REFLECTIONS ON
DEATH AND DYING

1

The transition from life unto
death: end-of-life dreams,
visions and the lived experience
of unconsciousness.
Michael Barbato
March 2022

2

Joseph Turner’s masterpiece, Fishermen at Sea (1796), contrasts the hazardous turbulent shallow waters
of the Solent and the calmer waters of the English Channel beyond. The painting evokes the challenge,
danger and fear in navigating troubled waters and the calm that awaits those who have done so.
Throughout this uncertain and sometimes dangerous journey there is light, which represents the
wholeness that awaits those who partake of such a journey. I frequently use this image to symbolise the
inner journey undertaken by those who are dying and those who grieve.
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Glossary
AWARENESS is the first-person subjective experience and is primarily assessed with command-following
at the patient bedside.
INNER OR INTERNAL AWARENESS refers to mental imagery, inner speech and mind-wandering
that is independent of environmental stimulus and external awareness.
OUTER OR EXTERNAL AWARENESS is the awareness of what is happening to and around you.
COVERT AWARENESS: awareness that is clinically undetectable.
META-AWARENESS is the explicit knowledge of the current contents of consciousness that is
unrelated to perception. A good example is daydreaming – when one engages internal thoughts
and emotions, but remains unaware of the demands of the external environment.
BIS: Bispectral Index Score (see Appendix 1 for details).
BRAIN is an organ inside the skull comprising billions of nerve cells (neurones), supporting glial cells and
countless connections or synapses between neurones.
CONSCIOUSNESS is a fundamental property, ontologically autonomous of any known physical properties.
It is your awareness of yourself, your unique thoughts, memories, feelings, sensations, and the world
around you.
CONNECTED CONSCIOUSNESS is the subjective experience where the content of consciousness is
induced and modulated by incoming sensory information.
DISCONNECTED CONSCIOUSNESS is a subjective experience in which the content of consciousness
is internally generated (e.g. dreaming).
PHENOMENAL CONSCIOUSNESS is conscious experience.
COVERT CONSCIOUSNESS are subjective experiences that are not accompanied by external signs
and are, therefore, unrealised by those at the bedside.
DACD: Donation after cardiac death.
DBV: Deathbed vision.
DHYANAS: A Sanskrit term that refers to stages of meditation. In the Theravada Buddhist tradition, there
are four stages that are distinguished by a shift of attention from the outward sensory world:
1.
2.
3.
4.

Detachment from the external world and a consciousness of joy and ease.
Concentration, with suppression of reasoning and investigation.
The passing away of joy, with the sense of ease remaining.
The passing away of ease also, bringing about a state of pure self-possession and equanimity.

DMN: Default mode network. A poorly studied network in the brain that is activated when the brain is at
rest, leading to greater inner awareness.
ECN: External or executive control network, which is associated with external awareness.
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ELDV: End-of-life dream or vision.
ELE: End-of-life experience.
EMG: Electromyogram or electromyographic changes in muscle tone.
fMRI: Functional magnetic resonance imaging.
IANDS: The International Association for Near-Death Studies.
ICU: Intensive care unit.
LIS: Locked-in syndrome.
MIND: The sum total of all your conscious thoughts, feelings, desires, memories, imaginations. The mind
is not an organ, yet ‘it’ resides within the brain.
MIND WANDERING: Engaging in cognition unrelated to the current demands of the external environment.
NDE: Near-death experience.
NTDE: Near-to-death experience.
PET: Positron emission tomography.
PHENOMENOLOGY: The description and classification of phenomena or experiences associated with
consciousness.
PVS: Persistent vegetative state (see UWS).
RASS: The Richmond Agitation-Sedation scale (an objective measure of wakefulness).
RESPONSIVENESS: Corresponds to behavioural interactions with the outside world (excluding reflex
behaviour).
SIT: Stimulus-independent thought.
UWS: Unresponsive wakefulness syndrome. Now used in place of PVS – persistent vegetative state.
WAKEFULNESS: Behaviourally defined as eye opening – an action that is mediated by the brainstem.
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Introduction
We search after truth. We see but in part.
Thomas Hollis (1659–1731)
I never cease to be amazed by the many and varied experiences that have been described or observed
around the time of death. Once ignored by medical science or considered unworthy of its attention, nearto-death experiences, end-of-life dreams and visions, paradoxical lucidity, terminal lucidity, out-of-body
experiences and deathbed visions are now acknowledged as normal and frequent accompaniments of
dying. While there is considerable debate as to how and why these phenomena arise, there is no doubt
about their validity. They are real rather than imagined and are often ‘life changing’ for the person who is
dying.
As the aforementioned experiences suggest, these phenomena are more likely to occur in the very late
stage of a person’s life. This may seem bizarre, but evidence suggests it is the very proximity of death that
lifts the filmiest of screens – described by William James more than 100 years ago – and opens a person
to experiences of consciousness that are unique to dying.1 It is these exceptional and potentially
transformative experiences of consciousness that I wish to explore in this review.
My interest in altered states of consciousness was triggered well before I entered the field of palliative
care. At the age of seven I got out of my depth in a lagoon and almost drowned. Seventy-plus years later
I still vividly recall my desperate yet futile attempts to stay afloat, the gasping for air and the absolute
terror that had gripped me. At the height of my panic, I abruptly left my body and found myself hovering
above the water. I had no sense of my body nor did I feel any attachment to it. I was unmoved by the
struggle it was engaged in and the efforts being made to rescue me. I had been consumed by an
unbelievable peace and sense of oneness with everything and everybody. Being outside of time as well as
my body, I have no sense of how long this disembodied experience lasted. It was ultimately broken by the
voice of my extremely emotional Sicilian mother chastising me for the alarm I had caused. I, on the other
hand, could not understand her distress for I had, as Stafford Betty describes, experienced the momentary
merging of two worlds that at all other times remain tightly compartmentalised and mutually
inaccessible.2 The feeling of ecstasy stayed with me for some time, and while the experience gradually
receded into memory, it has had a deep and lasting effect, one I find hard to comprehend let alone put
into words. Although there is no obvious connection between the out-of-body experience and me
becoming a doctor, there has been a remarkable synchrony about my life that ultimately led me into
palliative care.
I am well aware of the pain and suffering that can accompany dying, but my childhood experience has led
me to believe there could be a kinder side to dying that may be more common than many of us realise.
Any lingering doubts I had about the existence of this kinder side to dying were quickly put to rest after
witnessing my first deathbed vision. I had read about these experiences, but to have one unfold before
my very eyes was an unforgettable and moving experience that left me in no doubt that something
exceptional and mysterious happens in the mind of those on the edge of eternity.
Hazel was in her late 70s and had been admitted to our palliative care unit for end-of-life care. She was
gaunt from the ravages of cancer and on the occasion of my last visit she had been unconscious for more
than 48 hours. Her hands were cold, her breathing shallow and her pulse barely palpable. Knowing death
1

was imminent, I stayed at the bedside, hoping her family, who had been notified, would arrive before she
died. As soon as I sat down beside her, Hazel opened her eyes and literally sprung to life. Unassisted, she
sat bolt upright and gazed straight ahead. Her arms were outstretched as if reaching for someone or
something she alone could see. She did not acknowledge her family when they arrived and remained
engrossed in what I could only assume to be a vision that had captured her attention as well as her
imagination. She remained mute, motionless and mesmerised for several minutes before lying back on
the bed. Her breathing ceased the moment her head hit the pillow.
Consciousness is the greatest of all unsolved mysteries and continues to challenge philosophers,
neuroscientists and theologians alike. This alone may have you wondering why someone with nothing
more than a medical degree would take on the seemingly impossible task of writing about the alterations
in consciousness that occur around the time of death. I have asked myself the same question and always
arrive at the same answer – it is too important an issue to ignore, yet very few involved in the care of the
dying have taken up the challenge.
Those who are dying tell us in their own unique way what it is like to die. Up until recently we have not
heard their message, or worse still, we heard it but did not understand the significance of what was being
said. I feel I am on a journey similar to that described by the theoretical physicist Lee Smolin who, in his
latest book, Einstein’s Unfinished Revolution, says…3
A book project is a kind of mental therapy, which forces you to examine your confused
thoughts and intuitions and develop them to their logical conclusion … to bet that the
truth requires something as yet undiscovered, we must spend our time searching for
that unknown completion. We can’t just sail down one shoreline and up another. We
head west: out of sight of land, following our own compass, or the best facsimile
thereof that we can cobble together from the clues we take seriously.
Because of my out-of-body experience and the many near-to-death experiences I have witnessed, I am
searching for that unknown completion. I am heading west and as I do, I hope to get a glimpse of what
dying brings other than death. It is a tentative step towards a better understanding of a person’s journey
towards death. One that is guided by 50 years of caring for people who are dying – the first 20 years as a
general physician in a country town and the last 30 as a palliative care doctor.
What follows are reflections and insights into the many experiences I have witnessed at the bedside. I
share these with you, but in so doing I have used fictitious names to ensure patient anonymity. I take
detours into the field of neuroscience and not infrequently engage in speculation. In so doing, I am
cobbling together the clues that have been presented to me, but with no expectation of finding answers
to the mystery of death. My particular interest is in the so-called ‘unconsciousness’ that precedes death
and why this altered state of consciousness predisposes to a variety of near-to-death experiences, of
which Hazel’s is just one example. It is this shoreline that I wish to explore in greater detail, hoping the
clues left by those at the edge of death will help us to better understand what it may be like to die.
This review is written mainly for the palliative and aged care network, but will also benefit those who work
with dying people, as well as the wider community. I hope it stimulates interest, ongoing discussion and
further research, not so much to satisfy an inquisitive mind, but to better understand a person’s
experience of dying. In the words of Doctor Joanne Lynn, Past President of Americans for Better Care of
the Dying, ‘Concerning death and dying, we need to understand what is happening in order to improve
2

care.’ At present, we know very little about the experience of unconsciousness, or what I prefer to call
unresponsiveness, yet decisions concerning the care of these patients are made using methods that are
at best unreliable, and at worst misleading. I hope this review is one small step in bridging the yawning
gap between what is known and what we need to know to ensure that people who are dying, especially
those who do not have a voice, receive holistic, evidence-based care up to and including the time of their
death.
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Chapter 1

Awakening to Unconsciousness
Our normal waking consciousness, rational consciousness as we call it, is but one special type of
consciousness, whilst all about it, parted from it by the filmiest of screens, there lie potential
forms of consciousness entirely different
William James (The Varieties of Religious Experiences)1
Like many in my profession, I once believed unconscious patients, irrespective of the cause, were
completely unaware of what was happening to them and around them. I imagined them to be in a comalike state, oblivious to the outside world, disconnected from their sense of self and free of all the pain,
angst and grief they may have endured beforehand. The possibility of them having any awareness of what
was happening while they were manifestly unresponsive seemed as improbable as it was inconceivable.
How wrong I was!
Following my move into palliative care, this naive understanding of unconsciousness was challenged when
I observed a number of patients at the edge of death open their eyes and acknowledge those at the
bedside with a smile, a gesture or a greeting. Families were shocked, puzzled or heartened by this
transient return of consciousness, now variously described as terminal lucidity, paradoxical lucidity or
lightening up.2–4 These awakenings were so opportune I often wondered if they occurred in response to a
cue from deep within the dying person’s psyche or from an external stimulus like the voice or touch of
someone they knew and loved. Such was the case with Tim, a young man dying from septicaemia
complicating acute myeloblastic leukaemia. Tim had been unresponsive and at death’s door for several
days when, to everyone’s surprise, he opened his eyes and smiled the moment his sister, having just
arrived from the USA, entered the room. Equally remarkable was the time Pam roused from her
unconscious state. She too had been unresponsive for days, but stirred after her daughter reminded her,
‘Today is your birthday.’ Pam opened her eyes and, upon learning family had come to visit, she asked to
be taken to the room where they had gathered. There, she sipped champagne and partied before
returning to bed some hours later. Both Tim and Pam became unresponsive and died shortly after their
respective awakenings without regaining consciousness.
After witnessing many such incidents, I could only conclude unconscious patients had an inexplicable
connection with the outside world. My medical training had not prepared me for such a paradox and my
clinician’s mind had, until then, blinded me to what was happening before my very eyes. I was a victim of
outdated beliefs and, in the words of the poet William Blake, ‘could only see things thro’ narrow chinks of
my cavern’. These unexpected awakenings shattered my preconceived view of unconsciousness and led
me on a quest to discover more about this enigmatic state, which some writers, poets and philosophers
appear to better appreciate and articulate than most clinicians or neuroscientists.
Consciousness, unconsciousness, awareness and wakefulness
One of the many concerns I have about the biomedical approach to end-of-life care is the tendency to
medicalise, pathologise and depersonalise dying. This isolates doctors and nurses from the lived
experience of dying patients, increases the likelihood of a patient’s metaphorical language being
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misunderstood, having end-of-life dreams and visions labelled and treated as delirium and seeing
experiences such as Tim’s and Pam’s brushed aside without a second thought.
Problems also arise when unresponsive patients are labelled as unconscious although the latest evidence
suggests they are in a state more akin to sleep. The words unconscious and unconsciousness are
misleading and invariably give rise to a plethora of confusing thoughts and emotions that add to the
escalating grief felt by those at the bedside. Invoking these words immediately medicalises a situation
that is otherwise destined to be a time of connection, healing and reconciliation. Many involved in the
care of the dying – doctors and nurses included – have a limited understanding of unconsciousness and
few, if any, palliative and aged care services have formulated a consensus policy on unconsciousness and
how it can be clearly, honestly and accurately articulated to those at the bedside. The messages given to
next-of-kin concerning their relative’s state of consciousness are, at best, confusing and, at worst,
contradictory.5 So it comes as no surprise to know that grieving relatives commonly express concern about
the care their loved one receives and the untold suffering they imagine them to be experiencing. The
helplessness and uncertainty felt by family, together with the unpredictable duration of unconsciousness,
lead many to envisage unconsciousness as the cruellest way to die.
Our understanding of unconsciousness is bedevilled by the absence of a widely accepted definition of
consciousness. Indeed, little, if anything, is known about the nature and origin of consciousness, a fact
that led the Australian-born philosopher David Chalmers to once famously declare, ‘We all know what
consciousness is until we try to explain it.’ What Chalmers is alluding to here is not the ‘easy’ question
such as the neurophysiological changes responsible for hearing, vision, memory, et cetera, but the ‘hard’
question of ‘what it feels like to be you in this moment’.6 This feeling is not conducive to rational analysis;
it is an experience that can only be felt. As tantalising as this exploration may be, I do not intend to go
deeper into it this mystery, and will now turn my attention to two of the less complex aspects of
consciousness relevant to the care of unresponsive dying patients, namely their level of awareness and
their degree of wakefulness.7
Awareness is defined as the phenomenal perception of self and surroundings.8 Put more simply, it is a
combination of what we perceive from the outside world (via the senses) and what we feel on the inside
(emotions). This form of awareness is called connected consciousness and is in stark contrast to
disconnected consciousness where awareness is detached from the outside world and is preoccupied with
the inner world of dreams, daydreams and paranormal experiences such as visions and out-of-body
experiences. While those who are awake and aware can tell us what they perceive, how they feel and the
dreams they may have experienced, there is no way of knowing what is happening or has happened in
the mind of those who are unresponsive. We can, however, quantify their level of awareness by way of
clinical indicators and/or processed electroencephalography such as the Bispectral Index or BIS monitor
(see Appendix 1 for details).
Irrespective of the state of consciousness (see Table 1), the level of awareness in unresponsive patients
varies depending on the clearness and vividness of what the person is experiencing.9 This can be seen in
Figure 1, where the Bispectral scores of 17 patients is seen to vary considerably in the last 24 hours of
life.10 The following analogy highlights the fact that consciousness is not an all or nothing affair.
Think of waking conscious as a furnace burning brightly. If you are deeply asleep, the
flame of consciousness (awareness) has died down to a low but persistent level. In
rapid-eye-movement sleep, when you dream, the flame is jumping and burning
5

brightly, but erratically. In coma, it is a glowing ember. With death, the flame is
extinguished forever.11 (my words in italics).

Table 1. Examples of altered states of consciousness based on known or presumed cause
Physiological
Waking
REM sleep
Non-REM sleep
Hypnogogic (falling asleep)
Hypnopompic (waking up)
Daydreaming or mindwandering
Meditation
Contemplation

Pharmacological
Anaesthesia
Medically-induced
coma
Recreational drugs

Pathological
Comatose states
Minimally conscious
state (MCS)
Locked-in syndrome
Persistent vegetative
state*
Chronic vegetative
state*
Confusional states

Dementia
Unresponsiveness
associated with dying
*Now referred to as Unresponsive Wakefulness Syndrome (UWS)

Paranormal or
Non-ordinary
Mystical experiences
Near-death experience
Out-of-body experience
End-of-life dreams and
visions
Deathbed vision
Terminal lucidity
Paradoxical lucidity

Figure 1. Four-hourly Bispectral Index Scores in 17 patients in the last 24 hours of life.
Zero (0) on the Time to Death scale does not coincide with death. It represents the time of the last four-hourly BIS
reading prior to death.

Wakefulness describes the ‘state of arousal or the potential to experience awareness’.8 The level of
wakefulness can be assessed by observation or quantitative scales such as the Richmond AgitationSedation scale (RASS) and is evidenced by eye opening, purposeful movements, groaning or other forms
6

of vocalisation. As there is a linear correlation between levels of awareness and wakefulness for most
physiological and pharmacological states of consciousness (Figure 2), measures of responsiveness such as
the RASS and the BIS monitor are useful ways of assessing either state quantitatively. The relationship
between awareness and wakefulness is less clear in pathological states of consciousness such as
vegetative states, the minimally conscious state and locked-in syndrome (LIS).
Due to the lack of research, it is hard to know where those who are dying and ‘unconscious’ fit into this
scheme of things. If we believe they are comatose, we might conclude they have little or no awareness.
If, on the other hand, we consider them to be in a state more akin to sleep, their level of awareness and
wakefulness could be anywhere in the sleep spectrum as shown in Figure 2.

WAKEFULNESS (related to brainstem)

We know a person’s level of awareness is largely determined by their state of consciousness, which in
turn influences the clarity and vividness of experiences. Figure 2 also tells us the reverse is true. A good
example of this is the dramatic change in Hazel’s state of consciousness (see Introduction) – from
unresponsive to seemingly wide awake – brought about by her deathbed vision. Changes in the level of
awareness can also be affected by tactile and vocal stimulation. This has implications for family and care
providers and for the environment we seek to create when someone is dying. More will be said about this
in Chapter 6.

AWAKE

LOCKED IN SYNDROME
MINIMALLY CONSCIOUS

DROWSY
UWS
LIGHT SLEEP
ELDV/NTDE

TERMINAL LUCIDITY

DEEP SLEEP
GA
COMA

REM SLEEP

DYING

AWARENESS (related to cortical networks)
Figure 2. Relationship between wakefulness
(level of consciousness) and awareness (content of consciousness)
NETWORKSNETWORKS)
The relationship is linear for most physiological and pharmacological states of consciousness. This relationship is less
certain with pathological states of consciousness, near-to-death experiences and in those close to death. The
representation of these latter states is a ‘best guess’ assessment.
This figure is adapted from Rady12 and Di Perri.8 (UWS = Unresponsive Wakefulness Syndrome, GA = General
Anaesthesia, ELDV = End-of-life dream or vision, NTDE = Near-to-death experience).

7

In the clinical setting, a dying patient is said to be unconscious when they display no purposeful
movements and do not respond to auditory or tactile stimuli. In other words, there are no signs of
wakefulness. The mistake most people make is to assume this physical inertia or lack of wakefulness is
accompanied by an absence of awareness when, in most cases, all that is lost is a person’s capacity to
respond/react to external stimuli and to their inner world of dreams and emotions, all of which amounts
to the contents of their consciousness.13 Studies have shown that a high percentage of so-called
unconscious patients have some level of awareness of what is happening to them, around them or within
them.14,15 The following comment made by a young woman after awakening from an induced coma
testifies to the level of awareness that is possible in those who demonstrate physical inertia: ‘People
would visit and talk to me. I heard what they were saying, and in my head I was talking back to them, but
I wasn’t actually talking.’16
The words unconscious and unconsciousness are so misleading there is much to gain by deleting them
from the palliative and aged care vocabulary. Unresponsive is a more accurate description of the
‘unconscious’ state, but when speaking to relatives and friends of the dying, I am more inclined to say
their relative is in a state not unlike sleep. They can relate to this narrative more so than unconsciousness
and unresponsiveness and are less likely to be alarmed by fluctuations in consciousness and moments of
lucidity provided they have been warned of these possibilities beforehand. Sleep is neither a euphemism
for unconsciousness nor a way of softening the truth. It is a more accurate representation of the situation
and, as we shall see later, it provides a framework to better explain most, if not all, end-of-life experiences.
Abandoning the word unconscious will not alter the anticipatory grief family experience as they wait for
the inevitable. Meeting everyday people with everyday language, sitting comfortably with what we do not
know and holding reverence for our own limitations go a long way to removing some of the greatest
barriers to effective doctor-patient/family communications. Using the term ‘sleep’ to describe someone
who is unconscious is a significant step forward in breaking down barriers we inadvertently create when
we medicalise death. This step alone creates an environment where families may be more comfortable
about asking questions and seeking clarifications. The way a family perceives the last hours or days of a
loved one’s life has a profound effect on their grief. Clear, compassionate and frequent communication
during the unresponsive phase of a patient’s illness can have a beneficial and long-lasting effect, thereby
lessening the risk of protracted and complicated grief.
States of consciousness and contents of consciousness
It was William James who first alerted us, more than 100 years ago, to the many states of consciousness,
with each possessing a different degree of awareness.1 These different states of consciousness can be
arbitrarily classified as physiological, pharmacological, pathological and paranormal or non-ordinary
(Table 1). While each state is unique, the level of awareness and wakefulness is, as mentioned previously,
related more to the clearness and vividness of its contents than the state itself.8,9
Sudden shifts in consciousness are common and are not confined to those who are comatose,
unresponsive or in an altered state of consciousness. They manifest in the majority of healthy individuals
as daydreaming and mind wandering, during which a person’s mind suddenly and seamlessly moves from
what they are doing or perceiving to one of meta-awareness – a state where the person becomes
absorbed with usually imagined fantasies and interior monologues at the expense of all else.17,18 This
serendipitous, momentary experience of meta-awareness is beautifully illustrated in the following verse
from the William Butler Yeats poem, Vacillation.
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My fiftieth year had come and gone
I sat, a solitary man,
In a crowded London shop,
An open book an empty cup
On the marble table top.
While on the shop and street I gazed
My body of a sudden glazed;
And twenty minutes, more or less,
It seemed, so great my happiness,
That I was blessed and could bless.
The movement from awareness to meta-awareness and back to awareness is also prevalent amongst
those burdened with an insurmountable challenge or existential crisis such as the confrontation with
death. For this reason, we should not be surprised to find those nearing the end of life ‘lost in thought’.
These are times of healing and, unless there is some pressing business, this period of mind wandering
should be allowed to run its full course, free of interruptions. I will say more about this in Chapter 4.
There is much we do not know or understand about consciousness, but we can be reasonably certain that
unresponsiveness does not ipso facto mean a person is unaware.13 This realisation has led one
neuroscientist to say,
It is possible that someone who fulfils the criteria of being unconscious might still, in
another sense be conscious ... phenomenal consciousness [subjective experiences]
does not necessarily include the ability to respond to stimuli or communicate with the
environment.15
Despite my concern surrounding the use of the word unconscious, it is still commonly invoked by doctors
and nurses when referring to those who are unresponsive at the end of life. The label ‘coma’ is
occasionally mentioned, but it too is inaccurate especially if used in reference to a dying patient. Coma is
a descriptive term given to a patient who is unconscious or unresponsive because of a head injury, stroke,
drug overdose, et cetera. It is also used with patients who, for clinical reasons, have been placed in a
medically-induced coma. The longer a person remains in a coma that is not medically induced, the chances
of them emerging or surviving diminishes. If they do survive, the coma often morphs into an altered state
of consciousness that is more persistent, such as a vegetative state, minimally conscious state or a lockedin syndrome.19,20
For many years I have avoided the word unconscious in the palliative care situation and prefer instead to
use unresponsive or deep sleep. The words unresponsive and unresponsiveness acknowledge the absence
of spontaneous purposeful movement and a lack of response to tactile and verbal stimulation, but do not
exclude the possibility of awareness of what is happening in the outer world or how the person feels on
the inside. In these situations, the lack of response or wakefulness may be due to the patient’s moribund
state and the medication they are receiving rather than a lack of awareness.
All associated with the care of an unresponsive patient should assume they have some level of awareness
and will be comforted by hearing the voice or feeling the touch of someone they know and love. One
young man who had been comatose for a month said on awakening:
9

What made the big difference was my dear wife’s presence. I could feel her hand in
mine, our fingers intertwined. I knew it was her, though I could not figure out what
she was doing in these strange worlds.21
Many comatose patients are not only trying to figure out what is happening to them but could, at times,
be overwhelmed by a sense of helplessness from not knowing how to draw the attention of others to
their predicament. Hearing the voice of relatives and care providers can make all the difference to their
state of mind as well as their recovery. The therapeutic benefits of speaking to comatose patients was
verified in a recent study that showed greater improvement in measures of arousal (wakefulness) and
awareness in patients who were spoken to regularly by those well known to them.22 This confirms what
we have long suspected: a meaningful auditory connection has the potential to induce clinical
improvement either on its own or by complementing medical/surgical interventions.
In the palliative, aged and dementia care situations, well-chosen words are unlikely to result in any clinical
improvement. Together with tactile stimulation, however, they may bring a feeling of peace or evoke a
brief period of lucidity in seemingly unresponsive subjects.19 I will say more about this in a later chapter.
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Chapter 2

The Patient’s Experience of Unresponsiveness
What better reason for truth seeking could there be than honesty about how little we really know?
Ariel Sabar
When a dying patient becomes unresponsive, they cannot tell us how they feel or what they are
experiencing. On these occasions, assessment of pain and overall comfort – something that is normally
determined by what ‘the patient says it is’ – relies on the experience, expertise and judgment of doctors
and nurses. There are a number of assessment tools that assist care providers in this quest, but research
has shown they all lack the refinement and subtlety required to adequately assess what are primarily
human experiences.1,2 For this reason, assessment tools of any kind should be considered complementary
rather than a substitute for the instinct of care providers and the nuanced sense of the immediate family.
A holistic approach is more appropriate and more reliable, but it too has its limitations. As with the
biomedical approach, it tells us nothing about the subjective experience of patients. For this, we must rely
on and learn from the recollections of those who survive a period of unresponsiveness or coma and live
to tell their story. Although their experience is uniquely personal, the path they tread is, according to the
transpersonal psychologist and Dharma practitioner Kathleen Dowling Singh, ‘… ingrained into the human
psyche … no matter in what painful place we may find ourselves, the way is known. Although we travel
alone, the road is marked.’3 If only for this reason, the words of comatose patients as well as those who
have a near-death experience need to be heard, for they are the authentic explorers of consciousness and
offer first-hand insights into the nature of this pre-determined path and the experience of
unresponsiveness. They not only describe the journey but also inform us on how best to communicate
with those who partake of it.
In one of the earliest studies, an intensive care nurse interviewed 100 patients who had been in a coma
and subsequently regained consciousness.4,5 Most were men in their 50s who had been admitted
following a cardiac event. Although 25% of the group had no memory of the time they were comatose,
the remaining 75% recalled instances when they knew what was happening to them and around them.
Many also described vivid dreams, near-death and out-of-body experience. Others recalled times when
they were fearful and unable to make sense of what was happening. They could understand what was
being said by those at the bedside and, while they were unable to respond in a perceptible way, their
emotional reaction was as emphatic as it was indiscernible. One cardiac arrest patient vividly remembered
the panic he felt on hearing a paramedic say, ‘We are losing him,’ while another spoke of his distress on
being described by a hospital worker as a ‘zonked-out patient’.
A young doctor who was in a month-long coma following a simple operation that ‘went wrong’ likened
his experience to being ‘conscious while unconscious’. He described the experience as follows:
The voices – thoughtful, questioning and worried – came from nowhere. I could not
see the people who were talking so intensely, but I realised they were discussing how
to treat a desperately ill patient … I became gradually aware that the invalid was me. I
was lying seemingly insensate, in a coma. Although paralysed, dumb, unseeing and
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apparently deaf to the world, I took in a lot of what was going on around me – and
remember it vividly.6
We now know unconsciousness is not a loss of consciousness, but an alternate state of consciousness.
Many so-called unconscious or comatose patients have piecemeal recollections of what happened to
them, what was said and by whom and the emotions that were elicited. The aforementioned doctor
summarised his experience as follows:
It was a bewildering, alien sensation of things being done to me by forces I could not
see … if the nurses had not warned my apparently deaf ears of what they were going
to do, I think I would have been scared indeed.6
In another study carried out by two Australian nurses, five patients requiring intubation and sedation to
the point of unconsciousness were interviewed four days after their discharge from the intensive care unit
(ICU).7 Although unresponsive throughout their ICU stay, all had vivid memories of their experience,
including feelings of helplessness, an inability to communicate, loss of control and loneliness. Wild dreams
and hallucinations were not uncommon and the authors believed these to be the psyche’s desperate
attempt to make sense of what was happening to them. One of the subjects had a recurrent dream of
trains travelling around the unit. Upon regaining consciousness, he realised the sound came from the
movement of trolleys over the ICU floors. Comatose or unresponsive patients are prone to confusion and
disorientation, which leads one to wonder how much of this is caused or exacerbated by having no one
to orientate them to what is happening.
The same study answered this question by highlighting the comfort, reassurance and security patients
derived from the presence, voice and touch of close family and friends. The loneliness, physical and
emotional isolation they experienced was offset by the quality of a human presence and the capacity of
that person to be ‘present’ to them. This assessment is borne out by the experience of Claire Wineland, a
young girl with cystic fibrosis who was put into a medically induced coma for two weeks after she became
desperately unwell with septicaemia. The following excerpts taken from her account of the experience
give a remarkable insight into what it is like to be in a coma and how the mind attempts to make sense of
what is taking place.8
If I liked the people talking and felt safe, it would affect what was going on in my head.
Every time it was my mum, my dad or people I loved, it [felt] beautiful and
comfortable. When it was people I barely knew, it was strange and I felt kind of lost.
I have never been to Alaska nor shown any interest in it, but for some reason whenever
I went to sleep I kept dreaming of Alaska. It was so beautiful. I remember just sitting
there and staring at the most beautiful scenery ever for hours and hours. It was
freezing cold, but I didn’t care (Claire subsequently realised the Alaskan dreams were
the mind’s way of interpreting the actions of nurses who frequently placed ice packs
around her).
A further glimpse into the experience of unresponsive patients comes from a study that looked at the
subjective experience of healthy volunteers while they were sedated to the point of unresponsiveness.9
In this study, 40 subjects were allocated to one of four groups with each group receiving one of the
following sedative or anaesthetic agents: dexmedetomidine, propofol, sevoflurane or xenon. The dose of
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each agent was increased incrementally until the subjects no longer responded to the verbal command of
‘open your eyes’. At that point, the drug was discontinued and interviews conducted 5 and 30 minutes
after the subject awoke. Almost 60% of those studied recalled sensorimotor, cognitive and affective
experiences as well as complex dream-like states, including out-of-body experiences. The nature,
frequency and spectrum of experiences were similar with all four drugs. The average Bispectral Index
Score (BIS) for all subjects during this time was 55–70, depending on the agent used. The scores were
similar to that found in a study of unresponsive palliative care patients,2 suggesting they and others close
to death, irrespective of cause, may have a similar experience.
These and other studies make it very clear that unconsciousness is a misleading term. It is not a state
where nothing is happening in the mind of the persons concerned. Indeed, it is well known that with
alternate states of consciousness, some brain functions are enhanced while others are diminished.9
Unresponsiveness in dying patients is no exception.
The psychological unconscious
In all the studies I have cited, cognitive, affective and dream-like states are more commonly recalled than
somatic complaints such as pain and breathlessness. The infrequent reports of pain could, of course, be
attributed to the expertise of the treating physicians and the effectiveness of the medications prescribed.
If so, one could rightly conclude that analgesics and sedatives used to ensure comfort are not so effective
in placating the psyche.
In his book, Mortally Wounded, Doctor Michael Kearney offers an explanation as to why this may be so.
He suggests that relief of pain frees the psyche from its preoccupation with physical suffering and allows
it to embark on an unstructured journey of the mind, such as daydreaming, dreaming and mind
wandering.10 These adventures of the mind are not without purpose and it is now widely believed that
healing and the emotional preparation for death often take place in these disconnected states of
consciousness.11,12 Such was the case with Laura, who had been hospitalised with symptoms related to
disseminated malignancy. Laura rarely spoke about her cancer or that she was dying. One morning, she
appeared much brighter than usual and somewhat excitedly told her daughter about a premonition that
Tony, her husband, would come tonight.’ Tony had died suddenly some months before. They first met at
a dance and went dancing every Saturday night of their married life. When her daughter asked what they
would do, Laura replied, ‘I think we will go dancing.’ Laura died that very night.
In his book, A Place of Healing, Michael Kearney describes the ancient Asklepian practice of dream
incubation in which the sick found healing, ‘In the deep aspects of the psyche rather [than] in the luminous
consciousness of the surface mind.’13 The rational, logical mind is unable to deal with death or the fear of
death and leaves all the heavy lifting to the psyche, most of which is done during times of sleep,
daydreaming or in the unresponsive phase immediately before death. We have long abandoned the rituals
and practices of Asklepian healing, but daydreams and nocturnal dreams are a potential source of healing
in those who are dying. As with Asklepian healing, these unstructured journeys of the mind are facilitated
by creating a healing space around the person dying.
Daydreaming and nocturnal dreams centre heavily on the dreamers’ current concerns and have a
remarkable capacity for bringing into consciousness that which needs to be addressed.14 The Natural
Dreamwork Practitioner and Hospice volunteer Mary Jo Heyen reminds us that dream analysis is not only
impossible in those close to death but also unnecessary as the dream brings its own healing.11
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End-of-life dreams, visions and other near-to-death experiences offer irrefutable evidence in support of
their healing potential. We are, however, left to ponder why these transcendent experiences occur when
they do. This enlightenment at gunpoint led Kathleen Dowling Singh to suggest:
The matrices for transcendent transpersonal experiences exist in the unconscious as a
normal constituent of the human personality…and it’s the inner certainty that one is
dying that may be the locus for this psycho-spiritual stage of Surrender.15
Even if there is a semblance of truth in what Kathleen Dowling Singh says, how important it is for families
and care providers to be honest and authentic in their dealings with those who are dying. It is only by
acknowledging the truth that patients can ultimately surrender to it.
The belief that psycho-spiritual healing can take place even in those who are unresponsive is shared by
many, including Arnold Mindell, the author of the ground-breaking book Coma, who says, ‘Powerful,
dramatic and meaningful events [are] trying to unfold themselves in comatose states.’16 Based on years
of experience of working with comatose patients, Arnold Mindell has developed a Jungian-based therapy
called process-orientated psychology (POP) that helps those at the bedside connect with and support
people who are comatose or nearing death and also those living with dementia. Those interested in this
technique can read more in Doorways into Dying; a book written by two of Mindell’s protégées.17
There is now little doubt that subjective experiences can and do occur during unresponsive states that are
pharmacologically or medically induced. Our lack of understanding of the lived experience of
unresponsive patients means that care providers operate in the dark and all decisions concerning
management are based on clinical assessments, instincts and the experience and expertise of the doctors
and nurses. While there is no way of knowing what is going on in the mind of the unresponsive patient, a
better understanding of consciousness and how a patient experiences alterations in consciousness may
further guide doctors and nurses in their choices and how they communicate their decisions to those at
the bedside.
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Chapter 3

Connected and Disconnected Consciousness
Therāvada Buddhist contemplatives report that when one gains access to the first dhyana [stage of
advanced meditation], one experiences a naturally pure, unencumbered luminous state of consciousness
which manifests when awareness is withdrawn from the physical senses and when the activities of the
mind, such as discursive thoughts and images, have subsided. This happens naturally when one falls into
dreamless sleep and in the last moments of one’s life.
B. Alan Wallace Fathoming the Mind1
In a recent publication, Tricia O’Connor and her colleagues highlighted the vulnerability of patients at the
end of life, particularly when they become unresponsive. Apart from the urgency to develop tools that
better assess the needs of unresponsive patients, the authors also identified numerous challenges that
stand in the way of delivering holistic care when patients no longer have a voice.2
Sudden death aside, most people who are dying pass through a phase of unresponsiveness prior to their
death. This period of unresponsiveness generally lasts around 24 hours, but it can be as brief as minutes
or as long as a week.3 This is a very short time in the course of a person’s illness, but the significance and
intensity of the experience, not the duration, is what makes it so important. The quality of care given to
the patient at this time and the manner in which information is communicated to those at the bedside is
what lives on in the minds of those who grieve. Given this, the lack of research into the holistic care of
these, and similarly compromised patients (e.g. the aged and those with dementia), is extraordinary. It
remains one of the most pressing issues for palliative and aged care services.
According to O’Connor, a basic requirement for meeting the challenge is for palliative care to develop
holistic, evidence-based protocols that address the needs of unresponsive patients and grieving families.
As mentioned in an earlier Chapter, one of the major obstacles to achieving this goal is the absence of a
consensus view within palliative care about what is meant by unconsciousness or unresponsiveness. Just
as the management of pain improved dramatically with a deeper understanding of pain, the humane care
of an unresponsive patient depends on a better grasp of consciousness and the lived experience of the
unresponsive patient.
Much of what we currently know about unresponsive and comatose states has come from intensive care
and anaesthetic units that are better equipped and skilled to monitor the neurophysiological and clinical
changes associated with these states. While this type of research is at odds with the philosophy and
practice of palliative and aged care, these holistic services can still contribute by appraising the scientific
data in the light of what is observed at the bedside of those dying. In concert with this is the urgent need
for palliative and aged care to develop and appraise assessment tools and protocols, advance holistic endof-life care, evaluate the effects of palliative sedation and the needs of grieving families.4
What follows is an overview of what I have learnt about the experience of unresponsiveness and how this
can be relevant to the care of dying patients as they move from wakefulness to unresponsiveness and
ultimately to death.
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Waking consciousness
Our normal waking consciousness hardly needs any introduction. It is what you and I know and experience
daily. Essentially, it drifts between awareness of the outside world and our own inner world of memories,
thoughts, emotions and fantasies. It creates our reality and contributes to the sense of self or ‘I’. The
experience is intensely personal and the reality we perceive or imagine is influenced greatly by our culture,
the beliefs and values we live by as well as our state of mind.
One aspect of waking conscious you may not be aware of is stimulus-independent thought (SIT) or mind
wandering, also known as daydreaming. SIT spares no one. It happens to us all and is characterised by a
disengagement from the outside world while, at the same time, engaging thoughts or fantasies that arise
out of the blue without any external precedent. This tendency to become absorbed with an internal train
of thought is believed to occupy 50% of waking consciousness. We are most prone to it when involved in
a monotonous or repetitive task, when relaxing or doing nothing in particular.5,6 SIT is less frequent in
those who practice mindfulness or are engaged in a task that is stimulating or requires focused attention.
The thoughts or fantasies come uninvited, remain for an indefinite period of time and vanish, often
without a trace. In the meantime, previous thoughts tend to dissolve and may be hard to retrieve.
Common scenarios that you may relate to include opening the refrigerator door and wondering what you
came for, or the need to read something a second time only because you cannot recall a word of what
you have just read.
Mind wandering or daydreaming should not be regarded as wasted time. According to some researchers,
‘[it] provides a necessary break that allows the mind to return to a task with a refreshed capacity for
dedicated processing.’5 At other times it can result in remarkable insights, creative ideas and radical
thinking,7 examples of which include Einstein’s theory of relativity, inventions such as the sewing machine,
the discovery of the benzene ring, the poems of Coleridge, Wordsworth, Keats, Shelly and WB Yeats and
numerous musical compositions by JS Bach and other well-known composers.
These unstructured, uninvited internal trains of thought are believed to arise from a poorly understood
cortical network called the default mode network (DMN), named because the network is most active
when the mind/brain is doing nothing in particular. The DMN has a special connection with another neural
network called the external or executive control network (ECN), which is concerned with awareness of
the external environment.8 Apart from facilitating mind wandering, the DMN also suppresses the ECN. As
a result those who have disengaged are not even aware their minds have wandered.6
The DMN becomes more active as patients become weaker and frailer. This results in frequent episodes
of dozing, mind wandering and daydreaming, which are known to evoke dreams, visions, out-of-body
experiences and deep mind states.8 These episodes of ‘drifting off’ alarm grieving relatives who, almost
invariably, attribute them to one or more of the medications, notably morphine or its equivalent. While
this possibility must be considered, mind wandering is part and parcel of the aging and dying journey. For
those confronting the reality of their own death, these escapes into the mind can bring much-needed
respite from troublesome thoughts, and the process itself may bring healing. Michael Kearney alludes to
this when he says
… [these deep mind states] contain, often in the most unlikely and darkest corners and
in the most unexpected disguises, exactly what is needed to deal with the particular
question, challenge or life crisis that confronts us.9
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The important message here for family and all involved in the care of the aged and those nearing the end
of life is to understand that mind wandering and daydreaming are not abnormal or harmful. They bring a
quiet calm into the dying person’s day and are sometimes accompanied by profound insights, comforting
dreams and personally relevant visions. We honour them by allowing these momentary lapses to run their
course free of interruption. BIS scores during waking consciousness would normally be around 90–95, but
drop to 70–80 with daydreaming or dozing.
Connected and disconnected consciousness
There comes a time when the aged and those who are dying spend more time asleep than awake. In the
early phase of this transition, the person may rouse when spoken to or touched, and may even greet
relatives and friends by name, or with a smile or a gesture. These moments of lucidity become less
frequent as the descent into sleeping consciousness continues. Ultimately, unresponsiveness prevails
except for when the patient is being turned or attended to by nursing staff. Although unresponsive
patients are often described as being unconscious – having no awareness – the majority continue to have
external or internally generated experiences that remain covert to family and care providers.10,11
In the earliest stages, the lived experience of the unresponsive patient is predominately informed by the
senses, and this is interpreted by the discursive mind. The awareness required for this to take place is
maintained by the executive control network located in the frontal cortex of the brain. This state is
described as connected consciousness and the lived experiences of patients during this phase is not
dissimilar to those described in Chapter 2, confirming they, like comatose patients, have a variable degree
of connection with what is happening to and around them (Table 2).
Table 2. Characteristics of connected and disconnected consciousness
Connected consciousness
Predominant neural network External/executive control
involved
network (ECN)
Content of consciousness
Incoming sensory information:
determined by
pain, auditory, tactile, etc.
Subjective experience
Yes
Awareness of external stimuli Yes
Behavioural responsiveness
Variable
Bispectral scores
50–70
Adapted from and compliments of Scheinin.11

Disconnected consciousness
Default mode network (DMN)
Internally generated experiences:
dreams, ELDVs, OBEs
No
No
No, except with vivid ELDV
<50

As a patient’s condition deteriorates and the discursive mind settles, awareness of the outside world
diminishes and disconnected consciousness or internally generated experiences such as dreams, near-todeath experiences and out-of-body experiences (OBEs) are more likely to occur. This is a transitional time
in which the dying person moves beyond a subjective experience mediated by the ECN and enters a
transcendent level of consciousness that is endowed with transpersonal experiences and mediated by the
DMN. With good palliation, this is a time when pain and suffering give way to healing that comes through
stillness and the experience of transcendence. While reason is incapable of grasping transcendent
realities, this transition is beautifully symbolised in Verse 15 of the Tao Te Ching, which states, ‘The
muddiest water clears as it is stilled and out of that stillness life arises.’12
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This transition from connected to disconnected consciousness is not absolute or permanent. Evidence
suggests a dying or frail patient drifts in and out of connected consciousness and that the frequency and
duration of connected consciousness diminishes as death nears. This drifting between connected and
disconnected consciousness (outer and inner awareness), as depicted schematically in Figure 3, offers a
possible explanation for experiences of terminal lucidity as described in Chapters 1 and 6.
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Death
Disconnected consciousness

Nearness to death
Figure 3: Schematic representation of transitions from connected to disconnected consciousness in
relation to nearness to death (ECN=external control network; DMN=default mode network).
Covert consciousness
Covert consciousness is defined as a subjective experience that is not accompanied by external signs and
is, therefore, not apparent to those at the bedside. While covert to the naked eye, positron emission
tomography (PET) and functional magnetic imaging (fMRI) have confirmed the presence of covert
consciousness in a significant number of patients with traumatic brain injury.13–15 There is, however, little
more than the occasional anecdotal report of covert consciousness in the palliative or aged care literature.
The earliest published report appeared in 2001 and come from the first trial of BIS monitoring in the
palliative care population.16 The anecdotal findings, described below are a timely reminder that
unresponsiveness does not automatically mean the person is unaware.
Figure 4 shows a one-hour BIS tracing of a young man who was dying of HIV/AIDS. He’d been unresponsive
for 24 hours and was receiving palliative sedation to ensure he was pain free and comfortable. On the far
left of the tracing BIS scores hover around 55–60, consistent with his unresponsive state. The first spike
occurred just as his bedside phone rang and the second was in response to his mother’s voice. The spike
in the BIS suggest both sounds were perceived even though there were no changes in the patient’s
demeanour. The phone may have jarred him from a peaceful sleep (as it would anyone who is sleeping),
but I would like to believe his mother’s words touched him at a much deeper level.
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Figure 4. Example of covert consciousness following auditory stimulation in an unresponsive patient.16
There is a long-held belief in palliative care that hearing is one of the last, if not the last, sense to go when
someone is dying. This tenet was put to the test in a recently published study which compared reactions
to auditory stimuli in responsive and unresponsive hospice patients with young healthy control subjects.17
The authors noted the pattern of responses in some (but not all) actively dying hospice patients were
similar to those of the young healthy controls and from this they concluded: ‘Hearing may indeed be one
of the last senses to lose function as humans die.’
What we do not know is whether a functioning auditory pathway and primary auditory cortex in
unresponsive patients automatically means there is conscious awareness of what is said or happening.
Perception and awareness are entirely different. Conscious awareness of any stimulus, be that auditory,
tactile or pain, requires forward spread of activation beyond the primary sensory cortex.18 In deep sleep,
auditory stimulation only activates the primary auditory cortex because the cortical networks supporting
subjective experience are disabled.18 The effect of this is reflected in the authors’ concluding remark:
‘Unconscious states might not necessarily block the object of consciousness; rather, the observing subject
may not be at home.’ Although the authors of this last publication make no specific mention of dying, it is
quite possible that palliative sedation and nearness to death (alone or together) contribute to the same
form of disabling and lack of awareness.
Based on these studies, it is reasonable to assume that dying patients perceive and are aware of external
stimuli (to a greater or lesser degree) in the early unresponsive stage. As the duration of unresponsiveness
increases and the person’s condition deteriorates, perceptual decoupling increases and with this,
awareness of auditory and other external stimuli lessen or disappear altogether. This is accompanied by
a corresponding increase in activity in the default mode network (disconnected consciousness), which
favours dreams and visons over sensory experiences.
There is now evidence to suggest that familiar voices, familiar stories and emotionally charged words can
lead to improved levels of arousal and awareness in patients with traumatic brain injury.19,20 Whether the
same occurs with unresponsive dying patients is unknown, but it is possible this form of sensory
stimulation could induce periods of lucidity. Having said that, communicating with unresponsive patients
is not done in the hope of inducing a lucid moment, but for the dying unresponsive patient to know they
are not alone and that they are much loved.
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The second example of covert consciousness involved an elderly hospice patient who had been
unresponsive for several days. Apart from multiple co-morbidities, the patient had a gangrenous leg ulcer
that required daily dressings. Although her demeanour remained unchanged throughout the procedure,
an unaccountable spike in the BIS score was noted at the time of each dressing (Figure 5). As she was
receiving a subcutaneous infusion of morphine and midazolam, breakthrough opioids had not been
administered beforehand. In view of the spike in BIS scores, a decision was made to administer a
breakthrough dose of morphine 30 minutes before future dressings. No further increases in the scores
were subsequently noted.

Figure 5. Example of covert consciousness involving pain in an unresponsive patient.16
These anecdotal reports highlight the phenomenon of covert consciousness where auditory, tactile,
painful or distressing stimuli and dream-like states may be experienced by unresponsive patients,
unbeknown to those at the bedside. Although BIS-like monitoring may, at some future date, become an
additional asset in the management of unresponsive patients, the pressing first step for palliative care
services is the formulation of a standardised, widely accepted holistic approach to the care of the dying
based on a better understanding of the lived experience of those unable to self-report. 2,21,22
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Chapter 4

The Transition from Life to Death
We don’t have adequate language to describe the incomprehensible presence we meet in deep spiritual
practice or at the time of dying. We choose to name it Mystery with a capital M. The word Mystery
points to depth, to liberation, a kind of beauty and truth that can’t be fully defined. Yet, Mystery is not
something we cannot know. Mystery is endlessly discovered. Embracing Mystery may not be about
taking action. It’s more about opening. It’s more about awe and wonder. It involves a willingness to “Not
Know.” This is not a stance of ignorance but a quality of attention. It is the capacity to bear witness to
that which cannot be solved but can be lived into.
Upaya Institute and Zen Centre
In 2013, four eminent doctors, each with a particular interest in death and dying, came together to discuss
near-death and out-of-body experiences and the nature of consciousness.1,2 Despite the session’s title,
Experiencing Death: An Insider’s Perspective, only one of the four participants, Doctor Mary Neal, had
confronted death. The debate was stimulating, but most of the dialogue was rational and analytical rather
than experiential. Except for Doctor Neal, the panellists spoke about their clinical experience and research,
and primarily saw death as the end of life. There was no sense of mystery, awe or wonder.
Very early in the session, Doctor Neal described a kayaking misadventure where she was trapped
underwater for 15–30 minutes before being rescued and successfully resuscitated. During this time, she
had a full-blown near-death experience that contained many of the features detailed in Chapter 5. It was
this experience that led her to suggest that death occurs, ‘When the spirit leaves the body permanently
[my emphasis]’. She did not define spirit, but I understood her to mean consciousness. This definition
unsettled the other panellists. One in particular could not conceive of consciousness existing outside of
the body. He steadfastly believed Doctor Neal’s near-death experience could be explained by the dying
brain hypothesis proposed by Susan Blackmore and described in Chapter 5. This hypothesis attributes
each and every aspect of a NDE to neuro-physiological changes in the brain, brought about, in Doctor
Neal’s case, by oxygen deprivation.
Doctor Neal’s strongly believes that spirit or consciousness leaves the body with the near-death and outof-body experience. While she did not state it openly, she indicated that consciousness (and life) returns
only if the event that precipitated the disembodied experience resolves on its own accord, or if the person
is successfully resuscitated, or when the consciousness chooses to return on its own accord. In Doctor
Neal’s case the cardio-pulmonary resuscitation (CPR) undoubtedly played a large role in preventing
biological death, but according to her, it was her disembodied consciousness that chose to return to her
lifeless body.
Doctor Neal was clinically dead for most of the 15–30 minutes, but was never biologically dead. Her heart
and breathing had ceased, but the cells of her vital organs – heart and brain – remained viable. If they had
been irreparably damaged, biological death would have ensued and resuscitation would not have been
successful.
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Oxygen deprivation (anoxia) from cardiac arrest or drowning are two well-known causes of clinical death
(absent heart beat and respirations). If the period of absolute anoxia exceeds 4–6 minutes, biological
death inevitably follows. There may, however, be circumstances where this period of 4–6 minutes
stretches out. Hypothermia is perhaps the best-known moderating factor and almost certainly
contributed to Doctor Neal surviving an extended period under water. You may think surviving 15–30
minutes underwater is remarkable, but the record goes to a 29-year-old skier who fell into an ice-covered
ravine. She was successfully resuscitated having endured 3 hours in freezing water. Her body temperature
at the time of rescue was 13.7 degrees centigrade (23.5 degrees below the accepted normal of 37.2
degrees) and it was this that contributed to her successful resuscitation and return to life.3
This life-prolonging effect of hypothermia is put to good use when transporting organs from one hospital
to another for the purpose of transplantation. It is also a means of safeguarding against neurological
damage during selected forms of surgery. Many years ago, I was present in an operating theatre when
the core temperature of a very young child was reduced to near 20 degrees centigrade after she had been
fully anaesthetised. At this point the heart was stopped and life-saving cardiac surgery commenced. It was
a surreal experience – one I shall never forget.
What is this spirit or consciousness that Doctor Neal speaks of? Contrary to popular belief, there is no
simple definition of consciousness, nor is there a known answer to the relationship between
consciousness and existence.4 In her book, Conscious, Annaka Harris describes consciousness as the
subjective experience of one’s own inner life; the colours, thoughts, flavours and feelings that you
experience every day of your life.5 Others, like Anil Seth define consciousness as the presence of any
subjective experience of what it is like to be you.6 While neuroscientists have gone a long way to resolving
many of the so-called easy questions, such as the neurophysiological underpinning to hearing, vision,
taste, pain and memory,7 the hard question of how a subjective experience or this sense of ‘I’ arises out
of the non-sentient matter of the brain remains a mystery. This dilemma is expressed metaphorically in
the following rhetorical question, ‘How is the water of the physical brain turned into the wine of
consciousness (i.e. our rich inner life)?’8 [My words in italics.]
The nature of consciousness and whether it can exist outside of the brain are two of the most challenging
questions confronting humankind. Materialists believe consciousness is an epiphenomenon or emergent
property of the brain and ceases to exist following biological death. Stephen Hawking for one, believed
that consciousness vanishes when the brain dies. Others, such as Annika Harris and David Chalmers,
believe consciousness is fundamental to reality and as such, it is irreducible, unmeasurable and cannot be
destroyed, even by death. This is not new-age thinking. It was conceptualised as far back as 1931 by the
quantum physicist and Nobel Prize recipient Max Planck, who said,
I regard consciousness as fundamental. I regard matter as derivative from
consciousness. We cannot get behind consciousness. Everything that we talk about,
everything that we regard as existing, postulates consciousness.
If one follows Planck’s line of thinking, we arrive at the somewhat mystifying conclusion that the brain is
the receiver of consciousness rather than its creator.
The nature of consciousness may not dominate our thinking, yet its significance in day-to-day life is
undeniable. This is most appreciated when we can no longer relate to someone we know and love because
their or our consciousness is impaired for any number of reasons, including head injury, stroke, dementia,
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coma and unconsciousness. Although I have used the word ‘impaired’, consciousness cannot be impaired
if we believe it to be fundamental. Physiological, pharmacological or pathological changes to the medium,
(i.e. the brain) through which it finds expression can, however, compromise the way it manifests. There is
a range or spectrum of consciousness and each state of consciousness is different (as is the subjective
experience). Included in this spectrum are altered states of consciousness (e.g., paranormal experiences
such as near-death, out-of-body and near-to-death experiences – see Table 1 Page 6). As remarkable as it
may seem, many of the paranormal experiences discussed in this review seemingly rescue people from
the fear of death and the horror of extinction.9
My particular interest lies with paranormal experiences that occur around the time of death and, for this
very reason, are appropriately named deathbed visions. Deathbed visions were described by Sir William
Barrett in his 1926 book of the same name10 but were virtually ignored until the latter part of the 20th
century. I became interested in them following my entry into palliative care more than 30 years ago.
During this time I witnessed countless near-to-death experiences, many of which are documented in
Reflections of a Setting Sun.11 The experiences that motivated me to look more deeply into the mystery
surrounding death, however, were those that took place at the moment of death.
To the best of my knowledge, the first paper depicting electroencephalographic changes in dying patients
at the moment of death was published in 2001.12 This was a pilot study designed to evaluate the potential
role of the Bispectral Index (BIS) monitor in quantifying the level of awareness or sedation in dying
patients. Details concerning the monitor appear in Appendix 1 and some of the anecdotal findings from
that 2001 paper were outlined in the previous chapter. The most puzzling finding from that study was a
dramatic rise in the BIS in four of 12 patients immediately before death. Figure 6 is the first documented
example of such a change in a dying patient. Subsequent studies involving intensive care and palliative
care patients recorded similar changes in 50% of those who were dying. In all cases the spike or surge in
the BIS score was striking and exceeded baseline readings by at least 50%.13–17

Figure 6. Surge in basal BIS occurring moments before death. Basal score = 40. Peak score = 100, which is
equivalent to full awareness and represents a 250% increase in the basal score.
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It is 20 years since the surge in BIS readings was first noted in dying patients. While the finding generated
considerable interest, the scientific community remains divided about the likely cause. Despite my belief
that the BIS spike at the moment of death is due to a covert deathbed experience, most of the
neuroscientists I have communicated with disagree and attribute it to the agonal throes of a dying brain.
Others rightly insist more sophisticated studies are required before this question can be satisfactorily
resolved. I take their comments and the evidence upon which they are based seriously, but am mindful
that none that I have spoken to have witnessed a deathbed vision such as Hazel’s. It is this bedside
experience together with my own near-death experience that led me to conclude the BIS spike around
the time of death may be due to an end-of-life vision or dream rather than a neuro-electrical storm. There
has been some progress on this front, which I will now briefly outline.
In 2013, a publication from a well-respected group of neuroscientists reported neurophysiological
changes in rats during the first 30 seconds following anoxic cardiac arrest and before the appearance of
an isoelectric (flat line) EEG. They concluded the changes, ‘Were consistent with conscious processing at
near-death and might explain the highly lucid and realer-than-real mental experiences (i.e. near-death
experiences) reported by near-death survivors.’18 A similar study some years later reported the same
changes together with an increase in cerebral blood flow and brain metabolism. This group concluded the
changes could represent potential markers of consciousness.19
Opinions are divided as to the significance of these animal studies and whether the findings can be
extrapolated to humans. This was partly put to rest following a recently reported single case study
involving an 87 year-old man who had full uninterrupted EEG monitoring prior to and following his cardiac
arrest, having previously incurred a traumatic subdural haematoma. The interpretation of the EEG findings
has sent the scientific and non-scientific community abuzz for it suggests ‘the human brain may possess
the capability to generate coordinated activity during the near-death period… and such activity could
support a last recall of life that takes place in the neardeath state.’.20 The EEG changes were remarkably similar to those of the animal studies described above
and led the authors to conclude that the brain may pass through a series of stereotyped activity patterns
during death.
Electrical surges, similar to the BIS surge in Figure 6 were also noted in this single case study. They
appeared following the cessation of the patient’s heartbeat, but before electrical silence. Bearing in mind
the earlier animal studies had shown neuronal activity following cardiac arrest I contacted the principal
author and enquired about the cause of the electrical surge noted in his study. He said more research is
required before a definitive answer can be given, but gamma waves [similar to those found before cardiac
arrest] were present after cardiac arrest and their presence may ‘represent’ memory flashbacks or
discharges from injured nerves’.
We must be careful about drawing conclusions from single case studies, but there is now mounting
evidence in support of the belief that neural changes around the time of death could be responsible for
both the near-death experience and deathbed visions. The significance of the electrical surges noted on
the BIS monitor remains contentious, but this case study lends support to the possibility that some form
of conscious processing (i.e. vision or dream) may be present even at a late stage. What is clear,
however, is that the BIS monitor, as useful as it may be in measuring awareness and patient comfort, is
too blunt an instrument to detect the subtle neurophysiological changes that accompany dying.
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Death is truly a Mystery that is endlessly discovered. The neurophysiological underpinnings may or may
not be uncovered in the laboratory, but it is at the bedside where we can open to and embrace the
mystery.
The moment of death is a transitional time not unlike that between wakefulness and sleep. Remarkable
changes, similar to that described by Charles Dickens in Oliver Twist, are possible in all transitional states
simply because the rational discursive mind (the corporate associate) settles and in so doing it opens
one to unlimited possibilities.
There is a drowsy state, between sleeping and waking, when you dream more in five
minutes with your eyes half open, and yourself half conscious of everything that is
passing around you, than you would in five nights with your eyes fast closed, and your
senses wrapt in perfect unconsciousness. At such time, a mortal knows just enough of
what his mind is doing, to form some glimmering conception of its mighty powers, its
bounding from earth and spurning time and space, when freed from the restraint of
its corporal associate.
Elisabeth Kübler-Ross was one who believed in the might of transitional states and repeatedly stated, ‘No
one dies alone.’ Over the years, this quote has been misread or misinterpreted to mean ‘No one should
die alone’, and for a select few this has become an important goal of end-of-life care. Most families seek
to be present at the time of their loved one’s death and are understandably distressed when
circumstances prevent this from happening. Try as they may to find reasons for why the death occurred
when it did, most grieve believing their loved one died alone. The message Elisabeth Kübler-Ross was
trying to convey is that visions of deceased loved ones occur with all who are in that transitional state
between life and death. This claim was based on her clinical experience and research, which unfortunately
was never published and is therefore not widely known or considered credible. I am inclined to believe
the potential for experiencing an end-of-life dream or vision exists for all who are dying and that this can
be facilitated by ensuring their physical comfort and be creating a healing space around them.
Albert Einstein once said, ‘The intuitive mind is a sacred gift and the rational brain a faithful servant. We
have created a society that honours the servant and has forgotten the gift.’ After reading this Chapter
many of you may be wondering if I have taken the rational approach in trying to unpack the mystery of
death. So, before entering into a more detailed discussion of near-death and near-to-death experiences
in Chapter 5 let me set the ledger straight by explaining my reason for pursuing this question of what
happens at the moment of death.
Although it may seem otherwise, I am not turning to science in the hope of solving this mystery. Rather, I
have chosen to look more deeply into the nature of death – to be curious about death and the experience
of dying. In the words of one spiritual teacher for whom I have great respect, I am seeking to, ‘Ponder it
[death] with ease, and wonder at it, like a child, with curiosity and with gentleness of mind and a sensitivity
of body.’21 Having said this, I do of course have an ulterior motive which I can only explain as follows.
In getting to know death we incrementally discover more about ourselves. John O’Donohue expresses this
beautifully when, in his book Anam Cara, he says, ‘We endeavour to see ourselves and meet ourselves;
yet there is such complexity in us and so many layers to the human heart that we rarely ever encounter
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ourselves … at our death, all the defensive barriers that separate and exclude us from our presence fall
away [and] the full embrace of the soul gather around us’.22
We do not have to wait until death to feel the full embrace of the soul. The defensive barriers that John
O’Donohue can be dissolved by getting to know oneself better; by leading a reflective life.
We shall not cease from exploration
And the end of all our exploring
Will be to arrive where we started
And know the place for the first time.
TS Eliot. Little Gidding
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Chapter 5

The Near-Death and Near-to-Death Experiences
Mystery defines rather than complicates the practice of palliative care
Tomasz Okon1
The near-death experience
In 1975, Raymond Moody’s book Life After Life2 lifted the lid on what we have all come to know as the
near-death experience (NDE). Interest in the topic exceeded all expectations and in the years since the
book’s launch, 14 million copies have been sold worldwide. Because of the unprecedented response, the
International Association for Near-Death Studies (IANDS) was established in 1977 to encourage research
and afford an opportunity to those who experienced a NDE to share it with a credible organisation. IANDS
also launched a website and has since built an extensive bank of factual information and resource material
for anyone to access.3
The release of Life After Life went much further than introduce NDEs to the world. It came at a time when
a serendipitous confluence of voices sought to bring death into the full light of day; where it could be
spoken about openly and honestly and not remain that ‘unmentionable thing’.4 The voices included
Elisabeth Kübler-Ross, Dame Cicely Saunders, Mother Teresa, Balfour Mount, Ram Dass, Frank Ostaseski,
Joan Halifax, Stephen Levine and Sogyal Rinpoche. The pall surrounding death was removed in the 1960s
and 1970s, and the subsequent years saw the coming of age of palliative care and the gradual introduction
of a more holistic approach to the care of the dying.
Life After Life details the experience of 50 people who had a close brush with death or were successfully
resuscitated after their heart had stopped. While no two descriptions were the same (as is true of all
NDEs), one or more of the following phenomena were described by each of the subjects. The overall
frequency of some of these experiences, shown in brackets, is taken from a later publication by Greyson
and Stevenson.5
1.
2.
3.
4.
5.
6.
7.
8.
9.
10.
11.
12.

The ineffability of the experience.
Hearing the news of being pronounced dead.
A feeling of peace and quiet.
Noise such as buzzing, whistling or music (57%).
Sense of travelling down a dark tunnel (31%).
An out-of-body experience (75%).
The sense of a presence or seeing pre-deceased relatives (71%).
Appearance of a bright light (27%).
A life review (27%).
Arriving at a point of no return (57%).
A return to their body, either spontaneously or by choice.
A new perspective on life and death.

NDEs are reported to occur in 4–15% of the general population and are most commonly described by
individuals who survive a life-threatening incident/accident, such as a motor vehicle accident, drowning
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or cardiac arrest. When the risk of biological death is real, as with a cardiac arrest, the incidence is closer
to 20%. NDEs occur across all age groups and their incidence is unrelated to gender, race or creed. Each
NDE is unique in its phenomenology and most include three or more of the features listed above. The
effect of the NDE on the experiencer is generally one of peace and equanimity, but a small percentage of
NDEs have been described as distressing or frightening.6
As a way of categorising NDEs and distinguishing them from neurological or stress-related conditions, a
NDE scale was constructed by Bruce Greyson.7 This sets out a basic minimum requirement for an
experience to qualify as an NDE. Some years later, the same author felt NDEs could also be grouped into
four distinct types – cognitive, affective, paranormal and transcendental – with most experiences
incorporating one or more of these characteristics.8 The so-called full-blown experience, which includes
all or most of the 12 phenomena listed, is relatively rare and is most commonly of a transcendental nature.
This category of NDE often contain vivid and detailed descriptions and are frequently associated with
remarkable recoveries from life-threatening illnesses.9,10 Transcendental NDEs receive enormous publicity
and raise the hopes of many about miraculous cures and life after death. These are contentious issues,
and while there is no irrefutable evidence to support either, we are reminded by the palliative care
physician and philosopher Tomasz Okon that death and near-death are embedded in mystery.1 Emeritus
Professor Ian Maddox was always quick to point out, nothing is black and white in palliative care.
Research discussed in Chapter 4 throws some light on the neurophysiological changes at near-death that
could be responsible for NDEs, but why they occur in some but not all confronting a life-threatening
situation is yet to be determined. There is some evidence to suggest the capacity of a person to dissociate
from the real world when faced with a stressful or potentially dangerous situation may play a part.11 This
tendency to dissociate is not considered abnormal; rather, it is an adaptive response by normal people to
acute stress or trauma experiences. The likelihood of a person experiencing a NDE may, therefore, have
as much to do with their personality as it does with the incident that confronts them. Bruce Greyson, a
psychiatrist and foremost authority on NDEs, says NDEs are a normal psychophysiological response to
stress.11
The Coma Research Group based in Belgium suggests the classic NDE, ‘Corresponds to internal awareness
experienced in unresponsive conditions, thereby corresponding to an episode of disconnected
consciousness.’12 This state of disconnected consciousness is frequently described as meta-awareness – a
form of awareness where one engages with the current content of consciousness (in life-threatening
situations this may be a NDE) while at the same time being unaware of the external environment. It too
is a form of dissociation, but uses neuroscientific jargon rather than psychological language to describe it.
Out of interest, the Coma Research Group is reluctant to label NDEs as a dream on the basis that its recall,
unlike that of a dream, does not fade.
Susan Blackmore, a distinguished psychologist with a long-standing research interest in NDEs takes a very
different position to that of Greyson and the Coma Research group. She attributes a NDE to a series of
neurophysiological changes in the brain associated with oxygen deprivation. Blackmore calls this the
‘dying brain hypothesis’.13,14 It is well known that certain features of an NDE can be reproduced under
experimental conditions, but it is the reductionist nature of Blackmore’s assertion that leads others to
question her conclusion. Another feature that renders this theory unlikely is that NDEs associated with an
imagined rather than a real threat of death are not associated with oxygen deprivation.
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Finally, there are those who propose a metaphysical or paranormal explanation for NDEs – an explanation
that is beyond our understanding and is therefore founded on belief rather than reason. Included in this
group is Raymond Moody, and some who have written about their own NDE, the best known being Doctor
Eben Alexander and Anita Moorjani.9,10
Stafford Betty, Professor of Religious Studies at California State University, is one of the most ardent
proponents of a metaphysical theory and suggests that NDEs and other paranormal experiences present
evidence of an afterlife.15 This claim was possibly fuelled by Elisabeth Kübler-Ross, who in the forward to
Life After Life wrote: ‘This book will confirm what we have been taught for 2000 years – that there is life
after death.’ Initially, Moody did not accept or reject this claim, but he has since aligned himself with it
and says: ‘I am convinced that NDEers [sic] get a glimpse of the beyond, a brief passage into a whole other
reality.’16
On the question of life after death, Susan Blackmore believes a NDE can be an illuminating and life
changing experience, but vigorously resists the thought of it furnishing evidence for a ‘life after life’.14 In
a review of parapsychological experiences, the Australian psychologist Harvey Irwin states: ‘[although]
tantalizingly provocative for the notion of post-mortem survival … the viability of the survival hypothesis
has yet to be established beyond reasonable doubt.’17 Bruce Greyson, whose research into NDEs predates
the release of Life After Life, brings an olive branch to this debate when he says:
There is enough evidence to take seriously both a physiological mechanism for NDEs
and continued functioning of the mind independent of the brain … there is no reason
NDEs can’t be both spiritual gifts and enabled by specific physiological events.18
In saying this, he invites us to keep an open mind on the question of life after death and to reflect more
on the transition from life to death. The validity of NDEs is not questioned, but the ubiquitous question of
whether they offer evidence for life after death has distracted many from their immediate benefits.
Paramount among these are: a heightened appreciation of life, a reduced fear of death, a sense of
personal renewal, increased tolerance and compassion, and a more reflective spiritual approach to life.
The changes can be so dramatic that close family and friends often find it hard to adapt to the change.
The words of eminent psychologist Abraham Maslow, penned following his heart attack, remind us how
the confrontation with death, with or without a NDE, can be transformational:
The confrontation with death – and the reprieve from it – makes everything look so
precious, so sacred, so beautiful that I feel more strongly than ever the impulse to love
it, to embrace it, and to let myself be overwhelmed by it. My river has never looked so
beautiful – Death, and its ever present possibility makes love, passionate love more
possible (source Rollo May, Love and Will, 1969, p. 99).

Near-to-death experiences
As this manuscript is really about the experience of dying, I will now turn the discussion to the many and
varied phenomena that occur in the months-days leading to death (near-to-death in distinction to neardeath experiences). These phenomena have been variously labelled as deathbed visions, end-of-life
dreams and visions, end-of-life experiences, near-to-death experience, deathbed phenomena and death29

related sensory experiences (to name a few). The title I prefer and will use throughout this chapter is the
near-to-death experience (NTDE). Kathleen Dowling Singh describes this holistically as ‘… the subtle signals
or qualities that indicate the dying person has entered a significant and transforming field of experience.’19
The important message she is conveying is that it is the dying that activates the potential for healing or
transformation, most commonly by way of a dream or vision. How important then is it for all of us to
honour and acknowledge the process of dying?
Although NTDEs have been described throughout history, it was not until the publication of Deathbed
Visions in 1926 did they came to the attention of the wider community.20 The author, Sir William Barrett,
believed NTDEs offered strong evidence for life after death and while this was a strongly held belief within
the spiritualist movement, to which Barrett belonged, it gained little traction in an increasing secular
community. Initially, doctors paid little heed to these phenomena, and as medicine became increasingly
medicalised, they were wrongly attributed to a delirium or hallucination brought on by any number of
causes including medication, notably opioids.
As NTDEs are almost always accompanied by a sense of peace and equanimity, it was not the person’s
demeanour that led to the diagnosis of delirium or hallucination, but what they described. Such was the
case with Trent, a young man burdened by constant pain from a very aggressive cancer. Despite
radiotherapy and large doses of morphine, the pain persisted necessitating admission to hospital and
increasing doses of morphine. Trent was a popular young man and his hospital room was often
overflowing with visitors. One evening, his father joined others in the room, but as he went to sit on the
only unoccupied chair, his son called out, ‘Careful Dad; don’t sit on my friend.’ The father, looking at the
empty chair asked, what friend? Trent calmly replied, ‘He is a good friend; he’s here to guide me.’
Convinced his son was delirious and hallucinating from the effects of morphine, the father spoke to me
and asked that the dose of medication be reduced. I suggested we return to the room and ask his son to
say more about this ‘friend’. Although mystified by what Trent shared, the father realised he was not
delirious and took comfort from the peace his son was displaying.
The tendency for those nearing death to use symbolic language is not unusual. The image or the language
used to describe the visions may at times seem bizarre, but the demeanour of the person is almost always
one of peace, joy and serenity. This alone should be sufficient to reassure family that their loved one is
being graced with a truly amazing gift, but as the following quote suggests, this is not always the case,
… [When] we use metaphor or symbolism to communicate the essence of our
experience, we run the risk of losing this essence in the translation; and might also lose
our audience in the process.21
Nina was an elderly Italian matriarch admitted to the hospice for end-of-life care. The family had
requested that Nina not be told she was dying even though her body language suggested she already
knew. During one of my ward rounds, her daughter approached me and asked that her mother be given
an injection to settle her down. She said Nina was agitated and was asking to leave the hospice. When I
entered the room, Nina was sitting upright in bed, gesticulating and speaking in her native tongue. Her
eyes were directed straight ahead as though looking at something or someone. What struck me was the
smile that lit up her face. When asked to interpret what she was saying, the daughter translated her
mother’s words as follows, ‘My bags are packed, my boat has come, I am going on a beautiful holiday
and none of you can come with me.’ I ushered the family outside and told them Nina was not delirious
nor was she hallucinating. I explained that it was a NTDE and sharing it with the family was her way of
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assuring them that she was not afraid of dying and all that remained were the good-byes. Nina died
several days later, but not before she and her family said their goodbyes.
In an excellent review, Daniel Dugan says patients in the process of dying move from a literal to symbolic
consciousness and that this is often reflected in their dreams and their efforts to communicate. 22 Such
was the case with a man who continued to linger despite his desire to die. In a lucid moment he reported
a dream in which he had to remove his dinner jacket, but despite all his efforts he could not loosen the
last button.23 This symbolic language is the means by which people who are dying communicate that for
which there are no words. Knowledge of their illness and of approaching death not only comes from
what they are told but also wells up from the deep unconscious by way of symbolism, dreams and visions.
In the words of the hospice volunteer and Natural Dreamwork practitioner, Mary Jo Heyen, ‘The dream
brings its own medicine, its own healing for the dreamer and they will know it. Even more, they will feel
it.’24 This becomes a problem if symbolic messages conveyed in a dream conflict with what others are
saying. It also explains why patients like Nina know they are dying even when family ask for this news to
be withheld or supplanted by a ‘loving lie’. We should never assume that patients can be shielded from
the truth. Their dreams and visions will reveal what others are reluctant to divulge. How sad it is for the
dreamer when they cannot share these dreams only because their loved ones patently avoid the topic.
In her memoir, Cory Taylor reminds us of the loneliness that invariably follows the avoidance of truth:
‘For so many of us, death has become the unmentionable thing, a monstrous silence. But this is no help
to the dying, who are probably lonelier now than ever.’4
My friend and colleague, Michael Kearney writes powerfully about what he calls, the underworld of
consciousness where fears, hurts and painful memories are locked away in ‘some enormous
subterranean cavern’, but where great inner resources also reside.25 Dreams and visions are the gifts
that reside in this subterranean cavern. What a blessing it is to have someone who not only asks a dying
person about their dreams, but who also listens deeply as the person plumbs the depth of their soul.
Without going into great detail, it appears from the writings of Jung, von Franz and Eldred that…
The [psychological] unconscious attempts to bring consciousness to the issues
inherent in dying, encouraging terminally ill individuals to realistically and directly
confront their impending demise.26
The imagery the psychological unconscious invokes depends on a number of factors including the dying
person’s age and their acceptance of the situation.22 The imagery is usually gentle and includes known
pre-deceased relatives and modes of travel such as trains, planes, buses and boats. Sometimes, the
imagery is starker. Steve, who would not confront the reality of his impending death had recurrent dreams
of being stabbed from behind by a person he could not identify. While this may seem a brutal way of
delivering the message, it resulted in Steve talking about his fear of death for the very first time. This in
turn led to a remarkable transformation that saw him make peace with himself and his family who he had
long abandoned and always blamed them for his problematic lifestyle.
The silence that previously surrounded near-to-death experiences is partly attributable to the medical
profession’s failure to comprehend the metaphorical and symbolic language used by those who are dying.
Nurses, however, were not deaf to their patients’ messages and must have uttered a combined sigh of
relief when doctors finally started to take notice. Although there had been numerous earlier publications
describing end-of-life experiences,27–35 it was not until Doctor Christopher Kerr and his colleagues
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published a review of dreams and visions of the dying in 2014 did the medical profession acknowledge
the consequences of their entrenched way of thinking.36 Of the 59 patients Kerr and his associates
interviewed, 88% reported dreams/visions that most commonly involved pre-deceased relatives or
friends. Visions of living relatives, people they could not identify or religious figures were also described,
but they were the exception rather than the rule.
The figure of 88% is much higher than the 21% previously reported by Morita in a nationwide survey of
Japanese families of deceased cancer patients.37 Such a discrepancy is not uncommon and, as was the
case here, it results from different methodologies employed rather than differences in culture or religion.
Childhood visions are somewhat different to those of adults and more commonly include living relatives,
friends, teachers and even pets. While cognitive, emotional and transcendental qualities are frequent
accompaniments of adult experiences, they are far less common in children.38 Their visions are more down
to earth and commonly depict travel.
As is the case with adults, the ability and willingness of a child to share their experience is dependent on
their communication skills, the perceived receptivity of others and how they themselves perceive the
experience. To the best of my knowledge, there are no formal studies of childhood NDEs or NTDEs, but
there are numerous anecdotal reports39–41 including those by Melvin Morse.42,43 A recent case report of
an end-of-life vision in a 15-year-old adolescent shows similar phenomenology and outcomes to those
seen in the adult population, thus highlighting the need for greater awareness of metaphysical
experiences within all age groups.44
While the vast majority of NDEs and NTDEs are associated with a sense of peace and equanimity,
distressing or hellish experiences have been described in some 15% of cases. Some may be truly
nightmarish; however, the majority are frightening because of how the ‘patient’ interprets the
experience.6 I recall only one instance of a frightening near-to-death experience. The patient was a woman
admitted to the hospice for end-of-life care. She was extremely distressed and frightened by bizarre
patterns and colours that would come (often accompanied by pain) and go. She was encouraged to stay
with the vision and after some minutes she was asked, ‘Is anyone there with you?’ to which she replied,
‘Yes, my aunt and her mother [both of whom had died] and they are telling me “It’s okay”.’ Thereupon
the pain resolved, the patient relaxed and fell into a deep restful sleep.45
In her book, The Grace in Dying, the late Kathleen Dowling Singh states, ‘Dreams and waking experiences
become clearer and more intense as death nears … [and] there is a growing awareness of the
transpersonal realms and transpersonal levels of consciousness.’46 The focus of awareness is no longer
confined to the discursive mind, but shifts to archetypal imagery, which brings with it, intuitive knowing
and deep meaning. Her final comments are so significant I will quote her words verbatim:
It is often in symbolic, and metaphoric language – the language of depth – that those
in the Near-to-Death Experience attempt to speak to us. When we take the time to
understand these symbolic communications, everyone benefits in the act of
understanding. The one who takes the time and energy to understand benefits by the
wisdom gained. The one who is understood benefits by the connection understanding
creates, which is, in itself, healing.46
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As death approaches, the dying person’s consciousness becomes more internally directed. Sleeping,
musing, daydreaming and mind wandering become more frequent and dreams become imbued with
archetypal images and symbolism. Language too, takes on a more metaphorical flavour and, as has been
suggested more than once in this review, this symbolic language is often mistaken for a hallucination or
delirium.
The dying person’s connection to the outside world diminishes considerably in their final days and, apart
from times of terminal lucidity, their awareness is mostly directed inwards. It is during this period of
unresponsiveness that dreams become frequent and ultimately, by way of a deathbed vision, they beckon
the dying person to surrender into what is. Provided the patient is pain free and comfortable, family and
care providers can rest in the knowledge that the dying person’s inner world is probably rich with
symbolism and that they are more at peace than at any other time in their illness. While few of us may
understand, we are called to trust that the one we love follows a trail that is foreign to the conscious mind,
but unerringly familiar to the archetypal realm.
Terminal and paradoxical lucidity
Some of the most incredible recollections of grieving families are the times when their unresponsive dying
loved one has an unexpected period of lucidity. These episodes of terminal lucidity,47 also known as
lightening up48 or pre-mortem surge,49 are extraordinary in their own right, but verge on the mysterious
when they occur in patients with a long history of dementia, schizophrenia, strokes or other neurodegenerative disorders. This ‘unexpected, spontaneous, meaningful and relevant communication or
connectedness in patients assumed to have permanently lost the capacity for coherent verbal or
behavioural interaction’ is most commonly referred to as paradoxical lucidity.50–52
With terminal lucidity, a previously unresponsive patient may utter a few words, deliver an important
message, bid farewell or set their house in order. Some seek relief from pain, discomfort or thirst while
others are content to look, listen and soak up the moment.53,54 Paradoxical lucidity, on the other hand, is
characterised by spontaneous, meaningful and relevant snippets of communication previously considered
‘lost’. They may even remember names or recall events that were long forgotten.
One would expect these patients, especially those with pre-existing dementia, to be vague and confused
on ‘awakening’, but no, they are deceptively sharp. The duration of terminal and paradoxical lucidity is
usually brief, but can be as long as days and may be accompanied by a vision.50 When all is said and done,
the person eases back into a deep sleep and dies shortly after.55,56
Occasionally, the lucid moment may not seem so lucid. This was the case with one of my patients who
woke and said, ‘I’m climbing a steep mountain. When I get to the top, I have to do an appendix operation.
I’m frightened because I’ve never done one before.’ This woman was a doctor and, as is often the case,
she resorted to metaphor to describe something that was beyond words – what dying was like for her.
She shared little else other than a smile before lapsing back into her previous unresponsive state, and died
some hours later.
Reporting on a series of six cases, Doctor Sandy MacLeod suggests the incidence of ‘lightening up’ or
terminal lucidity is much less now than previously.48 While he attributes this to the increasing use of
palliative sedation, other factors such as profound weakness and a preoccupation with inner realities,
such as dreams or visions, may also contribute to the decreasing frequency. As the vast majority of dying
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patients prefer to be pain free in their last days, proportional doses of pain medication and sedation are
prescribed to meet this request. In so doing, we ensure their comfort, but we may also deprive them and
those at the bedside of a brief period of lucidity.
The same is undoubtedly true for the iconic deathbed vision that manifests in the final moments of life.
While rarely seen today, one suspects from the writings of Barrett and others they were much more
common prior to the palliative care era and the introduction of palliative sedation.57,58
Before you start questioning the place of pain relief and palliative sedation, I must point out that pain,
more than anything else, prevents a person nearing death from entering into the deep peaceful sleep in
which deathbed visions are known to occur. When used with discretion and in appropriate doses,
palliative medication ensures, as best one can, that dying patients are free of physical suffering and are
therefore more likely to have a transcendent experience. Except on rare occasions, those at the bedside
will be oblivious to such experiences. I would like to think the surge of neurophysiological activity recorded
in some patients at the moment of death may be the only evidence we have of their covert deathbed
vision.
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Chapter 6

A Guide for Companioning a Dying Person who is
Unresponsive
Most dying people need assistance to experience fully the powerful events trying to happen. Without
assistance, altered states confuse and baffle us. We misinterpret the signals of an altered state, believing
they are signs of pain, drugs or disease.
Arnold Mindell, Coma1
The words of Arnold Mindell may resonate with those who have journeyed with a relative or friend during
their final days. It is such a surreal time words rarely convey how we feel and silence becomes the only
form of communication that does justice to the sorrow we hold in our heart. We are overwhelmed by
waves of emotions including sadness, fear, uncertainty, wonder and awe that stem from a deep sense of
impending loss. We know the end is drawing near, but not knowing when this may happen is as taxing as
the knowledge of its inevitability. While our heart is the chalice holding all this unrest, our mind remains
vigilant to what is or may be happening. We notice the minutest change in our loved one’s appearance;
the rhythm and sound of their breathing, the furrowing of their brow, a teardrop in the corner of an eye,
the coldness and colour of their skin, the faintest twitch of their hand as it is held in yours, and we wonder
what any or all of this means. We look into the eyes of the doctors and nurses and try to unravel what
messages they hold. We search for words that may bring solace to the one we love, while all the time
wondering if it is time to let go and say good-bye. We do not want to be left with things unsaid, but is it
too late or could the words be as painful to hear as they are to say? If only we knew what to say and do
and what to expect.
While all this is happening within you, the dying person’s connection with the outside world gradually
diminishes while awareness of their inner world of dreams, visions and disembodied experiences expands.
This transition from outer to inner awareness is shown diagrammatically in Figure 7 and while its accuracy
cannot be guaranteed, it is drawn from the experience of comatose patients who live to tell their story
(see Chapter 2).
In the early unresponsive phase, comatose or dying patients are constantly trying to make sense of their
world. This is hard at the best of times, but it is made harder by the gradual waning and distortion of
sensory experiences. This was highlighted in Chapter 2 when one recovering comatose patient reported
dreams of Alaska when ice packs were placed around her neck, while another dreamt of trains when he
heard the sound of trolleys being pushed around the ICU floor. Prolonged sensory deprivation can lead to
confusion, disorientation and delirium even in those who are conscious, thus emphasising the importance
of orientating and communicating with unresponsive patients, particularly when we believe or suspect
they can hear and appreciate touch.
Apart from this change in sensory appreciation, the discursive mind gradually falls silent, further
facilitating the transition from an outer to an inner reality.2 Based on published research and my own
clinical experience, it appears sedation and analgesia have less effect on the inner reality of dreams and
visions than it does on the appreciation of sound and touch. Although the descent into deep sleep may
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be quicker in those receiving palliative medication, research has shown their survival time to be the same
or little different to those who are medication-free.3

Awareness
experience

Awareness of the inner world
Awareness of the outer world

Death

Light sleep

Deep sleep

Edge of death

Figure 7: Alterations in awareness in dying patients as they journey from unresponsiveness to
death.
These varied experiences of consciousness have led many to suggest that it is not so much a loss of
consciousness that occurs with dying, but rather an expansion of consciousness. As paradoxical as this
may seem, an expansion of consciousness at near-death is espoused in Buddhist and secular teachings4–6
and by many who have had a near-death experience. This belief led Ram Dass to liken dying to taking off
a tight shoe!
A possible explanation for this expansion of consciousness was put forward by Dean Radin, Associate
Professor of Transpersonal Psychology at the Californian Institute of Integral Studies and Chief Researcher
at the Institute of Noetic Sciences. In a talk titled Mind and Matter, Doctor Radin suggests that the
somewhat clunky rational brain becomes more like a quantum computer as it starts to fail, giving it the
capacity to experience phenomena outside of time and space.7 As unbelievable as this may seem, it has
the backing of some impressive scientists including Roger Penrose, a 1990 Nobel Laureate in Physics.8
Consciousness is one, if not the greatest, of all mysteries. It is physically undetectable, cannot be
measured and can only be experienced. Ironically, our experience of consciousness is enhanced around
death and this very fact led Stanislav Grof and Joan Halifax to view the process of dying as an adventure
in consciousness rather than the ultimate biological disaster.9 Such was the mindset of one of my patients
who said: ‘I’ve read a lot about this dying business . I’m only going to do it once so I want to be wide awake
when it happens.’
In an effort to better understand the lived experience of dying patients, I will now describe a hypothetical
journey from unresponsiveness through to death. As speculative as this may be, it represents a best fit
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model based on our current understanding and research. It advances a roadmap for family and care
providers who seek to better understand what may be happening in the mind of a person who is
unresponsive and how to relate to that person in a meaningful and humane way. It also informs and
empowers care providers as they seek to give credible answers to questions commonly posed by grieving
families. One such question is: ‘How long does the period of unresponsiveness last?’ Although studies
have shown the mean duration to be approximately 1–3 days, it can be as short as hours or longer than a
week.3,10 Quoting numbers, however, does little to appease a family’s concern and may indeed compound
it if their loved one dies before or later than the predicted time. As Bruce Rumbold of La Trobe University
has often stated, families do not necessarily look for answers, but the opportunity to express their concern
and know that it has been heard.
My hesitation in proposing this model rests with the knowledge that nothing is certain or predictable
about dying and that every patient will die their own death. Not every unresponsive patient will progress
as I describe, but some knowledge of how dying unfolds, what unresponsive patients may experience and
how we can best journey with them is much better than the helplessness that comes from not knowing. I
firmly believe the holistic care of those who have no voice will improve as we learn more about the lived
experience of dying. My hope is that others will build on this tentative beginning.

How to be present to someone who is unresponsive and nearing death
Light sleep: Except for the earliest stage of the light sleep phase, the unresponsive person may not, or
infrequently responds to tactile or auditory stimulation. Reports however from anaesthetised patients
and those who survive a period of coma suggest they can hear and may appreciate some of what is being
said, especially if the person speaking to them is intimately related and what is being said is affirming or
personally relevant.
Start by introducing yourself in a manner known best to you. Use short sentences and choose words that
are clear and uncomplicated. Follow each message or piece of information with silence, allowing time for
the ‘sleeping’ person to decipher what has been said. If what you are attempting to convey is important,
do not hesitate to repeat the message. All this helps with orientation and allays confusion that may arise
from hearing your voice. Touch adds to the reassurance and helps to maintain a connection during periods
of silence. Remember to speak to and not about the person dying. Encourage family and friends to do
likewise and ensure all discussion about the dying person’s condition are avoided while in their presence.
Seek to create a healing environment by keeping ‘white noise’ to a minimum. Ensure mobile phones are
turned off as a sudden sharp ring can be disturbing and disorientating for someone sleeping. Familiar
forms of sensory stimulation may, however, be beneficial. Relatives are encouraged to use their
imagination and knowledge of the person’s preferences when deciding upon music, readings and rituals.
One family made a recording of the surf and played this in the background as their surfer son lay dying,
while another produced a soundtrack of steam train whistles and played it to their father when he was
unresponsive. He was an ex-steam train driver!
Restlessness is a not uncommon in those who are unresponsive and is more likely throughout the ‘light
sleep’ phase. Although the causes are many and varied, the standard practice is, first and foremost, to
exclude pain. In the absence of pain and other sources of discomfort or if the restlessness does not
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improve despite medication, an underlying psycho–spiritual–existential cause or a vivid dream should be
considered. In such a situation, intuition can be as important as any clinical assessment, so do not be
backward in coming forward with comforting words for your dying loved one or suggestions that may
guide nurses and doctors in their care. The needs of the one dying go well beyond the care of their body.
Their heart and spirit can, if we are not mindful, be the greatest casualty of the dying process.11 Families
play a very important role here, not only in care planning but also by lovingly informing their loved one,
verbally and tactilely, that they are not alone.
Deep sleep: The dying person’s appreciation of verbal and tactile stimuli (connected consciousness) will
diminish over time, but this is matched by an inner life that becomes increasingly vivid and engaging.
Unless there are reasons to believe otherwise, I encourage family to follow the practices just described,
but with a greater emphasis on silence and tactile connection. If the person appears peaceful, they are
probably pain free and in a deep sleep that may or may not be punctuated by dreams and visions. As this
sleep is both restful and healing, it is preferable to leave them be and not disturb them. Sit silently and
wait until there’s a noticeable change. This may come in the form of a sound, the minutest movement or
a change in their breathing pattern. When this happens, identify yourself and say what you have observed
or heard. For example, ‘It’s [your name]. I’ve been sitting by your side and have only now noticed you are
frowning.’ This is referred to as the process-oriented or patient-directed approach to the care of
unresponsive patients. It involves identifying any change and relaying this back to the one dying.
According to Ingrid Rose and Kay Ryan, the authors of Doorways into Dying,12 this helps to create a an
equally beneficial connection based on awareness. The authors refer to this as Deep Democracy; a way of
supporting all experiences in an honourable and respectful way. You may deepen this connection by
validating the dying person and by telling them how much they are loved.
This is also a good time for each family member to spend some time alone with their dying loved one to
share their deepest feelings and fondest memories. It is not only a powerfully healing experience but also
ensures there are no regrets for not having done so.
The edge of death: The onset of this terminal stage is generally heralded by an alteration in the pattern
of breathing, coldness of the peripheries and a mottled bluish discolouration of the fingers and toes. More
important, however, is a deep knowingness that the end is near
Laboured or sighing respirations and Cheyne-Stokes breathing are two of the more frequent
accompaniments of dying. The former is sometimes associated with gurgling noises, often described as
the ‘death rattles’. While extremely distressing to those at the bedside, the person dying is so close to
death they have no awareness of the struggle their body is engaged in, nor do they experience any of the
distress that you imagine. If coughing occurs, this is a reflex action and not a conscious response. CheyneStokes breathing is recognised by a speeding up, followed by a slowing down and then a cessation of
respirations lasting many seconds before the cycle starts over again. This pattern of breathing can persist
for hours or longer and, like sighing respirations and death rattles it is not distressing for the person dying.
There are times when nurses may seek to turn an unresponsive patient, even when they appear
comfortable. This is done to prevent lung congestion and to ensure they do not experience covert
discomfort from lying in the one position for an extended period. During sleep, we’re subconsciously
aware of any bodily discomfort and will adjust our position without any knowledge of having done so. As
those nearing death do not have the strength to turn, nurses reposition them, knowing that restlessness
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and pain might otherwise ensue. Experience has taught us that a small dose of palliative medication given
beforehand ensures there is no discomfort during or following the repositioning.
As Figure 7 suggests, awareness of one’s outer world falls away and the dying person is increasingly
consumed by their inner world of dreams, visions and disembodied experiences. They are now in very
deep sleep with no awareness of what is happening to them or around them. It is a time when inner
experiences and intuitive wisdom arise unimpeded by the now silent discursive mind.13 The person dying
is now free of their tortured body and the distressing thoughts and emotions that might otherwise engulf
their mind. It is a time of healing, and just as we would not wake a person from a deep sleep, we honour
this time with our silence and our reverence. We avoid drawing our loved one out of their peaceful world
by limiting noise, maintaining relative silence and by opening ourselves to our own pain. It is a good time
for silent prayer and meditation, or you may prefer to read passages and poems or play the person’s
favourite music. Hand-holding and gentle touch are good ways of maintaining a loving connection, as is
sitting in silence.
Families often feel the imminence of death before they are alerted to it by clinical staff. There may be
contradictory feelings of sadness and relief knowing your loved one’s suffering is coming to an end. As
painful as it may be, you are encouraged to open yourself to the experience rather than resist. During this
time love and joy may arrive to suffuse your heart and temporarily dilute the sorrow within. The death of
someone you love will test you in unexpected ways. Be compassionate with yourself and with others,
knowing you and they are doing their very best under extremely difficult circumstances. We each navigate
grief in our own unique way. If you feel overwhelmed, seek a friend or soul mate who will listen
compassionately as your pour out your pain.
Terminal lucidity and deathbed visions: Sometimes, those nearing death have a lucid moment when they
awaken and share a few words or simply smile. This may occur out of the blue or in response to something
that was said or done. If you are blessed with such a happening, treasure the moment for it is a gift beyond
measure. This unexpected awakening does not mean death is some way off. The very name, terminal
lucidity indicates death is near.
Rarer still is the iconic deathbed vision, similar to that of Hazels described in the Introduction. The person
dying seemingly comes to life and frequently extends their arms as if to embrace the person(s) they alone
can see. After a short time, they lay back, close their eyes, and their breathing stops shortly after. This too
is a gift; a rare and precious moment that will stay with you forever. Recollecting the words of Joseph
Campbell, ‘The way is known. Although we travel alone, the road is marked’. Deathbed visions and all
near-to-death experiences are there to direct those as they make the transition from life to death.
The person is now nearing the end of their life’s journey. They have disengaged from the ‘manifest’ world
and have melted into a progressively primal flow, which Buddhists call The Essential Nature of the Mind5
or the clear light of death. One of our tasks is to ensure they are not distracted from this process of letting
go. Silence is called for, but rituals and some of the practices mentioned earlier may be adopted in softer
tones. Outbursts of grief are best reserved for later, but if they cannot be contained, the release is best
done outside of the dying person’s room. To know they are loved makes the dying person’s journey easier
to complete as it is an acknowledgment that they will not be forgotten. Such affirmations are best done
earlier rather than later and repeated as often as seems necessary, even in those final moments. Granting
them permission to let go is tough love, but when done with feeling by a close family member, preferably
the next-of-kin, it helps in unimaginable ways.
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Some family members choose to say something like, ‘go towards the light’ or ‘your mother will be there
to meet you’. You can also express permission in a symbolic way that would resonate with the person
dying. For example, if they are a keen surfer, say something like, ‘the perfect wave is coming, catch it and
ride it all the way to shore’. For a jogger, you could say, ‘you are nearing the finishing line. You have run a
good race and can now rest.’
Death is recognisable by the absence of respirations and a sense that the person is no longer there. It is a
surreal moment. You may wish to have someone confirm that death has occurred, but there is no
immediate rush to do so. Honour the moment with your own stillness and by absorbing all the emotions
that accompany the death. Say your goodbyes in whatever way is right for you, partake of any rituals you
may have planned and stay at the bedside for as long (or short) as you desire. If the death has occurred
at home, notify the care providers, but only when you are ready.
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Conclusion
The challenge of being a compassionate presence for someone who is dying reaches new heights when
that person is unresponsive and can no longer communicate. They cannot tell us how they feel
emotionally, spiritually or physically, and while taking note of every alteration in demeanour and
behaviour, family are often left wondering what each of these changes could mean. As Arnold Mindell
suggests, we attempt to interpret the signals without knowing if what we assume is right and whether our
actions are appropriate to the situation that confronts us.1 I will illustrate this with a true story recounted
by the recently deceased Ram Dass.
Ram Dass was a volunteer in a palliative care unit. Given his expertise and long involvement in
compassionate care, he was the ‘go to’ person when challenging situations arose. On one occasion he was
asked by nursing staff to work his magic on a man who was near to death. Despite this man’s moribund
state, he continued to make loud unintelligible sounds. Thinking he must be in pain, the nurses
administered pain medication, but with no effect. They then increased his sedation, and again the noises
continued. Out of desperation, they asked Ram Dass to help. He willingly obliged, but not knowing what
to do he sat and observed the patient. After a short time he felt inspired to mimic the very same sounds
made by the patient. In a matter of minutes, the patient stopped calling out, opened his eyes, and looking
directly at Ram Dass, he said, ‘Oh, you can see them too.’ Following this, the man stopped calling out and
died a short time later.
I wonder how each of us would have approached that or a similar situation. Most care providers are locked
into a way of thinking called the biomedical model, where a medical cause is sought for any change –
clinical or behavioural – and some form of treatment or intervention is prescribed. This approach works
quite well when a person is able to verbalise their concerns and the effectiveness of treatment that may
have been administered. It is, however, less reliable when the person is unresponsive, unable to
communicate and where death is not only inevitable, but nigh.
Despite years of caring for unresponsive patients, I was often unsure of the cause and significance of
symptoms such as restlessness, sighing respirations and groaning. When the normal approach of
questioning and listening was no longer available, I sometimes prescribed treatment more in hope rather
than any certainty of a good outcome. Generally, this approach had the desired effect, and while this
eased both the family’s and my concerns, I wondered if there may have been other ‘powerful events’
trying to happen that may have benefited from a less invasive approach. Knowing what I now know, I
question how often restlessness in unresponsive patients is due to a non-physical cause such as an endof-life dream or vision. In their book, Doorways into Dying, Ingrid Rose and Kay Ryan write:
In many cases the importance of experiences such as visions, confusion, delirium,
dementia, transpersonal dreams, conflicts, altered states of consciousness and
spiritual phenomena are minimized or explained [away] as being part of the dying
brain. We don’t quite know how to address these phenomena and so they tend to get
pushed aside, [medicated] and often ignored.2
Neither I nor the authors are suggesting that the biomedical model should be abandoned in those nearing
death. What we are saying is that a more holistic, person-centred approach be adopted – an approach
where intuition and nuanced observations are adjudged as valuable as any clinical assessment and where
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care of the psyche and the soul are given equal status to care of the body. In saying this, I am reassured
by the words of British immunologist and Nobel Prize winner Sir Peter Medawar, who said:
There is a large and profoundly important scientific element in medicine, there is also
an indefinable artistry, an imaginative insight, and medicine is born of a marriage
between the two.3
According to Trisha Greenhalgh, Professor of Primary Health Care at University College Hospital, London,
We are most intuitive when doing our regular work and dealing with patients whom
we know well. In unfamiliar situations, we resort to a more formal and rational
approach based on explicit professional rules. The skill of the expert is to respond to
the subtle cues that signal a need to shift between the two approaches.4
It has long been known that the biomedical or curative model of care is lacking when cure is an unlikely
outcome.5 As far back as 1992, Michael Kearney alerted the palliative care community that they ran the
risk of becoming mere ‘symptomologists’, forgoing the opportunity to explore a patient’s experience of
illness in a more holistic and intuitive way.6 Despite these warnings, many patients continue to be cared
for in a manner that is reflected in the words of one patients who said:
It does seem bitterly sad that my fate, the fate of me, will be decided, indirectly,
through the functioning of a fleshly envelope. I see the soul, thus entrapped, as being
the great and ultimate casualty of cancer’s mortal war.7
Caring for an unresponsive patient who is near to death asks more of a care provider than their clinical
expertise and deductive skills. It also requires a willingness to listen to what their intuition is telling them
and to integrate this in a balanced way with the principles that underlie evidence-based medicine.3 This
move to holistic, person-centred care depends not so much on what you know about your craft, but how
much you know about yourself. The ongoing journey of self-knowledge can open our mind to possibilities
we may not have considered, allowing us to see challenges as opportunities and to learn and grow. This
open-minded approach to palliative and aged care prepares one for patient experiences that are
potentially transformative, but which run the risk of going unseen and unheard, of being misdiagnosed or
mistreated. How easy it is to misinterpret a word, a sign or an experience if we are unable to open
ourselves to the mystery of dying.
Midwifing the death of another calls us to be present and aware, to serve with our head, heart and hands
and to learn from our teachers – those who are dying.
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Appendix 1

The Bispectral Index Monitor
The Bispectral Index monitor is a small bedside instrument distributed in Australia by Covidien Pty Ltd. It
is a non-invasive and validated means of determining the effect of sedative and anaesthetic medication
on a patient’s level of awareness. BIS scores range from 100 to 0 (see table below). Scores between 40
and 60 are common with palliative sedation, coma, deep sleep, anaesthesia and in those who are
unresponsive at the end of life. The monitor is connected to the patient’s forehead and analyses electrical
activity from the front of the brain. It converts this signal into a score called the Bispectral score. The score
is calculated every 15 to 30 seconds and a continuous moving one-hour record appears on the monitor
screen.

Pictures courtesy of Covidien Pty Ltd
BIS score
Level of awareness
100
Awake
80
Drowsy or light sedation
70
Mild sedation
60
Sedation equivalent to anaesthesia
40
Deep hypnotic state
0
Brain death
NB. The BIS measures level of awareness NOT consciousness. There is no measure of
consciousness nor can it be detected by any form of instrumentation
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