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DISCLAIMER

This guide SHOULD NOT be construed as a replacement for the assistance of your
local physician, hospice, home health agency or palliative care organization. It
SHOULD BE viewed as a supplement to those parties. This guide addresses only
general themes and concepts, and represents only the observations, conclusions
and opinions of the author.

For specific instruction and assistance with particular tasks, such as how to turn a
patient in bed, administer medications or care for a urinary catheter, consult
appropriate professionals in your area.

The views expressed in this guide are the opinions and perspectives of the author.
They were acquired over years of working with dying people, but do not constitute
the only valid perspective on the dying process. If the opinions expressed herein
clash with your own, stop reading and search for support elsewhere.



INTRODUCTION

This guide is intended to provide dying people and their caregivers with a general
description of what they can expect to encounter. While understanding does not
eliminate the impact of experience, it can certainly reduce some of the
consternation and allay that creeping sense of panic.

All transitions have similar key elements. Also, every person experiences a wide
variety of transitions during the course of their lifetime. In that sense, there is
nothing new in the dying process. In fact, each of us develops our own, personal
style for dealing with transitions. We tend to stick with that style, whatever it might
be, when we face the transition we call death.

If you would like to know how you are likely to handle your own death, look back
upon your life and observe how you have handled all your other transitions. Unless
you decide to change your approach, that is the roadmap you will follow while
dying. (For more on this subject, read Key Elements of Transitions, also by Michael
Holmes.)

While all transitions have similar key elements, this guide, Crossing the Creek, deals
specifically with the transition of dying. Each person does not experience every sign
or symptom described herein, or a person may experience a particular sign or
symptom in their own unique way. There is room for infinite variation in how any
given individual may experience the dying process.

At the same time, certain general themes are commontoall. | have been told
many times by caregivers and family members after reading this book, they then
saw it unfold, step by step, in their dying loved one. But even more helpful was
they also knew what each of those steps meant. Rather than being unexpected and
frightening, the steps of the dying process were anticipated and understood to
have a purpose.

It is well to remember all transitions entail some disagreeable or uncomfortable
aspects. The dying process is no exception. No reasonable person expects life will
contain no discomforts, yet some espouse the notion that somehow, death will.
This is not a reasonable expectation. The dying process has its difficult aspects,
regardless of your level of enlightenment.



Modern medicine has demonstrated a remarkable capacity for mitigating or even
eliminating many disagreeable aspects of physical death. At the same time, modern
medicine cannot relieve people of responsibility for their own lives. We all prepare
for our own death by the manner in which we live our lives. Skilled clinicians can be
a great help, but we each bear the ultimate burden of responsibility for how we live
and how we die.

APPETITE
Appetite decreases

The patient may stop eating entirely. Indeed, this is to be expected. Progressive
loss of appetite is a hallmark of the dying process and is a mechanism by which the
body keeps itself more comfortable. This is often very hard for caregivers to accept
but it is important to listen to what the patient wants and not what you think they
ought to be wanting. Bodies have been going through this for thousands of years
and have worked out effective techniques for keeping themselves comfortable. Pay
attention to what the body is sayingi t  w @rrldesnot. want.

As physical bodies progress through the dying process, they lose their ability to
digest food effectively. If the patient tries to force themselves to eat when their
s t 0 maability’tesdigest food is diminished, the food just sits there, causing a
feeling of being bloated like they swallowed a brick. The stomach will likely reject
food outright; i.e. vomit, if the caregiver insists the patient tries to eat after having
lost their appetite.

If the goal is to achieve comfort, then force feeding is a direct contradiction of that
goal. Forcing terminally ill people to eat causes them discomfort.

Fluid intake

A dying person will eventually stop wanting to consume fluids as well as solid food.
Again, this is how bodies maintain their comfort. Forcing fluids when a body does
not want fluids will only cause added misery.

Caregiver reactions

We have been taught all of our lives how good a job we are doing as caregivers
depends on whether or not we can get the patient to eat and drink.

However, when someone is in an active dying phase, this is absolutely wrong!
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In the overwhelming majority of cases, people do not die because they stop eating;
they stop eating because they are dying. The only reason for an actively dying
person to eat or drink anything is for pleasure. If it is not pleasurable, then there is
no point in eating or drinking. In fact, it is likely to do more harm than good.

There are times when caregivers need to ask themselves: Am | trying to make them
feel better? Or am | trying to make me feel better?

A Practical Example

Early in my hospice career, | had a lady whose diet consisted of one maraschino
cherry every morning. She craved that cherry and it filled her up. She looked
forward to her daily maraschino cherry; she loved it; savored it’ it did not upset her
stomach; and she had no desire for anything more. Eating that one cherry served
its purpose; it gave herp | e a swithowt causing her any distress.

BOWELS
Bowel activity slows down

A decrease in bowel activity goes along with loss of appetite, decreasing physical
activity and changes in circulation. Most patients are taking some type of pain
medication during their dying process as well, and these medications slow bowel
activity further.

Stool softeners and/or laxatives are generally necessary to maintain regular bowel
function, but it should be kept in mind what is considered “ r e g orl* aaro’r
may be considerably less frequent during the dying process than it was while the
patient was healthy and active.

For example: If a person has been accustomed to a daily BM prior to becoming
seriously ill; having one every two or even three days might be good during their
dying process.

Cessation of bowels

As death draws near, total bowel shutdown may be expected. Trying to whip the
bowel into action while the rest of the body is shutting down is not sensible and
attempting to do so may cause unnecessary suffering for the patient. Again, if the
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primary goal is to achieve comfort, there comes a time when one has to consider
whether laxatives, enemas or manual extraction of stool is achieving more or less
comfort for the patient. Your physician or nurse should be consulted to help
determine when the time to stop worrying about the bowels has arrived. And of
course, the patient is likely to have an opinion on the matter as well.

CIRCULATION
Circulation gradually diminishes

Circulation shuts down progressively by becoming increasingly centralized. First,
the outermost circulation diminishes, such as the hands and feet, by becoming cool
and perhaps even discolored. Then the legs and arms are affected, and so on.

Fevers may come and go. There may be unexplained sweating, sometimes profuse.
There may be swelling of the limbs and other signs of fluid imbalance.

Urine output may fall as the kidneys receive less effective circulation. Then again,
the urine output may remain surprisingly high even after the patient has stopped
drinking; it just depends on the individual. Fluids shift from one compartment to
another within the body and this can sometimes produce a surprising amount of
urine in the absence of any fluid intake.

Bodies are composed largely of water. As they move through the dying process and
circulation shuts down, there are bound to be effects noticed by both patient and
caregiver. Remember that these effects, while abnormal in a healthy person, may
be quite normal for a dying person. One of the most difficult truths for
inexperienced caregivers to accept is this: In most cases, some degree of
dehydration will help to keep the patient more comfortable.

Bedsores
One of the chief complications of circulatory shutdown is the tendency towards the
development of bedsores. Bedsores, or decubitus ulcers, are caused by prolonged

pressure; i.e. failure of the patient to move periodically.

A person does not have to be in bed to develop a bedsore; they only have to
remain in a fixed position for more than a couple of hours at a stretch.



Bedsores can usually be prevented by repositioning the patient at least every two
hours. Keeping the skin clean and dry, and gentle massaging with a good lotion are
helpful preventative measures. If the patient is unable to reposition themselves,
someone else must do it for them. The patient does not necessarily have to be
moved far with every turn, just enough to change their pressure points.

Various types of special mattresses and pads are available to help prevent the
formation of bedsores. Consult with your doctor or nurse for assistance in
determining what might work best for you.

Despite your best efforts, bedsores may occur during the dying process. Some
dying patients are so debilitated that even mild pressure for relatively short periods
of time can lead to the development of a decubitus ulcer. If you observe a
developing bedsore; i.e. a persistent reddened area or blister, contact a
professional for assistance.

Comfort goals

The goal in palliative care is to prevent bedsores from becoming a serious threat to
comfort. In palliative care, there is sometimes a delicate balance between keeping
the patient comfortable in the present while avoiding situations that might cause
more discomfort in the future.

For example: Moving the patient periodically may cause discomfort. At the same

time, not moving the patient could cause serious bedsores and lead to considerable
discomfort in the future. The application of good palliative care requires a fair
degree of skill and experience. Determining when to discontinue certain aspects of

care can mean the difference between comfort or discomfort for the patient and
peace of mind for the family. While the term “ pal | i ati ve a@mar e”
uncomplicated on the surface, achieving it is not always so simple. Consult a
professional for advice in these situations.
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RESPIRATORY
Pulmonary congestion

Fluids may accumulate in the lungs, but this can usually be avoided if fluids are not
forcedont h e p aetpeci@inl¥ fluids.

Patients and their caregivers often express a fear of dehydration, yet some degree
of dehydration is preferable during the dying process because it tends to keep the
patient more comfortable. Being fully hydrated while dying often leads to lung
congestion and shortness of breath. Dying people have enough to worry about
without having to struggle for air.

Airway rattling

Whatwasoncec al | ed “ ttlh & acdiadlyaah dacuntulation of excess fluid
and mucous i n t he upper asatherpatieny bredthesain and auts ”
Certain drugs can be given to help dehydrate the patient and thus, clear up this
rattling. However, these drugs may cause discomfort by themselves; such as
excessively dry skin, mouth and eyes. It is far better to avoid overloading the
patient with fluids in the first place than to get caught up in the hazardous game of
alternately forcing artificial hydration and dehydration. In most cases, natural is
better.

If upper airway rattling does occur, it can be quite loud and disturbing for
caregivers to hear. Fortunately, it is seldom as troublesome for patients as, by the
time this phenomenon manifests, the patient is usually in semi- or full coma and is
not really aware of any physical discomfort. Suctioning is seldom recommended
because it usually causes more discomfort than it alleviates.

To relieve upper airway rattling by suction, it is usually necessary to do deep
suctioning; i.e. suctioning all the way down into the main stem bronchus or
“ wi n d.phis peguires at least one and often two highly experienced clinicians.
It also tends to be very traumatic for the patient, no matter how skillfully
performed because of the highly sensitive nature of the windpipe. Then, even if
successful deep suctioning is accomplished, the rattling will likely return within ten
to twenty minutes anyway.
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Since upper airway rattling is usually more unpleasant for caregivers than for
patients, it may be helpful to remember that the primary goal is to keep the
patient comfortable, not the caregivers.

Breathing patterns

As the dying process evolves, certain respiratory patterns may appear. One
common respiratory pattern is called Cheyne-Stokes (pronounced: Chain Stokes).
This is a regular irregular pattern; i.e. the patient takes several breaths, then stops,
then takes several more breaths, then stops again and so on. This is an irregular
pattern that repeats itself regularly. The pauses between breaths can be quite long;
perhaps half to three-quarters of a minute, sometimes longer. Family and
caregivers often find this very unnerving but it seldom is a clear indicator of
anything s p e c othei than the patient is quite ill, which everyone is presumably
aware of already.

A respiratory pattern sometimes appearing just hours prior to actual death is a
regular, fairly deep, panting pattern. This pattern is driven by the autonomic
nervous system after much of the rest of the brain has already shut down.

Caregivers sometimes mistakenly think this pattern indicates recovery rather than
approaching death because it is so regular and appears to be effective.

A final, or “ a g o, respiratory patternisc a | | e alt of wlater'sbheathing. This
is an ineffectual gasping of the mouth with little or no actual intake of air.

Thisagonal ‘bcgus gy hear ghysical death.

The final breaths taken at the moment of death are frequently deep, cleansing
breaths or “ s i .gShnsetimes there are two or three, sometimes only one.

12



SLEEPING
Sleep/dream patterns

Sleep and dreaming are very important parts of the dying process. Patients
sometimes complain about how much time they spend sleeping and comment that
they feel like they are wasting what little time they have left. This could not be
further from the truth. Much of the necessary work of the dying process takes place
during a sleep/dream state. This is not wasted time at all; it is vitally important.

The purpose of sleep

The work of the dying process has to do with resolving all the unresolved issues of a
person’ l&etime. This is a huge job and requires considerable effort. It is very
important work because death is a transition preparing us for the next phase of life.
It is not smart to enter the next phase of life loaded down with a bunch of
unresolved junk from the last phase. The dying process prepares us for the next
phase by helping to resolve all of our old junk. This resolutional work can be broken
down into different categories, but suffice to say it is a huge task.

The sleep/dream state is very useful in accomplishing these tasks because it gets
around the limitations of time and space. It is much easier and more effective to
review an unresolved episode in your lifetime (that may have occurred several
decades previous) while in a dream state than in a waking state.

In the sleep/dream state, you can accomplish a virtual return to the time and place
in question.

Ordinarily, we suppose time travel occurs only in science fiction movies. Not so. The
minds of dying people move around in time and space as a matter of routine. The
dying process utilizes this capability in order to accomplish its larger goal; to
prepare us for the next phase of life.

Interestingly, the normal sleeping pattern during the dying process is virtually
identical to the normal sleeping pattern of newborns; off & on around the clock.
There is no night or day for newborns or dying people; just dozing off & on’ day &
night. Sleeping pills seldom have much effect since during this phase, this pattern is
the norm.

On the whole, total sleep time increases. This gives the patient time to get their
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work done. The nature of that work may or may not be recalled by the patient
while awake. Then too, the patient might not be willing to share this information as
it may be very personal.

Whether the patient is able to remember the content of their dreams or is willing
to share them with others is really not important. What is important is the work of
review and resolution get done. Whether or not this is being accomplished can
generally be surmised by observingt h e p aoveralé progrésss whether they
seem to be moving toward a more serene state of mind or is staying stuck in
negativity.

Even patients who claim not to remember the content of their dreams will usually
reminisce about their lives when they are awake, especially upon first awakening.
Virtually everyone who goes through the dying process reminisces about the
important events and people in their lives. These reminiscences can be important
clues as to what is going on in the dreams they may not remember (or wish to
share.)

CONFUSION
Confusion C Disorientation

The dying process is a lot of work. Generally speaking, that work is resolutional in
nature and accomplishing it involves moving around outside the constraints of
time/space. While this is an extremely useful and effective technique for resolving
our life issues, it can also be very confusing.

We think of time as being concrete, predictable and constant. When we are dying,
we discover reality is different than we had previously supposed. We begin moving
around in time/space in ways we never imagined possible. We might say this takes
place® onl y i n,but them, asmive axpefience physical death, we become
increasingly aware of the preeminence of the mind.

Aphoristically, human beings are composed of body, mind and spirit. As the body
dies, mind and spirit emerge more powerfully. As the acorn disappears, an oak
emerges. While this speaks to the majesty and wonder of life, it can also be very
frightening and confusing, especially for the individual experiencing it directly. It is
particularly frightening and confusing when neither patient nor caregivers realize
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that moving about in time, while dying, is normal. When patient and caregivers do
not understand this, they are prone to conclude the patientis“ | 0 théirmg n d”
and the prospect of losing our mind is very frightening indeed. When this begins to
occur, anxiety levels rise precipitously.

It is important to understand moving about in time/space, and thus being
somewhat confused, is a natural and normal aspect of the dying process.

Example: A dying man lies sleeping. He is actively dreaming and reliving (as if he
were really there) an experience that occurred in 1930. He is reliving an interaction
he had with his mother when he was only six years of age. Then suddenly he
awakens to see his forty-five year old daughter standing at his bedside. Do you see
how this could be confusing?

To be six years old and talking to your mother one instant, then seventy-four years
old and talking to your middle-aged daughter the next instant is a very
disconcerting and disorienting experience. This is what it is like to be dying; drifting
in and out of a sleep/dream state and wakefulness, not always sure which is which,
and moving about in time/space as though we had simply pulled up anchor. We say
that the dying are “ d i S 0 r dndskrittle sppeaking, | suppose that is accurate.
They are experiencing something innately disorienting and they are d i s or i
quite naturally. That does not necessarily mean there is something wrong with
them; e.g. suffering from too little oxygen or too much medication. Dying is
naturally confusing, so it is quite natural to be confused while dying.

As the constraints of time/space fade away (along with the physical body), mind
and spirit emerge and are possessed of a greater degree of prominence and
freedom. Think of it: What if you had the capacity to move about in time/space at
will? Freedom on that level can be, at least initially, both frightening and confusing.
As we become more adept at dealing with what we are; i.e. consciousness, we
become more aware of our amazing capabilities. But this, by its very nature, is
f r i g h tsewe tryrtogavoid it whenever possible (slightly tongue-in-cheek.)

Dying people are not losing their minds; they are struggling to grasp a more
comprehensive perspective of reality. They are not disoriented because their
perceptual capabilities are being diminished; their perceptual capabilities are, in
fact,expandi ng .. whi cdisorientgng. Thedisarienting effectadf dyiyg
have more to do with sensory overload than with sensory diminution.

15
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Buried emotions and confusion

Another task in the dying process that can be quite confusing has to do with the
review and resolution of denied or buried emotions. Ironically, frank confusion can
actually be helpful in resolving buried emotions.

Burying unwanted emotions does not make them go away (although most of us

hope that it will.) Most of us bury, hide or ignore a fair amount of unwanted
emotion during the course of our lifetimes. The dying process exhumes significant
buried emotions and presents them for review prior to our moving on. If the
patient attempts to use their intellect to block the emergence of these emotions,

the dying process simply brushes the intellect aside and the patient becomes

“ ¢ o n f.While his phenomenon is upsetting to patient and caregiver alike, it

does help address the overall goal of resolution in spite of t h e p ardluctahdet ' s
to undertake the task.

This phenomenon may also manifestas “ ¢ r a z y ”; ice.rdeanmthat seem to

make no sense. While these dreams and/or confused states may seem pointless

and are discomfiting to patient and caregiver alike, theydoe | i ci t cert ai n
the very ones that were buried and need to be felt and resolved prior to moving on.
Convenient confusion

Some patients welcome confusion as a means by which they can express emotions
they were never allowed to express previously. Social constraints frequently
impinge upon the healthy expression of emotion, so it is not so surprising when
someone utilizes confusion to side-step these social constraints.

This is generally a subconscious choice.

Examples: A male might subconsciously embrace confusion so that he can cry;
something he may never have felt free to do in a non-confused state for, as we all
k now, boys d o mry"t Because of this social constraint, males tend to have a
good deal of unresolved sadness and fear needs to be expressed prior to moving
on.

A female, on the other hand, might subconsciously engage confusion so that she
can express her pent-up anger; something that may have been forbidden
heretofore. Society dictates thatnolady“ i nr hgh't mi aaseldhd yallatu | d
her loved ones (even if they have it coming). One possible solution to this dilemma
is not terribly complicated; simply get out of your “ r i g h { themduss ahd yell

andgive' em hel | !
16



Obviously, this can be quite a shock to family and caregivers, and just as obviously,
it does not necessarily mean that the person on the receiving end (the one catching
all the hell) is guilty of anything other than they just happened to be in the line of
fire at the wrong time. But dying people do tend to “ gaf émbtionally at times,
and while disconcerting, it may be just what they need in terms of off-loading an
overabundance of previously unexpressed emotion.

Confusion can sometimes be just the ticket a person needs to give him/herself
permission to vent, thus resolving previously forbidden emotions.
Many a time have | listened to a distraught family member confide, * T hsina my

mother! She was always so S we €0, " T Hsingt my dad. He was always so
strong”

Actually, what often emerges during the dying process are the parts of “mo m”
“dad” wdremever allowed to express but were there justt he s ame ...

who they are.

Implications for the living; i.e. the lesson to be learned regarding the healthy
expression of all our emotions is, | should think, obvious.

Confusion about confusion
Some of what may be erroneously perceived as confusion by caregivers is really the
symbolic language of the dying (see the section on * Sy mb oihcladgdyir’ this

text.)

Yet another confusing aspect of the dying process has to do with the expanded

and
par

perceptions of dying people, often confused wi t h *“ hom I"(deausection ent i

“ Seei n gVhdHave GoheBefore” included in this text.)

True confusion

Of course, some confusion may result from metabolic imbalance, neurologic
damage, lack of oxygen to the brain or reactions to medications. In some cases,
these kinds of confusion may be reversible. Determining whether a particular
pati ent ' 8 is‘hoenalnof abroimal may require considerable skill and
familiarity with the dying process by an experienced professional. Generally
speaking however, a lot of what is interpreted by the less experienced as confusion
or hallucination is actually normal and natura | ... a neslen g &efpful to the
patient.
17



PAIN
Utilizing pain

Pain is a highly complex issue with biological and psychological aspects,
components and implications. Every individual is unique, so determining the likely
cause and most effective intervention must be done on a case by case basis by
skilled professionals. This section does not pretend to be an exhaustive dissertation
on pain or pain control but does, | hope, shed some light on basic pain control and
how the dying process may playintoa n i n d pevceéptdon & &nd reésponse to
pain.

Pain is sometimes utilized by dying patients and their families (unconsciously, of
course) in an attempt to counter some of the more frightening aspects of the dying
process. This is not done because dying people like pain or because their families
do not care. It happens because the dying process is not well understood and
p e o prateral isstinct, when faced with something new and frightening, is to opt
for that with which they are more familiar. When it comes right down to it, we are
more familiar with pain than we are with the dying process, so in an odd sort of
way, we are more comfortable with pain than we are with death. If for no other
reason, this points to why we need to learn more about the dying process.

Example: Moving about in time (quite normal during the dying process) is confusing
and can be very frightening, especially in situations where there is a poor
understanding of the dying process (which unfortunately is more or less general).
Seeing“ d e a dple (algoeremy common among the dying) is the type of thing that
can throw a person for a loop and scare the heck out of them in the bargain. But
pain can be used to divert your attention from these phenomena, to a limited
degr ee .. a nmytolalimitelp e g r tBud dampening the impact of the
fear. Again, we are more familiar with pain than we are with dying, so when it
comes right down to making choices, we may be inclined to opt for the pain.

| hate to be redundant but think this point bears repeating: People seldom choose
to have pain consciously. It just sort of turns out that way as a result of a series of
reactions and misunderstandings.

Example: If a patient and family are not aware that confusion regarding time and
space are normal for the dying, they may blame it all on the medications. Next,
both patient and caregivers are inclined to either stop the pain medications entirely
or severely reduce the dose.

18



This seems logical enough in the short run and is done with the best of intentions,
but will likely yield a poor result. With less pain medication on board, the patient
exper iyungtesali..t ... paio.r e

Another complicating factor has to do with the fact that these phenomena (getting

lost in time/space and seeing” d e a d ” ofted acqurline Jream state... but t hi
makes them no less real for the patient. In fact, dreams tend to become
increasingly vivid during the dying process. Once again, both patient and
caregivers are inclined to blame all of this on the medications and either reduce or

stop the dose.

Example: Once, while talking to a gentleman who was very near death and sleeping

most of the time, | asked him how he distinguishedb et ween t heand r e al
hi s “ dr & Hemepliwdoitrwhs dery difficult. | asked him which world he was

in at that very moment. He told me he was not sure. | asked if he was feeling any

pain. He thought about it for a couple of seconds, then replied he was, in fact,

having some physical discomfort. | suggested that was a definite clue and he
acknowledged | had a good point. But let me get back to how pain can be used to

allay confusion associated with dreams.

Stopping or severely reducing pain medication leads to higher levels of pain that
inhibits sleep. This, in turn, inhibits dreaming. In the short run, this may seem to be
a successful strategy: no sleep, no dreams, no confusion,n 0 f jasapain..

Many people prefer some degree of pain over a feeling of confusion and fear.
Unfortunately however, it is more complicated than simply preferring one difficult
sensation over another, for the added pain not only interferes with the perception
of fear, it also interferes with accomplishing the true goals of the dying process; the
resolutional work.

| believe that when the dying process is properly understood, it becomes apparent
the purpose of pain control should be to allow the dying to focus on and get their
work done rather than merely make them feel good. At the risk of sounding hard-
nosed, | am afraid | must report my work with the dying has lead irrevocably to this
conclusion: For immortal beings such as ourselves, there is no rest. Sorry, but
eternal life means just that.

There are times when life is toilsome. For some strange reason, we suppose this

will not be true during or after death. It has not escaped my notice that people

tend to be in favor of eternal life only as long as it does not involve any of the
19



difficult characteristics of being alive. In life, increased awareness never fails but to
demand an increase in responsibility. Except for all the perfect people (an
extremely rare variant of the human species), the rest of us are saddled with the
responsibility of tending to our own self-improvement.

We would be foolish to assume these undeniable facts of life do a complete 180
degree turn around by the simple expedient of becoming “ d e alfd/du suppose
dying results in continued life with more awareness, but no concomitant increase in
workand responsi bi youdreyn,for asepride. Butlldigressu s p
Note: Obviously, there are patients who have adverse reactions to pain
medications. In addition, every patient responds to particular medications in their
own way. Consult a professional to help determine whether a patient is truly having
a bad reaction to a medication or is merely experiencing the normal dying process.

Pain and attention

The dying process is all about resolving unresolved issues. Resolving issues requires
your full attention. When the patient is experiencing significant pain, they cannot
focus attention on resolving their life issues. Imagine trying to have a serious
conversation with a close friend or counselor while experiencing a severe
toothache. It simply does not work well.

Pain can hook your attention and stubbornly hang on. In this way, pain subverts the
normal dying process by preventingt h e p aattent@®mfitorh Iseing focused on
relevant issues.

Therefore, pain is not only unpleasant; it interferes with the tasks of the dying
process.

Example: A man accustomed to being in control is dying. As the process evolves, he

naturally begins to drift back in time to review a particularly difficult episode in his
life.

This particular man had been a prisoner of war in the Philippines during World War
Il. Japanese soldiers forced him to be on burial detail where he frequently found
himself burying his friends under the most horrific circumstances.

When reliving this horrible episode in his life, he breaks into torrents of tears and
cries,“ ... ahey weren’'!t always dead
These awful memories come to life in his dreams, and he wishes they would go

away. He begins to think it is the morphine that is instigating these dreams, so he
20
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reduces the dose. Now he has more pain (of course) and he sleeps less. The dreams
are diminished along with his sleep, and he believes he has solved his problem.

At first this strategy seems to help, but as his dying process progresses, the vivid
dreams return. He becomes fearful because he cannot control what is happening.
He is afraid to fall asleep. He believes showing fear will constitute an even greater
loss of control so he unwittingly converts his fear into anger and lashes out at the
people around him. He is in pain, frustrated, fatigued, frightened, angry, desperate,
increasingly belligerent and irrational. His family feels helpless and frustrated, and
they, too, are convinced that the morphineis“ ma kh inny ¢ They guypbrt his
decision to stop or reduce his pain medicine and the downward spiral of misery and
frustration continues unabated.

However, it is not the medicine that is causing the dreams; it is merely the dying
process trying to resolve some of the more difficult experiences of his lifetime.

Pain may initially seem preferable to some of the phenomena that are normal in
the dying process, but in most cases, those phenomena are actually helpful. Again,
the idea is to resolve and off-load our junk before moving on. Losing track of time,
seeing dead people, experiencing increasingly vivid dreams and reviewing the
significant events of our life are normal aspects of the dying process that are
purposeful. These phenomena offer (and very persistently, | might add) the
opportunity to reach a state of resolution regarding the events and deeds of our life
prior to moving on.

Allowing the level of paintoincreasemay | mpede t h e onpfahese
phenomena for a little while, but it cannot stop them, and ultimately, we need to
understand their value.

At best, utilizing pain to mitigate the dying process only works for a short period of
time. Eventually, the dreaming and confusion resume anyway, even when the
patient is wide awake. When this occurs, the patient experiences both the waking
state and the dream state simultaneously; i.e. they are truly hallucinating. This is
doubly confusing and certainly worth avoiding, if possible.

It is important to remember while pain can be used to mitigate certain phenomena
of the dying process, it cannot stop that process.

Many patients suffer unnecessarily by trying to stop normal dying process
phenomena by utilizing pain. This is invariably done out of ignorance; a lack of
awareness a central aspect of the dying process involves an in-depth life review. As
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usual, implications fort h e “ dughwto be gblVious. While with the dying, | am
frequently struck by the realization that death teaches about life.

It is also instructive to realize even patients who have no pain, and therefore take
no pain medicine, experience the same confusion about time/space, have just as

vivid dreams, see equally as many “ d e meaple” and e n gdisgice life- n

review as those who are on pain medications. Pain medications rarely cause these
things to happen. They may allow these normal experiences to occur by the simple
expedient of controlling pain, but rarely do they cause them. Consult experienced
professionals to assist in making these determinations.

Pain and lingering

While pain can be used to mitigate certain phenomena associated with the normal
dying process, it ultimately cannot stop that process from occurring. Having said

t hat , now | et me add pai n ¢ an noaferdver a |

mind you, just a little longer.

It is possible for a patient to remain “ a | i(ov ®cdre accurately — to remain
attached to a physical body) a little while longer by employing the tactic of focusing
their attention on physical pain. In other words; if you want to stay physical for as
long as possible; if you want to eke out every last second; a marginally effective
way of accomplishing that goal would be to allow your pain level to rise higher and
higher, then focus all of your attention on that pain.

You are where your attention is. If you can keep your attention anchored to a
physical body, you might be able to stay in that body a little| 0 n gbetionly. a little
longer.

Extending the dying process by focusing on pain is something that occasionally
occurs to dying people who have an inordinate fear of death. Everyone fears death,
(see the section on “ F e iactuded in this text) but what | am referring to here are
those dying people who have an inordinate fear of death. These people may prefer
higher levels of pain to death and may actually focus on their physical pain so as to
squeeze every last minute out of their physical existence. There is an obvious price
to pay, but it can be done.

Example: | knew a gentleman who was severely injured in a terrible motor vehicle
accident and, as he hovered near death, realized he could go either way. He later
said he gladly embraced a perception of physical pain because he realized it would
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lead to keeping h i m “. &ld didwwa Want to move on just yet, and he knew
physical pain gave him a point of reference, or focus, in the direction he wanted to

go.

Another example: While working in Intensive Care, | long ago observed when a
critically ilpat i ent ' s U lwésiinndaubtethe aduent\ofi avsignificant
increase in physical pain frequently pr e s a g e d the bétteru Converskhyg r
one of the cardinal signs of @ p a t immeinert trash is a sudden sensation of
“f e ggloiondg’

Yet another example: Seeing dead acquaintances may not necessarily be
reassuring. One Vietnam Vet who had a near death experience met his dead
mother and several of his dead Vietnam buddies. He knew perfectly well they were
al | “ d édeawds’deteanindd he was not going to join them. Despite the fact
he had no physical discomfort while in this non-physical state, and regardless of
what this experience may have implied in terms of his own views on immortality,
he was bound and determined to return to his physical body at any cost. He gladly
embraced a considerable degree of physical discomfortinordert 0 “ st.ay

On the other hand, pain may be what convinces some dying people to “ | @ @.
Some dying people conclude if remaining physical means experiencing significant
pain,then” Theck wi th i1t , | " m outa here

The wishes of the individual play a huge role in determining which way they go; into
the nonphysical realm or to stay in the physical realm (what we generally refer to
as being either “ d e a d”’a | a bepgeddipg on the individual, pain may have a
significant impact either way.

Clearly, how a particular person relates and responds to pain is highly
individualized. Pain might enable one patient to hang on while convincing another
to let go. The latter instance is sometimes confused with euthanasia.

Pain can hook a dying p e r s atténtios so tenaciously within the confines of the
physical realm that they may have difficulty focusing their attention on the next,
nonphysical realm. In other words, pain can capture a dying person and hold them
hostage. A g a honforever, but for a little while.

When pain medications are administered and the pain is brought under control,
the dying person can then focus their attention on the next, nonphysical realm,
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then move on at their leisure. Unfortunately, this is sometimes confused with
“ p u s tha patigntovert h e e ldfgae there are many professionals and
family members who labor under the false guilt of thinking they put someone “out
of their misery” when all they really did was to relieve the pain. My experiences
with hundreds of dying people have led me to the firm belief that what actually
occurs in the majority of these types of cases is the patient finally received
sufficient pain medication to break p a i terdackous grip upon their attention,
thereby freeing them up to move on. These patients do die sooner, that is true, but
not because the pain medication killed them. They die (move on) sooner because
p a i cruél grip upon their attention was finally broken.

Addiction

Some people fear becoming addicted to their pain medications. Addiction is
extremely rare when narcotics are used to control real pain (or other noxious
symptoms, such as shortness of breath or excessive anxiety.) Recreational use of
drugs can easily lead to addiction, but very few dying people use drugs for
recreational purposes. Addiction in the terminally ill is basically a non-issue. If this is
something that concerns you, all | can advise is, let it go.

Mental clouding

Some people are reluctant to take medications because they feel it clouds their
mind. Remember, pain clouds the mind, too.

It can be very difficult to think clearly when experiencing significant pain. Try
solving a crossword puzzle while someone pinches your finger in a pair of pliers or
sticks needles in your toes. Trust me on this one, it does not work well.

Sometimes you have to choose between the lesser of two evils. Would you rather
have your thoughts clouded by pain or made clear from taking a narcotic to control
that pain? Most people do not labor long in contemplating this dilemma before
choosing the pain-free approach.

However, in certain situations, a person might elect to experience a higher level of
pain for a short period of time in order to participate more fully in a particular
activity.

Example: Imagine you are dying but there is someone you really want to see. Who
is it? This person resides far away and it will take some time for them to reach your
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bedside. You consider cutting back on your pain medicine in order to keep yourself
more awake and your attention focused within the physical realm. You really want
to see this person very badly and you are perfectly willing to pay the price.

This is a common practice among dying people and is a good example of how pain
can be utilized to accomplish certain, practical goals.

Balancing medications and pain

In the majority of cases, a satisfactory balance can be struck between pain and
mental cloudiness and thankfully, that balance is not terribly difficult to establish.
Narcotics, while dangerous when used for recreational purposes or as a substitute
for healthy coping skills, are very safe when used to control pain (and other noxious
symptoms.) Finding a good balance takes some skill, but it is not a precise science
that yields excruciating pain on the one hand and overdose on the other. There is
room for error without having to be fearful of disaster. Balancing pain and narcotics
does not require the skill of a space shuttle pilot, it is more on the level of the skill
required to drive a stick-shift. Also, in most cases, when a good balance is achieved,
there is little if any mental clouding for the patient. Despite the fact that people
tend to worry over this issue a great deal, in the real world it is hardly ever a
legitimate concern. From what | have seen, the vast majority of what is interpreted
as mental cloudiness is actually part of the normal dying process and has little if
anything to do with drugs. Pain and pain medications tend to cancel out the effects
of each other.

Pain and forgiveness

Controlling pain is a means to an end. The purpose of the dying process revolves
around resolving all of our life issues. That is an enormous task and is accomplished
much more easily when pain is properly controlled.

Note: Certain points begin to take on some poignancy at about this stage of
understanding dying process:

What we do during our lives really does matter in the so-called end.

How we judge ourselves during our dying process influences the course of our dying
process and is a function of how we have learned to judge everything and everyone
during the course of our lifetime.

We can, if we choose, get a leg up on resolving our life issues before we are actively
dying, thereby reducing our workload at that time.
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Compassion and forgiveness can help dying people to be more loving towards
themselves. The functional mechanisms are not always clear, but those who care
for the dying cannot escape the suspicion that, at least in some cases, there seems
to be some sort of connection between a person’ $udgment style and their’ s
suffering. Offering acceptance and understanding can be a powerful elixir, for both
the dying and the not-yet-dying alike.

Being forgiven (and forgiving) does tend to ease suffering. Being“ nonj udg ment
is something of a misnomer in that we all must make judgments in order to survive.

The real question is how we judge; i.e. with love, understanding, empathy and

C 0 mMp a s & With marshness and condemnation. Whatever the case may be, we

learn to judge during the course of our lives; then have to live with that learned

behavior while we are dying.

Religious ceremonies focusing on forgiveness can be extraordinarily helpful. Rituals

meaningful to the patient are often effective where othert act i ¢s have f a
in some unaccountable way, lessen perceived pain. The urging of religious

“awt iht tare sorietimes convince people to cut themselves a break; relax

more, take their pain medicine as prescribed, feel less fear and in short, have a less

difficult time.

Still, there are those who would prefer a fair amount of pain to an indepth review
of their own life and deeds. Not to mention, an aversion to sorting through all
those buried emotions. This may manifest as a fear of sleep with a concomitant
tendency to refuse pain medications(soa s t ot Hes tmipght mar es” )

Honoring the LIl G & &syfesl Q

It is clear that pain is a complex issue. One of the most important tasks for
professionals is to assess the complexities of the individual patient and provide that
patient with adequate information for making informed choices. When dealing with
conscious, adult patients who are able to communicate their wishes, it is neither
t he <c 1| i ntihcei af nedlasio hmake ¢lsoices for the patient, only to provide
them with sufficient information to make informed choices on their own.

Some patients, for whatever reason, may prefer to maintain a certain level of pain.
That is their choice. It is unfortunate when dying patients make choices based on
poor information, but once given good information, their choices should be
honored.
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Pain-free terminal illness

Not all terminally ill patients have pain. In fact, comfortable death is quite common.
Not so surprisingly, these patients may demonstrate increased levels of denial
regarding their true condition. We tend to associate the severity of an illness with
our pain level. When comfortable, we assume things are notverys e r i aertaigly..
not critical. Terminally ill patients who have little or no pain may conclude there
has been some kind of mistake in their diagnosis and simply refuse to take it
seriously.

The semi- or unconscious patient

Medicating the semiconscious or the unconscious terminally ill patient can be one
of the most difficult tasks faced by clinicians or family members. In the absence of
accurate feedback from the patient, determining whether they are having pain may
require an educated guess. Even conscious people toss and turn, make scowling
facial expressions and call out when they are asleep and dreaming. Semiconscious
and unconscious people are no different. This may or may not indicate that they
are experiencing physical pain. It may mean nothing more than that they are having
a bad dream, and of course, narcotics cannot cure bad dreams.

Dying people spend a great deal of time in a sleep/dream state. Much of that time
is spent in reviewing the significant events of their lives. If a dying person is
unconscious and reliving some frightening event from childhood, they may very
well toss and turn, make scowling facial expressions and call out. This may give the
impression that they are experiencing physical pain when in fact, they are not.
Administering higher and higher doses of narcotics may do more harm than good in
some cases by preventing the patient from being able to wake up.

On the other hand, most people would rather err on the side of being sure the
patient is not suffering. These situations can be intensely difficult for family,
caregivers, friends and professionals alike, and they bear witness to the value of
highly skilled and experienced clinicians in the palliative care field.
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LOSS OF ENERGY
O feel so weake

A universal symptom among dying people is a feeling of losing energy. Some people
have pain and some do not. Some people have nausea and some do not. Some
have more confusion than others. But everyone who dies complains of feeling a
loss of energy. Basically, they feel that way because they are losing energy. It is not
possible to experience a loss of physical energy and not feel like you are losing
energy. Neither is it possible to overcome this sense of losing energy by taking
vitamins or any other medication. In short, feeling a loss of energy while dying is
unavoidable.

It is my feeling“ b e p h g s requiges a’great deal of focused energy. When the
physical body dies, energy loses its focal point within the physical realm. This
naturally leads to a sensationof“ | osi ng energy.”

A pragmatic view of death

Consciousness may very well survive death. Indeed, | am quite certain it does. Being
around death has helped convince me of this because everything about dying
process points towards a continuation, rather than a cessation, of life.

It is a case of: If it looks like a duck, acts like a duck and sounds like a duck, it just
may be a duck. The more time | spend around it, the dying process looks more to
me like continuity of life; acts like continuity of life; and sounds like continuity of
life. Conversely, it cannot be understood; indeed it makes no sense whatsoever,
unless viewed within the context of continuity of life.

Regardless of religious background, the astute and pragmatic observer of dying
process cannot help but to be convinced of human immortality. Ironically enough,

the dying process itself is the chief argument for human immortality. But | di gress

Maintaining a physical body requires an enormous degree of focused energy that
can only be kept up for a limited period of time. Being physical at all is miraculous,
but sooner or later it must fade away. Maintaining the focused energy required to
manifest a physical body could be compared to holding both of your arms straight
out to your sides horizontal to the ground. At first it seems easy, “ Hey , db
this forever!” Well, not exactly. After some time it becomes a struggle. Finally, it
becomes impossible.
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As the energy required to maintain a physical body fades, the dying person
inevitably feels as though they are losing energy.

There are no health foods, no vitamins, N O Ind/gillsand no secret techniques
that can change this. This is just the way it is, and why the one universal symptom
among the dying is a feeling of losing energy.

FEAR
A universal emotion

Everyone has some fear of death. There are no exceptions. The degree of fear an
individual feels about their own death varies from person to person of course,
sometimes considerably, but everyone has some fear of death.

People who are not currently facing death are often inclined to claim they have no
fear (the living are very brave!). Some dying people claim to have no fear of death,
but frankly, | have never seen a person facing death who acted unafraid. You can
say whatever you want, but how you act tells the tale. Anyone can say they have no
fear of death, but acting that way is another matter entirely.

Early in my career of caring for dying people, | came to this rather shocking
realization (that everyone fears death) and remarked to a group of other
professionals | had stopped believing people who claimed to have no fear of death.
| said, “ T lordy person | might believe if they were to say such a thing would be
Jesus,ormay b e B Thdndsbn@dne else at the meeting spoke up and said
(referring to Jesus),“ Y e s , but tHeGihweaten, vehénrsoaneode claims
to be stronger or more evolved than the likes of Jesus, | take it with a grain of salt.
The one situation | had hoped would prove to be and exception to this rule (the
dying process always involves some degree of fear) would be those cases when the
dying person had already died; i.e. had a previous near death experience. | was
disappointed to discover this did not bear out. True, these people have less fear
and a much better understanding of what the dying process is all about, but it does
not exempt them from the rigors of an in-depth life review, nor from being human
(having human emotions).
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Accepting our emotions

When a dying person accepts that they may experience some fear, then that fear
can be handled more easily. Allowing yourself to feel the fear and then seeking the
support of friends and loved ones is the most effective way to handle the fear of
death. When approached in this way, the fear of death can be resolved in a
relatively short period of time and with a minimum of fuss.

Everyone has fear, even brave people, it is just brave people have developed some
skill at dealing with their fear. Another way | have heard it said is: Courage is not
the absence of fear, but the ability to act in the face of fear.

The entire dying process does not involve fear. Fear is only one part of the overall
process. That part, however, always shows up sooner or later. If we burden
ourselves with the unrealistic expectation we will not be afraid of our death, we put
ourselves in an impossible position. Denying our fear only makes that fear worse.

More than once, | have seen“ r e | i irglividuals svFo, when dying, were shocked
to discover they had some fear of their own death. Worse still, they interpreted this
to mean they had insufficient or flawed faith. Nonsense! All it meant was they were
human.

The fear of death is much easier to deal with and transcend when we admit we
have it. If a person were to catch the flu and then deny they have the flu, the
symptoms would be more severe and last longer than if the flu were acknowledged
openly and relief sought. Similarly, the fear of death is tough enough to manage
without letting it run rampant by attempting to ignore its presence. When we deny
our fear, it only crops up in some other guise (such as a more acute perception of
physical pain, or an inexplicable sense of anxiety.) Deceiving ourselves about our
feelings will not make our feelings go away, it only makes them more
unmanageable.

The magic of human contact

One of the most effective salves for the fear of dying is the presence of other
human beings. It is not necessarily what a person may say or do, but their very
presence makes the difference. We often feel at a loss for words when faced with
tragedy, but sometimes saying nothing at all has the best effect. | know in my own
case when things go awry (with irksome regularity), my W ipifesenceshas a
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decided calming effect on my angst. She does not necessarily have to say anything
to have thise f f @ndatt,.her speaking sometimes makes it worse!

There is something truly magical about one human being simply “ b et h g fore ”
another. Never underestimate the power of your being. Resist the urge to feel ill-
at-ease if you cannot think oft h e p e r f e cittmight kejbestitorstdyeyuiet. .
afterall.

SEEING PEOPLE WHO HAVE GONE BEFORE
Seeing the other side

Nearly everyone has heard of dying people seeing or talking to people who are
already dead. This is so common as to be expected at some point in virtually
e vV er ydyimgerocsss. Whether we can explain it or not is irrelevant. It happens,
and it happens consistently. It is not the prerogative of people who are not yet
dying to pass judgment on the validity of the experiences reported by people who
are dying. When dying people report seeing dead people, then the rest of us had
better pay attention.

Adding to the fear

Sometimes dying people are reluctant to speak of their perceptions because they
are afraid of being | ab el e d It ¢arc be aarz ghdrmous relief for them to
discover they are normal and their perceptions are accepted by those around
them. | have had the experience of saying to a dying person, “ S chave you seen
your mother yet?” T Iaee them turn to me in astonishment and reply, “ H odwl
youk now?”

Unfortunately, the reports of dying people are sometimes written off as
“hal | ucoi“nsaetniiolni”t y” [ a o bfaxygknadriende obarat md ,
much medication” , “ me blaibc | mb a | agitude éusfartlinatelyhall tso
common) is a practical example of how the fear of death in living people may cause

them to act cruelly towards dying people. This is a genuine shame for at least a
couple of reasons. First, it is cruel, and second, it ruins the opportunity to learn

from the dying. What dying people are experiencing is quite normal and really very
wondrous from a spiritual point of view. It provides the living with a vicarious peek
through a crack (which only the dying can see) into a larger reality.
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What we can learn from the dying

Caregivers to the dying are in a position to learn a great deal. The dying process is
the most intense learning experience in life. Therefore, caring for people as they
move through that intense learning experience is very educational. Learning about
death from people who are dying is important for us all, collectively and
individually.

SYMBOLOGY
Describing the indescribable

As people approach death, they begin spendingmo r e t i me ‘siden.”sot h e
to-speak. Contrary to popular belief (and Hollywood representation), the dying
process is usually a gradual process. Sudden, unexpected death is tragic because it
bypasses normal dying processes.

The normal dying process is purposeful; it enables the dying person to approach
their transition at their own pace. As the dying process evolves, the person
experiencing it moves back and forth between being fully awake and alert, asleep
and dreaming, and perhaps semiconscious or even unconscious. The patient may
become increasingly withdrawn, or more accurately, “ i méllyefocu s e WHhen
not awake and conscious, they are frequently restless; moving their fingers, hands,
arms and legs about aimlessly, or * p i ca&ti ntgh l¢is aésa conimon to hear
them moaning, mumbling or even crying out. All of this is indicative of how hard
they are working as they process all the unresolved issues of their lifetime.

Some people maintain a remarkably high degree of waking consciousness
throughout their entire dying process, approaching their actual crossing wide
awake.

This is rare but can be quite astounding and uplifting for everyone involved.
Typically, these people suddenly see something ( whi ch we,, cabnbte “ |
see.) Their faces light up, they throw their arms forward in a gesture of joyous
longing, and then they leave (thatis , t hey “ di e”)

As a person moves through the dying process, their statements (if they can be
understood) may become increasingly symbolic in nature. This is because what they
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are experiencing and perceiving has less and less to do with the physical world.

Our language is based upon our familiarity with the physical world. Describing a
non-physical world in physical world terms is difficult. Since dying people have no
words for what they are perceiving, they tend to speak of it in symbolic terms...or
metaphors.

The great spiritual leaders in history have also had to rely heavily on metaphors in
theirt e a c h thay @wswere faced with the daunting task of describing the non-
physical using physical world jargon. This is where the naive get themselves all
balled up; i.e. applying literal interpretations to metaphorical descriptions.

Example:  One gentleman with whom | worked (who was very near death at the
time), gave me the impression that he had reached the point where he was able to
perceive where he was going. | asked himifh e “ h atlee nesteverldy e.t ”
He replied that indeed he had. | asked him to describe it for me. He thought and
thought, then started to say something but stopped and said, “ Not.h at ' s
He thought some more and started to make another attempt at giving me a
description, but stoppeds h o r t agai n. F | twoamortsylarg aad
pot eTheanheadded,” But t iatt edkapehad.iAfter that, he gave up
trying to describe the indescribable.

Individual symbolic language

Symbolic language may be unique to the individual. When people get close to
crossing over, they begin to conceptualize how they will get there. Some people
talk about catching a train, others mumble about having enough change to
purchase a bus ticket, some talk about crossing a river, still others may mumble
something about riding in a truck.

Example: | grew up on a farm. When | am dying, | will naturally gravitate towards
language and expressions typical for farm boys. While growing up on the family
farm, | loved to play in the creek. As anyone who has spent time playing in creeks
will attest, a creek forms a natural barrier. You can only cross a creek in certain
places. | used to love jumping from rock to rock, crawling along logs or even
building bridges in those places.

When | am dying, people around me should not be surprised to hear me mumbling
somethingabout* cr os e ngr eek”
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Another example: A person born in the big city could tend to use terms and
expressions typical of city life. My wife was born in a large Eastern city near the
ocean. She loves the ocean and loves sitting on an beach, staring out into its
vastness. | was born in the Midwest and love sitting by a campfire in a forest,
staring into its vastness. | doubt my wifew i | | a“ ccrredseslkhe dies. What
she perceives, and how she conceives, of her crossing will be different...yet the
same. Every person is unique and likely to make unique conceptual connections.
Symbolic language is metaphoric, and we can only speak of that which lies beyond
our current experience in metaphorical terms.

Agiveni n d i Vv dhalce d hetashors may be difficult to interpret, but there are
common threads. If the listener is familiar with the dyingper son’ s ,thac k gr «
meaning behind a particular statement may be quite clear.

Yet another example: | knew a gentleman (he was dying) who loved mules. He had
owned and ridden mules all his life and he put a great deal of stock in a good mule.
As he was dying, he kept talking about riding his mules along a canyon wall. He
would talk about the difficulties in finding a trail that would lead down into the
canyon and up the other side. | am quite sure he crossed over when he discovered
the trail by which he could get his mules to the other side.

Common symbols

Some symbolic terms are actually quite common. One of the most common of all
statements made by dying people hastodowi t h h g m.@&dgagdless of age,
color or creed, when people get close to death they tend to conceptualize dying as
“ g o0 h a g.eHdw they get there may vary a great deal, but the idea that dying
involves “ g 0 h o gnés’really very common. Another very common statement
usually goes something like this: * Ge t me“ Hel’ p .mhe exddstyerbiage
may vary, but the general statement is common.

| take this to be an indication that the dying person is perceiving someone“ on t he
other side” and is requesting assistance. Whether they actually receive any
assistance (beyond simple encouragement) is an open question. Self-determination

does seem to be an important element in actually crossing over.

Self-determination

It seems to me that self-determination does play an important role in deciding
when a dying person actually gets down to the nitty-gritty of crossing over. It has
34



been my consistent observation that those people who “ wa i God tio come and
get me ” (t o tpuacomanprhreneark)esperal mareothan the usual
amount of time waiting. In other words, waiters wait. Those who take it upon
themselves to get going, g e t g but onty .after having completed their
processing.

Completing the process

The dying process, like any process, has particular stages, or tasks. A process cannot
be completed more quickly by skipping over some of its tasks. For example, you will
not grow corn faster by skipping over the time and energy it takes to do the
planting and watering and weeding. Similarly, | cannot elect to duck coming to
terms with my life and then merrily cross the creek. The process is just that...
process.

Once the dying process is completed, the individual may elect to move 0 n ...watr
whatever strikes their fancy. Sooner or later, physical bodies become uninhabitable.
After that, there is no more choice in the matter and the person is basically evicted.

How long?

One of the most common questions asked of professionals caring for the dying is,
“ H olamg? How much longer? How long can this (dying process)goo n ? ”

Professionals are reluctant to answer this question for the simple reason that the
chances for their being wrong are very, very high. In fact, it is the close family and
friends who know the patient best, and therefore have the best insight into how
they will react. Dying is a transition. Life is full of transitions and people acquire
their own transition-coping style during the course of their lifetime. By reflecting
upon how the patient dealt with such things as adolescence, early adulthood, mid-
life crisis, empty nest syndrome, divorce, loss of someone close, etc., etc., they
could extrapolate some understanding into how they will handle their dying.
Routine habits may also provide some clues, and no one knows these things better
than close familya n d f rtheyeare thesexperts. Example: When we go out, my
wife heads straight to the truck. | run around inside checking to see if the lights, TV
and radios are all turned off. | stand around scratching my chin and wonder what |
am forgetting, then meander about aimlessly hoping to see something that might
jog my memory. For people who are legally blind, such as myself, you can imagine
how involved this process can become.
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By-n-by, my wife comes back in wondering just what the heck is taking so darned
long. Between the two of us, guess which one is more likely to linger?

Some dying people want to move on without completing their t a s khé .is.
problematic. Others complete their tasks but decide to wait awhile... t hi s
choice. Some people decide notto go a t al | .caneakeisainé time.Those
dying people who complete their tasks and then decide to move on, move on.

GRIEF
The process

Grief, like life and death, is a process. Everyone experiences grief, including
caregivers and professionals. Grief runs a general course, but is not necessarily
linear. In other words, a person can be in an acceptance stage one day and jump
back into anger the next. In fact, people tend to hop around from one stage to
another quite frequently.

Grief is actually very pervasive. We grieve more regularly than we may realize. We
grieve every loss or disappointment we experience. The intensity of the grief
depends upon the intensity of the loss, but we generally are not aware of our grief
until it becomes intense. When grief does become intense, it may seem
overwhelming and we fear we will never be free of it again. The intensity of our
grief may ebb and flow, but it is a part of who and what we are. Not only do we
grieve our losses after they occur, we grieve our losses before they occur in
anticipation of their occurrence.

The contributions of Elizabeth Kubler Ross have been invaluable in helping people
to understand grief and its stages. | have taken the liberty of expanding upon her
list of stages by including some categories of my own that, while not true stages per
se, do represent emotions commonly associated with grief. | have also presented
them here in no particular order so as to de- emphasize the impression that grief is
supposed to unfold in a strict, linear fashion.
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Stages, or Common Emotions of Grief (in no particular order)
ACCEPTANCE
SHOCK
HOPE
DENIAL
SADNESS
CONFUSION
RELIEF
BARGAINING
DEPRESSION
ANGER

FEAR
BLAMING

The intensity of our grief reflects the intensity of our loss. We can expect to go
through at least some of these stages with every loss, but if the loss is severe we
may go through virtually all of them. Sometimes, when we avoid dealing with the
feelings associated with the little losses in everyday life, the big losses we
encounter act as triggers for the release of accumulated grief.

“ c a n 'my friehds forgl iy v en g ; find thesd wamishinig acts of theirs at all
a mu s i hogan ” Pearsall Smith (1865-1946), U.S. essayist, aphorist.
Afterthoughts,” Ag@ewvd Deat h” (1931).

Some of the emotions associated with normal grief are surprising. For example, it is
common to feel anger towards the person who has died. It is also common to feel
relief that they have died. These emotions may be confusing for friends and
relatives of the deceased; they may be unexpected, do not always seem to make
sense and may trigger feelings of guilt. Still, they are common and normal in most
cases.

Interestingly, we are sometimes surprised to discover what a feeling actually feels
like. We might wonder what it would feel like to lose a parent. We might think we
could anticipate how that would feel, then be entirely shocked by the actual
experience. Even professionals who deal with death and dying routinely may be
astonished at how it actually feels when it happens to them. Anticipating a feeling
and feeling a feeling are two very different things.

Some of the emotions of grief are more difficult to deal with than others. Anger,
especially anger felt towards the deceased, may be difficult for some people to
acknowledge within themselves.
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Anger can also be difficult to accept in others. At such times, it may be helpful to
remember the emotion being expressed is just a part of the grieving process and it
is better to get the emotion out than to hold it inside.

Sadness is another difficult emotion. It is not uncommon for concerned family
members to request a sedative (usually for someone other than themselves) when
sadness becomes intense and tears are flowing freely. Actually, weeping is healthy
when intense lossi S e X p e dvdan ®mmere Blirying an emotion merely delays
its expression and may even lead to protracted or complicated grief with more
harmful, long term consequences.

If a person threatens harm to themselves or others in response to their grief, then
they need professional assistance. Barring that, the frank expression of grief is a
good thing and should be encouraged.

The healthiest families are the ones who encourage appropriate expression of
emotion. The emotionally supportive family encourages its members to recognize
and communicate their individual feelings. This allows everyone within that family
to resolve their grief and move on with their lives.

Allowing space for grief

In a normal grief process, every individual jumps around from one stage to another.
Consequently, it is not reasonable to expect that everyone in a family will
experience the same emotion at the same time. In fact, it is seldom that everyone
is on the same page when grieving the loss of a loved one. At any given moment,
one family member might be angry, another in bargaining, another in shock and
still another in acceptance. Then, an hour later, they might all switch emotional
places. It is good to recognize this and allow each other room for individual
expression of grief.

Children and grief

Children should also be included and encouraged to participate in expressions of
grief and loss. They should not be forced to participate, but they should be allowed
to participate if they so desire. Grieving is a part of everyday life and therefore,
good grieving skills should be taught to children by the adults in their lives. For
children to learn good grieving skills, they must be able to see good grieving skills
being practiced around them.
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Shielding children from loss and learning how to cope with it deprives them of the
opportunity to learn how to deal with life.

Children should not be banished from seeing death or dying people. Their
imaginations can and will create far worse images than reality could ever produce.
Reality may be tough to deal with at times, but the imagination can be a lot worse.

How long does grief take?

There is no time limit on grief. How long it takes to grieve a loss can vary greatly
and depends on a wide variety of factors, not the least of which are: The severity of
the loss; the support available to the individual experiencing the loss; and their skill
at working through grief process. Strictly speaking, youn e v e r o V' egresiious
loss. You learn to cope; you learn to integrate that loss into a larger meaning; but
you do not forget.

Sharing loss

Human beings are innately social and need to share at least some of their feelings
in order to process them effectively. Spending time alone is important after
experiencing a loss, but it may be just as important to grieve with someone as well.
The need to recall the stories of our losses is important. It is a normal and effective
way of processing grief.

Some people may find grief support groups to be helpful in accomplishing this task.
Others may pick out a close friend with whom to share their feelings. Still others
might utilize a professional counselor as a sounding board for venting their feelings.
Clergy can be very useful for this purpose, as can prayer and meditation. Hospices
provide grief counselors.

Learning to grieve

It is important to remember that grieving is something we all do from time to time.
Learning to grieve effectively is an important life skill we need to learn and pass on
to our children. It enables both them and us to cope more effectively and to
comprehend the meaning of our world more clearly. When grief is intense, we can
quickly become overwhelmed by the magnitude of our emotions and begin to think
there is something wrong with us; that we are the first and only one to ever feel
this way. We may lose sight of our profound connectedness to the human race and
our commonality of emotion. As we move through feelings of isolation, we can
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expect to feel a need to reconnect with other humans. A time-honored way of
accomplishing this, is to share our story.

There is a time to be alone and a time to reconnect, a time to experience solitude
and a time to be nurtured.

SUMMARY

The real goal of the dying process is to resolve all the events of our lifetime so as to
be ready for the next phase of life. It is a huge task, but the dying process is
designed to help us accomplish this goal.

We are never entirely prepared for the transition of death, even though we
accumulate a great deal of experience with transitions throughout the course of
our lives. Indeed, we each develop our own personal style for coping with
transitions. And yet, when death does arrive, we are overwhelmed by its enormity.

Transitions are essentially periods of accelerated learning and spiritual growth.
Though we find them to be frightening, we long for their benefits; to return Home.

Emily Dickinson, who found poetry in the most common occurrences, said just
before dying:

“Let us go in; the fog is rising."
(Emily Dickinson U.S. poet. 1830-1886)
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