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Foreword

Death is an event that will touch every human being in
this world. Many books have been written on the subject.
Some are highly sophisticated volumes, while others are
simple manuscripts. But all are intended to help us under-
stand what death is about and how we can best deal with it
when the time comes.

This book was written out of the heartfelt experiences of
professional hospice caregivers from various disciplines.
They have watched family members and patients grapple
with the anguish and helplessness that the death and dying
event brings with it.

This book is simply written, but every page offers words
of wisdom that are profound and yet easily understood. There
are explanations for the various changes that occur with ter-
minal illness, and suggestions for practical ways to handle
them. It includes a chapter on grief and bereavement so those
family members can be assisted to go on with their lives
after a loved one has died.

 I found this book very useful, and it should be helpful
for both professional and lay caregivers, as well as family
members and all those who are facing either their own death
or the death of someone they love.

Josefina B. Magno, M.D.
President, International Hospice Institute & College
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Introduction

John Spivey

If you would indeed behold the spirit of death,
Open your heart wide unto the body of life.
For life and death are one,
Even as the river and the sea are one.

Kahlil Gibran1

It is one thing for philosophers to speak loftily, if not
beautifully, about life and death being one. But for many of
us, it is just so many words…until we are actually faced with
death. And when we are, we find ourselves confronted with
emotions we have kept safely at arm’s length. Death has
become a distant reality to most of us in North America.

It is not this way in many other cultures, nor has it al-
ways been this way here. Why is it this way now? I think it is
for two reasons. First, our society has become a culture of
the “moment.” We are encouraged not to live in the past,
and we seldom seriously consider the “hereafter” until its
inevitability becomes the “here and now.”

The second reason is a mixed blessing. Our medical
community has so invested itself in life—sickness and death
are fought with such zeal—that we now enjoy nothing less
than the world’s greatest healthcare system. In our method-
ological high-tech world, death is an opponent. As such, when
some doctors lose a patient, as every doctor will, they feel as
if they have failed. Death represents failure.
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Hospice believes that death is not a failure of medicine.
Lost within all our technology is the concept of a natural

death. “Quantity” of life has become confused with “qual-
ity” of life. Strange though it may seem, when faced with
death today, we must sign a legal document to keep from
being hooked up to some machine. We must ask permission
to be allowed to die naturally, as God intended.

The true failure is that our dying are not being served.
And it is precisely for this reason that Dr. Kevorkian has
arrived. No one wants to see a loved one die in pain. But
because so many are doing so, some have embraced this
pathologist and allowed him to do something that we be-
lieve God did not intend humankind to do.

Hospice represents a positive alternative. But even with
the information superhighway, this news is slow to get out.

“What is hospice?” I asked my father’s physician in De-
cember of 1994. I had been involved in healthcare for over
six years and had never heard of it. At that time, I repre-
sented the other side of medicine—the pharmaceuticals I sold
were developed to prolong life.

My father was dying. I knew that he was sick, but I had
never entertained the idea that he might actually die, that he
might leave my mother, my sisters, and me, never to be
with us again. I did not know how to act, or even how to
feel. But feel I did. I began to ask questions that had not
occurred to me before, questions that this book will explore.
I look back on that time and wonder how I could have been
so unprepared, why the concept was so alien to me. My
ignorance intensified the most emotional time of my life.

As my family struggled to come to terms with a reality
we had never faced, we soon realized that the hospice team
was not there to push us into a program. Simply put, they
were there to walk with us through the most difficult time of
our lives. They alleviated my father’s pain, taught us how to
make him comfortable, offered practical advice on legal
matters, allowed us to voice our anger and fears without
judgment, and prayed with us when we so desired. They
could not take away our pain; they could not solve our fam-
ily squabbles. They just helped.
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An enduring memory is of Henrietta, the hospice nurse,
sitting at the end of my father’s bed as he left us, unobtru-
sive, her head bowed as she prayed. You see, hospice helped
us to understand and accept that this moment was his time
to go. My father died encircled by those he loved, and he
died held by those who loved him. And he deserved, as we
all do, to leave this world in such a way. It was at once the
most painful experience of my life and the most profound. I
have thanked God every day since that I was there with my
family.

Dame Cicely Saunders, the architect of the modern hos-
pice movement, says, “What I do is allow patients to speak
for themselves and to suggest that what we ought to do is to
give them safe conduct.”

No one is suggesting that death is easy or that it was
meant to be easy. It very obviously is not, and for that rea-
son, hospice represents a difficult choice. This is the chal-
lenge we face today—because of its intimate association with
death, many people view the concept of hospice as too de-
pressing. The result is that many are not being reached and
served.

The questions we should ask are: Why do so many of us
find ourselves so unprepared for death and so fearful of it?
Why is hospice such a unique idea in healthcare today? Dr.
Tim Siler, a friend and hospice physician, once said to me,
“It’s ironic that, as a society, we can passionately debate the
merits of physician-assisted suicide and yet, within our own
families, be so uncomfortable discussing our own mortal-
ity.”

Like many experiences in our lives, death is really all in
how we look at it. It sounds simple enough, I know, but
death in our culture is anything but simple, as the stories
herein will show. It is our inclination to avoid that which we
fear and yet, when we face our fears, what do we learn about
ourselves? We can hold death at arm’s length or we can
embrace it. Death is a sacred journey, whether we learn this
in this life or the next. And hospice can be a labor of the
love of many in making that journey.
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It has been my honor to assist this earnest group of
women with their book about hospice. Educating people
about hospice has also been my vocation for over two years
now. I have learned, as have Denise, Cindy, Shelly, Ann,
and Bobbie, that the mission of hospice is, perhaps, more
about life than it is about death.

1Kahil Gibran, The Prophet (New York: Alfred A. Knopf, 1971), p. 80.
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CHAPTER ONE

Death and Dying

Denise Glavan

Now a certain man was ill, Lazarus of Bethany,
the village of Mary and her sister Martha. Mary
was the one who anointed the Lord with
perfume and wiped his feet with her hair; her
brother Lazarus was ill. So the sisters sent a
message to Jesus, “Lord, he whom you love is
ill”…

When Mary came where Jesus was and saw
him, she knelt at his feet and said to him,
“Lord, if you had been here, my brother would
not have died.” When Jesus saw her weeping,
and the Jews who came with her were also
weeping, he was greatly disturbed in spirit and
deeply moved…Jesus began to weep.

John 11:1–3, 32–33, 35



6   Hospice, a Labor of Love

As John said in his introduction, death is a subject most
of us are all too happy to avoid. And why wouldn’t we?
None of us wants to face the inevitability of our mortality or
that of our loved ones. When death occurs, we experience
an array of emotions, none of which are pleasant. For too
many of us today, death is a fearful experience, because it is
the unknown. And with the unknown come questions.

Is there life after death? If there is, where do we go when
we die? What will happen to my family when I am gone?

Consequently, we might deny death or pretend that it
will not occur in our lives. But then, of course, death comes.
And when it does, we find that we do not understand it and
are unprepared to deal with it. How can we equip ourselves,
so that we may have the knowledge and understanding to
deal with this thing called death?

David was my 17-year-old brother. In 1988, he died in a
car wreck. Driving home from work late one evening, he
rounded a corner at a speed estimated to be close to 80 miles
per hour. This was in a residential area where the speed
limit was 35 miles per hour.

He lost control of his car which swerved into a curb. It
slammed into the opposite curb so violently that it broke
the back wheel off. The car then flew into the air, flipped
over, and crashed into a house. My brother was catapulted
from his car and killed.

We will never know exactly why he was driving so fast.
He was young, and like the young, he lived life to the fullest.
On his route home, this particular curve in the road prob-
ably tempted him often. We have speculated that, more than
likely, he continuously “pushed the outside of the envelope”
around this curve in his car. And because of that, he died.

I was 33 years old. I had never experienced the loss of
one so close to me before. I had never experienced this thing
called death at all. I could not believe that this was happening.
Death happened to other people, not to my family and me.

Later, at my parents’ home, a minister came to pay his
respects. As we walked into the dining room, he said to me,
“My brother died in a car wreck too. He gave me the gift of
death. Your brother has given you the same gift.”
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I thought, What? How can you say this to me? If this is a gift,
I don’t want it! I don’t want to hear this. All I could think was,
I’ve lost my precious brother. His death changed me forever. I
began to read every book I could find on the subject. It forced
me to ask questions, to try to uncover some meaning in it
all, but mostly to find an answer to the one question, Why?
My questions eventually led me to hospice.

I met Betty in June of 1994. At the time, I served as
Director of Chaplains at a hospice in Oklahoma City. Betty
was 68 years old and dying of lung cancer. When I first
walked in, she was sitting at the kitchen table smoking a
cigarette. Her oxygen tank was turned off and her nosepiece
was pushed up on her forehead. Though a confirmed smoker,
she understood the dangers of smoking around oxygen.

“Hello. Who are you?” she asked. We began to talk.
During our conversation, she pulled out another cigarette
and asked, “Do you mind if I smoke?”

“No,” I replied.
But she must have read something in my expression

because she asked, “Why should I quit now, Denise? It’s too
late. I’m dying. Why should I quit one of the few things that
still gives me pleasure?”

So began my relationship with this feisty woman. The
next time I saw Betty, she had just returned home from a
weekend trip. She had celebrated the Fourth of July with
her family, and it had been the best time she had had in a
very long while. She had even slept out under the stars. Betty
so loved her family and life. She was less feisty this time,
more reflective of her condition. It was with a sad smile that
she told me, “I doubt that I will see another Fourth.”

Betty’s final wish, her primary goal, was to attend her
granddaughter’s wedding on August 7. But the wedding was
to be held out of state, and she worried that she might not be
healthy enough to go. Still, every time I visited, she would
show me all the different things she had bought for her grand-
daughter. And she would show me what new thing she had
bought for herself. She was so excited!
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On the Wednesday before the wedding, Betty suffered a
multitude of seizures and fell into a coma. Her daughter called
me. When I arrived that day, the entire family was crying.
They had decided they could not leave their “Momma.” The
rest of the party, they agreed, would just have to get along
without them.

This was especially frustrating because Betty’s family was
to be actively involved in the wedding. They were to pro-
vide the wedding cake and decorations. As I counseled with
them, I reminded them how much their mother wanted to
go to this wedding and how important it was to her.

“Do you feel that she would really want all of you to stay
here with her? Do you think she would want you to miss the
wedding?” I asked them.

Tearfully, the family decided that some would go and
some would stay. I said a prayer with them and left as they
made final arrangements. Then I went in and sat down be-
side Betty. For a while, I just watched her peaceful face. And
I thought, You’re such a wonderful woman. How much you have
blessed my life.

Then I began to speak to her, even though I knew she
could not respond.

“God loves you, Betty. He knows how much you want
to go to your granddaughter’s wedding. But sometimes,
things don’t quite work out as we had hoped. Part of your
family is going to go to the wedding for you, as you would
want them to. But some of them want to stay and be with
you.”

 I had no way of knowing whether she heard me or not.
I hoped she had. I said one more prayer and left.

As I drove home, I was overcome with sadness. She will
not be able to go to her granddaughter’s wedding, I thought. She
will not realize her final wish.

Not more than fifteen minutes later, I received a page. I
called back immediately. “Denise!” Betty’s daughter shouted
into the phone. “No sooner had you walked out of the house
than mother sat upright in her bed! She said, ‘Well, I’m ready!
Let’s go to the wedding!’” Now overcome with happiness, I



Death and Dying   9

tried to blink back my tears. The very next day, the family
left for the wedding.

I was anxious to see her after she returned. As we sat
and talked, she excitedly described the wedding.

“Denise, I walked down that aisle with a grandson on
each arm. I made it! Thanks to God, you, and hospice.”

Her daughter then said, “You should have seen her with
her head held high.”

Lung cancer frequently metastasizes (spreads) to the
brain. As this happens, it becomes increasingly difficult for
a person to hold his or her head up for any length of time.
Betty’s condition had progressed to this extent.

“It was a miracle!” her daughter said. “Only days be-
fore, she could walk only with the assistance of her walker.”
All Betty wanted was to attend the ceremony. That she could
do so, head proudly held high, was indeed a miracle.

Ten days later, Betty died. Were it not for hospice, Betty
would very probably have spent her final days in a hospital.
More than likely, she would not have gone to her
granddaughter’s wedding. Hospice gave Betty the opportu-
nity to live and die at home—with dignity, love, care, and
support.

In his book The Hospice Movement, Sandol Stoddard writes,
“The Latin word, hospice, means both host and guest. This,
in itself, is interesting, since it puts the spotlight on a pro-
cess, an interaction between human beings, that was once
perceived as simple and mutual.”1

But what was once perceived as simple and common is
now an experience that is alien to us. Webster’s defines hos-
pice first as a shelter for travelers and second as a homelike
facility for the care of the terminally ill. Today, hospice has
evolved into a concept of care.

Hospice care can be delivered in private homes, nurs-
ing homes, and, on rare occasions, hospitals. Some states
have in-patient hospices. These are facilities provided just
for terminally ill patients. They are homelike places where
patients will reside until they die.
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Ideally, hospice offers the option to remain at home, in
an environment where the patient feels safe and comfort-
able, away from the sterile confines of a hospital. Hospice
tries to establish a setting that gives the terminally ill dignity,
privacy, and some measure of control over the remainder of
their lives.

Stoddard writes, “It is our attitude toward death, I be-
lieve, that has so badly skewed and spoiled our contempo-
rary sense of how persons who are well ought to relate to
persons who are sick. In America…death is un-American.”2

Further complicating matters is the attitude of our medi-
cal culture. Arnold Tony once remarked, “The death of a
patient is perceived as a humiliation and an outrage by the
average physician in our culture; to the nursing staff in an
acute care hospital, it feels like a personal defeat.”

Hospice does not look upon death as a defeat. Hospice
gives “hope in a hopeless situation.” It encourages the ter-
minally ill and their families to come to terms with death. It
helps them say good-bye to each other. Hospice’s hope is to
establish an atmosphere in which the patient and family can
positively deal with their fears and concerns.

Not all terminal patients are appropriate for hospice.
Being “hospice-appropriate” means that a patient under-
stands that he or she is dying, and after being fully informed
of all options, chooses palliative, or comfort, measures only.
There are those who will seek aggressive treatment for their
disease until their last dying breath. Hospice understands
this and does not try to recruit them. This is their choice; it
is their life. We only hope that these patients are informed of
their options.

Ellen, a woman I knew long before I became involved
with hospice, was dying. She was afraid to die. She did not
believe in God and was terrified of what might happen after
she died. As her time drew near, she demanded that the
nurse stay with her. Just before she died, she looked desper-
ately at the nurse and said, “Do whatever it takes, but don’t
you dare let me die!”

Ellen was never made aware of the option of hospice. If
she had been, things might have been very different for her.
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In our society, we strive to maintain our youth. Life is
for the living! In advertisements, we might hear, “Create the
body you wish to have! Call today for a free consultation!”
We encourage the mentality that youthfulness is all-important,
while the not-so-subtle message is that old age and death are
to be avoided at all costs.

When we find that we have a terminal illness, like Ellen,
we beg to be saved—no matter what, no matter the cost. And
when our doctors cannot save us, even when death is inevi-
table, we lash out in fear and anger. With our emphasis on
youth and perfection, we have set ourselves up for failure.

We have lost sight of the fact that death is a part of life. It
is going to happen. At some point, we are going to die. No
one is exempt. All we can do, even with our technology, is
postpone death for a while and try to improve the quality of
life we have remaining.

Hospice deals with this stigma of death daily. It is our
ongoing dilemma that so many are unprepared for death.
We have a right to die with dignity, surrounded by those we
love. We have a right to compassionate care. We have a right
to die free of guilt. We have a right to have some measure of
control over our final days. Hospice strives to create this
environment.

Those who work in hospice are frustrated that so many
wait until they have days, perhaps hours, left to live before
they seek our services. Even when this happens, we can help,
but too often, all we can really offer is crisis management.
We cannot adequately perform the mission of hospice.

We understand that if you, or someone you love, were
told that you had only six months to live, it would frighten
you. Why wouldn’t it? Who wants to admit that they are
close to death? And so one of our first reactions is anger,
anger that we are even sick at all.

Sandol Stoddard writes further, “We have begun to real-
ize, I believe, that the enemy all along was not death, but
our own unwillingness to incorporate its reality into our con-
sciousness.”3  So we avoid hospice as if it were a plague, as if
it were the problem.
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 The Hospice Medicare Benefit serves those with a life
expectancy of six months or less. This does not mean that a
terminally ill person will die in six months, only that, given
the natural progression of the disease, death might occur in
that time frame. Of course, only God knows exactly when
the moment of death will come. Hospice gives us the blessed
opportunity to be a part of someone’s life…and death. As
Stoddard so eloquently writes, “Death is a hospitable act.”4

Hospice is true holistic care. We are a team of physicians,
nurses, home health aides, social workers, chaplains, bereave-
ment counselors, and volunteers all ministering to the physi-
cal, emotional, and spiritual well-being of the terminally ill
person and his or her family. Hospice nurses are on call
twenty-four hours a day. The social worker, chaplain, and
volunteer visit on a regular basis, if so desired.

Hospice tries to establish an atmosphere of love and sup-
port for the family and friends as they walk this “sacred jour-
ney.” Sometimes, this team becomes the family, so that the
dying will not be alone.

Norman Vincent Peale shares a beautiful story about life
and death:

Now, if a baby still within his mother’s womb could
talk, he might say, “This is a wonderful place. It’s
warm. I’m fed. I’m taken care of. I like it here.” And
if someone said to him, “But you cannot stay here.
You must move on. You’re going to die out of this
place, for you are going to another world.” That baby
would then look upon the process of birth as if it
were death, since it would be the end of the world
he knew.

But look what happens now! He is cradled in
loving arms. Everybody loves him, and he comes to
love this world too. It’s even better than the one in
which he once had been. He learns to crawl, walk,
run, laugh and play. He grows. He marries and has a
family. And he grows older. One day he is told,
“You’re going to die.” He protests, “I love this world.



Death and Dying   13

I love my wife and children. I don’t want to die.”
But he does die to this world, and then he is born
into the next.

And look what happens! Once again, there are
loving faces to greet him. He is surrounded by mu-
sic sweeter than he has ever heard. He cannot be-
lieve this new world for it is even better than the one
he had left. And he says, “Why was I so afraid of this
thing called death, when, as I now know, it is really
life instead?”5

Why was I so afraid of this thing called death?
I was afraid because, for me, it was a dark, unknown

thing, something with which I had no experience. And I
had made no attempt to face it in my life until it faced me.
Death took my brother and did not afford me the opportu-
nity to say good-bye. For that reason, I will always wish to
see his smile, to touch his hand, and to hear his laughter
once again.

As you read this book, you will look at death…and life.
These two certainties go hand in hand—death is a part of
life. Hospice can give hope in a time where there is none.
Hospice walks with the terminally ill and their families
throughout this sacred journey.

It is our hope that the strategies and methods described
here will equip you to deal with death and its many issues
along the way, into the here…and after.

1Sandol Stoddard, The Hospice Movement (New York: Vintage Books, 1992),
p. 4.

2Ibid., p. 6.
3Ibid., p. 8.
4Ibid., p. 7.
5Norman Vincent Peale; source untraced.


