, the patients, the staff, the systems for admissions and

discharge, the whole process of diagnoses and treatment, and the array of support services that

keeps the hospital functioning. But there is also the inner or subjective dimension which is found in

the relationships which staff have with their work, their patients, their colleagues, and the hospital

itself. The standards for end-of-life care do not refer explicitly to this distinction but the terms

‘competent’ and ‘compassionate’ capture the essence of the outer and inner dimensions of care

respectively19.

18 This perspective sees ethical behaviour as the outcome of self-transformation rather than simply a way of
knowing right from wrong (See Fromm, 1956:74). In the twelfth century, the Afghanistan poet Rumi (1207-
1273) expressed this by saying: ‘Out beyond ideas of wrongdoing and rightdoing, there is a field. I’ll meet you
there’ (Rumi, 1996:36).
19 The four standards are:
(i) The hospital has systems in place to ensure that end-of-life care is central to the mission of the hospital and
is organised around the needs of patients
(ii) Staff are supported through training and development to ensure they are competent and compassionate in
carrying out their roles in end-of-life care.
(iii) Each patient receives high quality end-of-life care that is appropriate to his / her needs and wishes.
(iv)  Family members are provided with compassionate support and, subject to the patient’s consent, given
information before, during and after the patient’s death.
(Hospice Friendly Hospitals Programme, 2010).
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The distinction between the outer and the inner also mirrors something elemental in nature itself

where the inner core is protected by an outer shell. At the heart of the distinction is the

understanding that the outer dimension exists only to protect the inner dimension; without the inner

dimension the outer has no reason to exist. At the same time, the well-being of the inner dimension

depends on the well-being of the outer dimension, and symptoms of weakness in the outer typically

usually point to weaknesses in the inner. When there is too much emphasis on the outer, objective

dimensions of care – as of any aspect of life - the inner essence can get lost. But equally, when

there is too little emphasis on the outer, the inner subjective aspect of care becomes vulnerable to

loss of vitality. Experience teaches that things can go wrong, for individuals as much as for

institutions, when the inner core is neglected and the outer shell loses its connection to the inner.

For this reason, there is a delicate balance between the outer and the inner, and it affects our life as

much as our work20.

These two aspects of work and caring have their own separate logic, and the process of improving

care involves separate movements by the inner and the outer.  Improving the outer aspect of care

requires staff, and the systems in which they work, to be competent and skilful through continuous

learning across the organisation. By contrast, improving the inner aspect of care is more akin to a

process of unlearning all the things that block the natural expression of compassion since it tends to

works best when it is allowed to flow.  So the improvement process has this appearance of a

‘double helix’, ascending through learning into competence and descending through unlearning into

compassion21.

20 This understanding of work can also be found in the writing of David Whyte (2001:222-3): ‘It is the hidden
in our work that always holds the treasure. A life dedicated to the goodness in work is a life making visible all
the rich invisible seams of existence hidden from others. … The multilevel discipline involved in good work is
the road to happiness and the pilgrimage to self-respect. … We cultivate the disciplines of care and attention
in small, pivotal ways that have large, far-reaching effects on ourselves and others. Out of what is hidden we
make the visible and then call it work; work that makes sense of the hours we are privileged to live’.
21 The importance of learning as a key ingredient in the quality improvement process is well recognised
(Bate, Mendel and Robert, 2008). However the process of unlearning  is less frequently acknowledged though
no less important. The importance of unlearning is epitomised in the statement of Socrates that ‘the only real
wisdom is knowing you know nothing’ (Plato, 2003: 43-6). Similarly in Eastern philosophy, wisdom is
recognised as not knowing: ‘The state we call realisation is simply being oneself, not knowing anything or
becoming anything. … All other knowledges are only petty and trivial knowledges; the experience of silence
alone is the real and perfect knowledge’ (Ramana Maharshi, 1985:12). At a more practical level, the idea of
unlearning is increasingly seen as one of the keys to helping individuals and organisations become free of
ideas that are no longer useful or practical: ‘Human beings make a very simple and far-reaching mistake …
It’s really a filing error.  Imagine two filing cabinets, labelled “The Past” and “The Future”. From time to time
stressful, difficult, or dangerous things happen. When they do, and we survive, we note what worked, taking a
photograph of our actions and keeping it on file in case that situation happens again. So you’ll have it in the
future, you put it in The Future cabinet. … If we emptied everything out from The Future filing cabinet – all the
decisions we placed there to deal with what may happen – what would be left in that filing cabinet? Nothing.
…  You can only create into nothingness. A painter can only paint on a blank canvas. … You have to look into
nothingness and declare what can be and what you actually commit to’ (Zaffron and Logan, 2009:203-4).
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Outer and Inner Aspects of Caring in Writing of Elizabeth Kubler-Ross

I refer to this distinction because, through my work on the audit and to a lesser extent on the

standards, I am conscious that one of the unintended side-effects of focusing on the measurable

aspects of caring is that it could result in missing out on those inner aspects that we have been

referring to. This possibility was graphically illustrated over 40 years ago by Elisabeth Kubler-Ross

(1926-2004) in her path-breaking book, On Death and Dying, with the instructive sub-title: what the

dying have to teach doctors, nurses, clergy and their own families. Given that the subject of dying in

hospital was probably a much more taboo subject then compared to now, it must have taken a great

deal of courage for a young doctor to challenge the way dying patients were treated in hospital:

‘‘When a patient is severely ill, he is often treated as a person with no right to an opinion. …

He may cry out for rest, peace, dignity, but he will get infusions, transfusions, a heart

machine, or a tracheostomy. He may want one single person to stop for one single moment

so that he can ask one single question – but he will get a dozen people round the clock, all

busily preoccupied with his heart rate, pulse, electrocardiogram or pulmonary functions, his

secretions or excretions, but not with him as a human being. …’ (Kubler-Ross, 2009:7).

Pointedly, she then asks:

‘Is the reason for this increasingly mechanical, depersonalised approach our own

defensiveness? Is this approach our own way to cope with and repress the anxieties that a

terminally or critically ill patient evokes in us? Is our concentration on equipment, on blood

pressure, our desperate attempt to deny the impending end, which is so frightening and

disquieting to us that we displace all our knowledge onto machines, since they are less close

to us than the suffering face of another human being, which would remind us once more of

our lack of omnipotence, our own limitations and fallibility and, last but not least perhaps, our

own mortality?’ (Kubler-Ross, 2009:8)’22.

It is clear that Kubler-Ross recognised not just the difference between the outer and the inner

aspects of caring but also the fact that caring is a two-way relationship. If you are afraid of dying and

death, because you have not examined and, in some way resolved or dissolved your fears, then this

will affect your capacity to give care at the end of life and may result in a preoccupation with the

outer aspects of caring, possibly including the continuation of interventions that are no longer

necessary or helpful. That is why an ethical approach to caring is not just about knowing the

22 Later in the book, Kubler-Ross suggests that: ‘It might be helpful if more people would talk about death and
dying as an intrinsic part of life just as they do not hesitate to mention when someone is expecting a new
baby. If this were done more often, we would not have to ask ourselves if we ought to bring this topic up with
the patient, or if we should wait for the last admission. Since we are not infallible and can never be sure which
is the last admission, it may just be another rationalization which allows us to avoid the issue’ (Kubler-Ross,
2009:115). Encouragingly, she mentions the benefits of overcoming the fear of dying: ‘Those who have the
strength and the love to sit with a dying patient in the silence that goes beyond words will know that this
moment is neither frightening nor painful, but a peaceful cessation of the functioning of the body. Watching a
peaceful death of a human being reminds us of a falling star; one of a million lights in a vast sky that flares up
for a brief moment only to disappear into the endless night forever’ (Kubler-Ross, 2009:225).
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difference between right and wrong but a deep engagement with one’s life and death. In this sense,

how we relate dying is also how we relate to living because being friendly towards dying is also a

way of being friendly towards living. That is why the word ‘friendly’ in the name of the programme -

Hospice Friendly Hospital - is such a powerful of image of integrating dying with living in both the

hospital and the individual.

Findings of the Audit – International Comparisons

In light of these reflections, I thought it might be useful to look again at the findings of the audit to

see what light they cast on the inner and outer aspects of caring. Before doing so, it is useful to

take some encouragement again from the fact that, when compared internationally, the end-of-life

care provided by Irish hospitals is as good as one finds in hospitals in the UK, the US, and France in

terms of the quality of care, the quality of life, and the acceptability of how the patient died.

Naturally, there are limitations to all international comparisons, but this result is consistent with two

other comparative studies of end-of-life care: one of them placed Ireland second out of the EU-27

after the UK23, the other placed Ireland fourth out of 40 countries after the UK, Australia and New

Zealand24.

The significance of this result should not be lost sight of since few countries, even rich ones with

leading-edge healthcare systems and technologies, incorporate palliative care into their overall

healthcare policy, despite having populations which are ageing and living longer, and where the

end-of-life journey for many is characterised by a relatively prolonged period of chronic disease.

This offers encouragement to those involved in end-of-life care in Ireland, though mindful that we

are still in the early stages of developing a comprehensive response to the needs of an ageing

population. It is also encouraging that, despite the acknowledged weaknesses in the outer aspects

of our healthcare system – exemplified by the ageing infrastructure of some hospitals, the lack of

single rooms, and above all by the weaknesses in the primary care system which impacts on the

functioning of the hospital system – the overall quality of care remains good.

23 In 2008 a study of palliative care in the EU, Ireland was placed second, after the UK, out of the EU-27; this
was based on a comparison of ‘resources’ (such as palliative care staff, beds, units, etc) and ‘vitality’ (such as
the number of activists and professionals involved in palliative care) (Martin-Moreno, Harris, Gorgojo, Clark,
Normand, Centeno, 2008).
24 In 2010, a study by the Economist Intelligence Unit placed Ireland in fourth place out of 40 countries, after
the UK, Australia and New Zealand, for the quality of its end-of-life care; based on 24 indicators of end-of-life
care covering the healthcare environment, availability, cost and quality (Economist Intelligence Unit, 2010). In
a broader based comparison of health care in 2009, Ireland was positioned 13th out of 33 European countries
in the European Healthcare Consumer Survey Index, up two positions on the previous year (Bjornberg,
Cebolla Garrofe and Lindlaid, 2009).
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Findings of the Audit – Outer Aspects of Care

The audit found that the main outer dimensions that influence the quality of care are:

 hospital management: care outcomes are better when the hospital’s service plan contains

objectives to improve end-of-life care.

 The route of admission: care outcomes are better when the patient’s admission to hospital is

planned rather than an emergency, though most admissions are not planned.

 The specialty and ward: care outcomes are better for patients who die of cancer or in an

oncology wards.

 The physical environment: care outcomes are better for patients who die in a single room

 Team meetings: care outcomes are better for patients when nursing and medical staff have

formal scheduled meetings to discuss the case.

 Facilitating relatives: care outcomes are better when relatives can visit at any time and can stay

over-night.

These findings provide useful signposts for hospitals to look at how different aspects of their care

systems could be improved in order to make dying and death a better experience not just for

patients and relatives, but for nurses and doctors as well.

Findings of the Audit – Inner Aspects of Care

The audit also offers some insight into the inner aspects of care by showing that the quality of care

is influenced by:

 the quality of communication between staff, patients and relatives

 the extent to which nurses feel prepared for the death of a patient

 whether nurses have received training in end-of-life care; and

 the nurse’s years of experience.

These findings highlight how, when we speak of the inner aspect of caring, the distinction between

the professional and the personal begins to dissolve and, simultaneously, the distinction between

the patient and the person. It is not surprising that the data shows these different elements are

strongly connected to each other. This is because staff who feel more prepared for the death of a

patient are also more likely to have received training in end-of-life care, and are more likely to have

worked longer in the ward and hospital; and all of these contribute to making staff feel more

comfortable talking about death and dying, and talking to people who are recently bereaved. In

other words, staff who feel less fearful and more friendly towards dying and death, create better

outcomes for their patients. This result is also a powerful illustration of how staff grow through their
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encounter with dying and death since it suggests that years of experience mature into wells of

experience, particularly when there is an opportunity to reflect on that experience through training25.

Findings of the Audit – Diagnosis and Treatment of Pain

One area of concern in the audit which straddles both the inner and the outer dimensions of caring

is the diagnosis and treatment of pain. Given that the control of pain is a key indicator of end-of-life

care26 - and of the patient’s quality of life27 - the findings of the audit point to the possibility that a

substantial minority patients who die in Irish hospitals may pass the final week of life in pain, without

this being noticed by nurses or doctors. This possibility arises because, when asked to rate the

frequency of the patient’s pain during the last week of life - on a scale from: all the time (1), most of

the time (2), some of the time (3), and none of the time (4) - there was less than 50% agreement

between nurses and doctors. As a result, the proportion of patients who were estimated to be in

pain ‘all or most of the time’ varied significantly between doctors (10%), nurses (15%), and relatives

(23%). Given that all of these responses cannot be simultaneously correct, they suggest that nurses

and doctors may not be fully attuned to the needs of their patients, may not be working

collaboratively with each other in the best interests of the patients, and are not using a standard

25 At the same time, it is also worth noting the results of surveys which show that a majority of nurses and
hospital staff  in the audit,  just like a majority of the general public, are not very comfortable talking about
dying and death, and are even less comfortable talking to a person who has been recently bereaved.  The key
finding are:

Ireland*
(n=1000)
%

Ward Staff***
(n=2358)
%

Hospital Staff***
(n=1858)
%

Comfortable talking about death or dying 38 39 37
Comfortable talking to people recently bereaved 25 28 28

* Weafer and Associates Research (2004); ** McKeown, Haase, and Twomey (2010c); *** McKeown, Haase,
and Twomey (2010d).
This result may come as a surprise, given that those who work in wards and hospitals encounter dying and
death more frequently in their work compared to the general public. If talking to a patient who is dying is just
as difficult as talking to someone who has been bereaved recently, then it follows that many staff may feel
uncomfortable about communicating with patients and relatives about end-of-life issues. This inference is
consistent with another Irish study which found that hospital practitioners have difficulty talking openly, simply,
and sensitively about dying and death Quinlan and O’Neill (2009: 5).
26 In Ireland, a number of surveys have been undertaken on the most important things about care when dying
- based on samples of the general population (Weafer and Associates Research, 2004), bereaved relatives
(McKeown, Haase, and Twomey, 2010c ), and hospital staff (McKeown, Haase, and Twomey, 2010d) – and
these indicate that there is a substantial consensus that the one of the most important things about end-of-life
care are to be free from pain. This consensus is also reflected in the national standards on end-of-life care
which state that: ‘Effective pain and symptom management is provided as a key component of end-of-life care
and staff education in the hospital’ (Hospice Friendly Hospitals Programme, 2010:51). Internationally, the
control of pain as seen as central to palliative care by the WHO: ‘Palliative care is an approach that improves
the quality of life of patients and their families facing the problem associated with life-threatening illness,
through the prevention and relief of suffering by means of early identification and impeccable assessment and
treatment of pain and other problems, physical, psychosocial and spiritual’ (Available at www.who.int).
27 A joint statement on end-of-life care by the HFH Programme and the National Council on Ageing and Older
People noted that: ‘The provision of good end-of-life care should be driven primarily by the concern to
enhance the quality of life of those at the end of their lives, not just the clinical duty to ensure high quality
specialised medical and palliative care, though these are clearly very important to the quality of life of many
older people at the end of their lives. Therefore the philosophy and principles of hospice and palliative care
should be evident in all facilities caring for older people’ (2008:8).
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pain assessment tool that accurately reflects the patient’s experience. In this respect therefore, the

audit raises questions about the inner quality of care (such as empathy with patients28) and the

outer quality of care (in terms of using standardised pain assessment tools and team work)

delivered in Irish hospitals. In the language of the standards29, this is an area where each hospital,

ward and staff member could usefully examine how pain is being diagnosed and managed in terms

of both competence and compassion.

Hospital Responses to the Audit

It is clear that, in responding to the findings of the audit, there are things that everyone in hospital

can do as individuals in terms of their own personal competence and compassion. But the hospital

is not just a collection of individuals; it is also a community of professionals working together, itself

part of a larger health service. That is why the development plans for each hospital are such an

important element in how the hospital responds to the audit in light of the standards.

Within each hospital, the possibility of holding regular reviews of deaths by all staff involved is an

option worth considering. In a follow-up to the audit, we are in the process of developing a simple

system for collecting basic data about patients who die in hospital which could feed into the review

process by asking some basis questions such as: did the patient die in pain, in fear, or alone? were

28 Empathy is an aspect of how one relates to others and, in the medical context, it has been described as
‘the key to a caring patient-doctor relationship – the art of medicine’ (Janssen, Macleod and Walker,
2008:390)’. The capacity for empathy varies according to one’s style of attachment and, according to
attachment theory, there are three main types of attachment which, in turn, are influenced by each person’s
early life experiences of significant others especially parents (Bowlby, 1979; Ainsworth, 1991). Three main
types of attachment and interaction-style are: secure attachment, insecure-avoidant attachment, and
insecure-anxious attachment.  A secure style is where others are regarded as reliable and available and is
associated with a warm, positive and reassuring style of interaction.  An insecure-avoidant style is where
others are regarded as uninterested or unavailable and is associated with an interaction style that is cold,
competitive and controlled. An insecure-anxious style is where others are seen as unreliable or difficult and
leads to an interaction style characterised by anxiety, stress and lack of confidence. The significance of this
for doctors has been explored in a recent article on medical education: ‘Attachment theory can provide
valuable insight into situations where caring is paramount. In an institutional setting, patients are typically
vulnerable and searching for security. Stresses to heighten a patient’s vulnerability and need for attachment
include their role as an ill person, the uncertainty of their well-being, the requirement placed upon them to trust
strangers, their separation from loved and reliable people, and the novel context.  ……  Clinicians need far
more than a diagnosis in order to understand the perceptions, experiences, and resulting behavior of the
person who is ill . …. .  A doctor’s experiences of care, his or her resulting attachment style, and the levels of
support that colleagues and senior figures provide the doctor can make an important difference to the
experiences and outcomes of a person under that doctor’s care. ….  A secure clinician is unlikely to become
overwhelmed or controlling when faced with the clingy or anxious behavior typical of insecure-anxious
patients.’ (Janssen, Macleod and Walker, 2008:391-392).
29 The standards for end-of-life care refer to pain and symptom management as a quality of both the hospital
system (Standard 1) and of individual patient care (Standard 3). The standard for the hospital system states:
‘1.9 Effective pain and symptom management is provided as a key component of end-of-life care and staff
education in the hospital’ (Hospice Friendly Hospitals Programme, 2010:51). The standard for individual
patient care states: ‘3.4 Pain and symptom management takes full account of the multifaceted nature and
individual experience of pain. The patients experience and description of pain & symptoms, including verbal,
non-verbal and behavioural expressions of discomfort and pain, are identified, regularly assessed and
responded to promptly.’ (Ibid:70).
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the patient’s wishes taken into account? how well did staff work as a team? could anything have

been improved? That review process could be a powerful way for staff to learn and work together.

Between hospitals, the idea of a regional forum or network on end-of-life issues is also an option

worth exploring. The current reconfiguration of health services, particularly the plans to integrate

acute and community services, cannot hope to succeed without working through the details of how

this will affect all front-line health services. For example, one of the findings in the audit is that about

a quarter of patients could have died at home if there were sufficient supports. This clearly points to

the need for greater responsiveness in meeting patient preferences as well more community

supports to make it possible for people to die at home. At the same time, it is also clear from the

audit that the issue of dying at home is not well understood since there was less than half (50%)

agreement between nurses and doctors on whether the patient could have died at home and, if the

assessment of relatives is included, the level of agreement falls to less than a third (29%).  All of this

indicates the need to open up discussion with in hospitals, and between hospitals and community

services, on what it would mean in practical terms to support a patient to die at home.  This is just

one issue that could be address by a regional forum on end-of-life.

Concluding Comments

To conclude, I am suggesting that caring is a fundamental aspect of work and is always a two-way

relationship. It is true that caring is not always easy but it is much easier when seen as something

we want to do rather than something we have to do, and as is something that benefits the carer as

well as the patient. At a time when hospitals – and the health services generally – are facing

particular challenges, I think this perspective strengthens the capacity to respond positively and

creatively to those challenges. Finally, this perspective highlights how quality improvement is

everyone’s responsibility, but particularly those in positions of hospital leadership, to make sure that

all care is competent and compassionate, since these are also the twin pillars of an ethical approach

to caring.

Thank you.
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