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Introduction

When diagnosed with cancer, many Chinese do not have enough information and support to cope
with their disease. This situation can be especially true for terminally ill patients who often are
unprepared to face issues that significantly affect their quality of life. Issues such as talking with
your family and doctors; writing down your wishes for care and dying in an Advance Health Care
Directive; knowing about hospice care and ways to manage pain; recognizing signs of the end of
life; understanding grief and bereavement; and securing the true hope one might have at this stage
of life.

Herald Cancer Care Network worked with local healthcare professionals and community
volunteers developed the following materials to help improve the quality of life for Chinese cancer
patients and their family members. We hope this booklet will enhance your ability to prepare for
what lies ahead, so that the care you receive at the end of life reflects your wishes and brings you
and your family peace of mind.

The following materials are divided into seven chapters; each chapter provides an overview of the
subject:

Chapter 1 Talking with Your Family and Doctors

Chapter 2 Writing down Your Wishes — Advance Health Care Directive
Chapter 3 Understanding Hospice Care

Chapter 4 Managing Cancer Pain

Chapter 5 Approaching the End of Life

Chapter 6 Understanding Grief and Bereavement

Chapter 7 The True Hope

We hope this booklet can also be used by health professional to communicate quality-of-life issues
affecting cancer patients and their family members.
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Chapter 1

Talking with Your Family and Doctors

Why is it so hard to talk about end-of-life issues?

Talking with loved ones about our thoughts and feelings on death and dying can be difficult. Some
people prefer to avoid this topic, believing that thinking or talking about the end of life is
depressing, morbid or even tempting fate. This conversation can be particularly difficult for
Chinese who often hold their emotions inside and are uncomfortable talking about their feelings.
Some may see a cancer diagnosis as the result of something they did or did not do.

Why is it important to have these conversations?
Even though it can be hard to share your thoughts with family members and doctors about how you
would want to live the last phase of life, there are two important reasons for doing so:

e Helping your loved ones and doctors understand your views is the best way to make sure
you receive the kind of end-of-life care that reflects your values and beliefs.

e Expressing your views can relieve a tremendous burden on your family if they have to
make end-of-life decisions on your behalf.

The Western health care system emphasizes personal autonomy — the right of the patient to
consent to or refuse treatment. With autonomy comes the responsibility to consider all the options,
and when acting on behalf of a loved one, to make decisions based on the patient’s personal values.
People are helped most in that decision-making process when they know their family member’s
beliefs.

For Chinese this issue can be particularly challenging because decisions of the whole family are
often considered more important than the wishes of the individual patient. Whereas some
healthcare professionals know and respect this, others may not be aware of the cultural traditions.
Therefore, it is important for patients to share their views with their doctors and family.

When is a good time to have these conversations?

There are several opportunities to begin talking with your family and doctors about your views on
death and dying. Don’t wait until you are ill to have these important conversations. You can help
shape the dying process by discussing your views in advance of a crisis. Start conversations when:

e You are healthy
e You’ve been diagnosed with cancer
e You are facing difficult decisions about end-of-life care

Good communication and shared decision-making are important ways to obtain end-of-life care
that will bring peace of mind to you and your family. For helpful tips on beginning these
conversations and becoming more comfortable talking with your family and doctors about your
illness and your wishes for end-of-life care, please continue.
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When You are Healthy

Why should I talk about end-of-life issues when I’m healthy?

Often it is easier to think about important issues when you don’t need to make immediate decisions
or aren’t under emotional stress. It’s good to know that your loved one understands your wishes
should you become unable to speak for yourself. If you become his decision-maker, you don’t
have to guess what he wants; you are prepared to act based on what you know. Finally, if you and
your family have different views, talking in advance can help avoid family conflict.

How do I start this conversation?

Often the subject arises when a close friend or relative dies. Or you can use current events as a
springboard; news coverage about a celebrity’s death, books, movies, and TV shows all can
stimulate conversation. First, reflect on the way others lived their last days, and think about your
own views. (Helpful exercise: complete Personal Reflection survey in the end of Chapter 1.)

What do | say to my loved ones?
Sharing your views with your family is important. Sometimes it’s easier to raise the subject by
talking about other people’s experiences, for example:

o “Were you surprised to learn that Joe’s family stopped the treatment for his cancer?”

e “Susan said the hardest part was watching her father die hooked up to machines, unable to
tell her what he wanted. I’m afraid | would be in the same situation if that happened to
you.’,

During these conversations, listen to the responses of your loved one. Ask him why he feels the
way he does, what experiences influenced his views. Assure your loved one that you respect his
views whether you agree with them or not and will do all you can to make sure he receives the
end-of-life care he wants. (Helpful exercise: ask your family member to complete the Personal
Reflection survey and talk with him about it.)

It is never too early to begin these discussions. Your life experiences may change your views and
values, and affect the decisions you make. If you have a change of heart, make it known. And most
importantly, keep talking about these issues over time.

How can I make my wishes legal?

Writing down your wishes may bring you an added sense of security. You can communicate your
wishes—and appoint someone to make decisions for you if you are unable to make them
yourself—in an Advance Health Care Directive form, a legal document that outlines your wishes
about death and dying. (For additional information, see Chapter 2.)

Should I also be talking to my doctor about my wishes?

When it comes to your values, health care choices and end-of-life decisions, you are the expert.
And when it comes to your medical condition, your doctor is the authority. It’s easy to see then
why building a partnership between patient and physician is vital. You may want to schedule an
appointment to talk to your doctor about your views on end-of-life care, and make sure your doctor
has a copy of your Advance Health Care Directive in your permanent medical record.
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When You’ve Been Diagnosed with Cancer

What should I ask my doctor about my illness?

First, ask yourself “how much do | want to know?”” Some people feel much better when they know
all the facts about what is happening to them. Others find it disturbing to know all the details of
what’s happening to their bodies and what different treatments are designed to do. After you have
identified what you want as a patient, the next step is to communicate with your doctor. Here are
some specific questions your doctor can answer for you in most situations:

What treatment do you recommend?

Are there other treatments available?

What are the benefits of the various treatment options? What are the risks?
How should I expect to feel during treatment?

What are the possible side effects?

How long will this treatment phase last?

Be sure to ask your doctor to explain things you don’t understand and spell unfamiliar words. Take
notes or bring a family member with you to your medical appointment to help you recall what the
doctor said. This also provides a way to share information about your illness with family so they
can better understand and help with decisions, if needed.

What other things should | talk about with my doctor?

e Who else you want to get information about your condition, perhaps a spouse, son,
daughter, or friend.

e What issues are important to you as you begin treatment, for example, how your disease or
treatment will affect your ability to work or care for your family?

e What to do when you have questions. Some doctors have a special time for call backs. You
also can contact the Herald Cancer Care Network at 1-888-663-8585 or Website at
cancer.cchc.org.

Although you cannot change your cancer diagnosis, you can make informed decisions about your
treatment when you have reliable information and communicate with your family and doctors.

When should I tell my family and friends about my condition?

Only you know the right time and words to use to tell your family and friends. When you are ready,
tell them what is going on. Sooner or later they will learn that you have cancer and may feel hurt or
left out if you haven’t told them. They also may need emotional support at this time.

What should I tell them?

e Don’t be afraid to educate people about what’s happening to you. Explain what kind of cancer
you have, and if you are comfortable doing so, what treatments will be necessary.

¢ Reassure them that cancer is not contagious.

o Ifitis possible for your cancer to be cured or go into remission, let them know that this
diagnosis is not necessarily a death sentence.

o If people offer to help, be specific about what you need, for example, help with household
chores, cooking or shopping, someone to come Visit, etc.
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What reactions should I expect?

When people learn of a cancer diagnosis, they react quite differently. Some family members and
friends might be ready to talk about your cancer before you are. If so, thank them for their concern
and tell them you are not ready to talk yet. Others may feel uncomfortable talking about your
cancer because they don’t know what to say or how to act. Some friends may act awkward and
distant, while others may even be too intrusive or seem overly helpful. Remember that this is a new
situation for both you and them. Not everyone has faced cancer before, and even those who have
may not understand as much as you do about your individual condition.

After hearing the news of your diagnosis, family and friends may offer practical help such as
helping with household chores, cooking or shopping. Often people may be looking for clues from
you about what behavior is appropriate. They might call to see how you are and ask that you let
them know if there is anything they can do to help. You may find it helpful to keep a running list by
the telephone so when someone offers you can say exactly what you need. If you enjoyed a
physical activity like walking or other hobbies before your cancer diagnosis, remind your friends
that you still enjoy those activities. But don’t be afraid to tell someone you don’t feel up to these
activities at a particular moment. They’ll understand.

When You are Facing Difficult Decisions About End-of-Life Care

If faced with having to make difficult decisions now about end-of-life care—for yourself or a
loved one—there are things you can do to make sure the last months, weeks or days of life fit with
your or your loved one’s values about living and dying.

What should I ask the doctor?

The first step is to understand your or your family member’s current medical condition, as well as
what may come later. If you are the patient, or the decision-maker for the patient, you will want to
ask the doctor:

o Isitstill possible to cure the disease or illness?

e If no cure is possible, what are the chances for any improvement?

e Given the current condition, what do you expect in the next few months? In the next few
weeks?

e Are other medical problems likely to arise?

What if our family never talked about death and dying and now my family member can’t
tell us what he wants?

If you don’t know your loved one’s wishes, you can begin by thinking about how he might feel
about his quality of life now. Consider:

Is he able to enjoy the simple pleasures of life?

How much discomfort is he now experiencing?

Is he able to talk or respond to others, especially family members?

Does his medical treatment fit with his cultural values and religious beliefs?

When the time comes, judging a loved one’s quality of life can be difficult. Even if you believe
your family member would not want to continue having life-sustaining measures, it can be hard to
let go. You may feel guilty that you have not done everything you can or you may worry about
money problems. There may be unsettled family issues that affect your feelings. Talking with
other family members, a pastor, a spiritual leader or a counselor may help you with these concerns.
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Personal Reflection Survey
(check all the answers that apply)

1. Who died in your first personal
experience with death?

00000 D 00D

Grandparent/great-grandparent
Parents

Spouse

Brother or sister

A child

Other family member

Friend or acquaintance
Stranger or a public figure
Animal or pet

2. When you were a child, how was
death or dying talked about in your
family?

O

a
]
]

Openly

With some sense of discomfort
As though it were a taboo subject
Do not recall any discussion

3. What does death mean to you?

a
a

The end; the final process of life
The beginning of a life after death;
a transition, a new beginning

A kind of endless sleep; rest and
peace

End of this life, but survival of the
spirit

Other (specify):
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4. What about your own death

concerns you most?

o | could no longer have any
experiences.

o | am afraid of what might happen
to my body after death.

o | am uncertain about what might
happen to me if there is a life after
death.

o | could no longer provide for my
family.

o It would cause grief to my family
and friends.

o There would be some things left
undone.

o | have no concerns about my
death.

a Other (specify):

What about the process of dying

concerns you most?

o It would be long and painful.

o Being a financial burden to my
family

o Causing my family to suffer

o Being dependent on others to care
for me

o Losing control of my mind and
body

o | am not concerned about the
process of dying.

o Other (specify):




6. How large a role has religion

played in your attitude toward
death?

A very significant role
Influential, but not a major role
A relatively minor role

No role at all

O

00 0o

If you were told that you had a
limited time to live, how would you
want to spend your time until you
died?

o | would pursue personal pleasures
(travel, adventure, chocolate).

o | would prefer being alone:
reading, thinking or praying.

o | would shift from my own needs
to a concern for others (family,
friends).

o | would try to tie up loose ends.

o | would try to do one important
thing.

o | would make little or no changes.

o Other (specify):

o Yes, I would prefer to die second
and outlive my spouse/partner.

o No, I would rather die first and
have my spouse/partner outlive
me.

o It doesn’t matter to me.

o This question doesn’t apply to me.

If you had a choice, what kind of
death would you prefer?

o Sudden, unexpected death

Quiet, dignified death

Death in the line of duty

Death after a great achievement
There is no “appropriate” kind of
death.

Other (specify):

a
a
a
a

O

. What is one thing you would want

to say to someone special before
you die?

8. If or when you are married or have
a long-term partner, would you
prefer to outlive your
spouse/partner?

Source: Questions based on Edwin
Schneidman’s You and Death: An Exercise
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Chapter 2

Writing Down Your Wishes -- Advance Health Care Directive

What is an Advance Health Care Directive?

The Advance Health Care Directive is your written or oral instructions to caregivers about which
specific medical treatments you do or do not want performed in situations where you are not able
to speak for yourself — for example, if you are unconscious, in a coma, too ill to communicate your
wishes, or when you have chosen someone you trust to make these decisions for you.

By law, you have the legal right to provide these instructions to caregivers or an agent whom you
choose while you are capable of doing so. If you choose an agent to make these decisions for you,
that person’s responsibility is to make sure your wishes are carried out.

The Patient Self-Determination Act requires health care facilities that receive Medicaid and
Medicare funds to inform patients of their rights to execute an Advance Health Care Directive.

Why do | need an Advance Health Care Directive?
There are several reasons why it is helpful to complete an Advance Health Care Directive:

You will ensure your right to communicate the care you want and do not want.

Your wishes for care will be clearer to your loved ones and to those treating you.

It will reduce uncertainty and conflict among your loved ones about what should be done.

It will lessen anxiety and guilt for loved ones and caregivers who may have to make

life-and-death decisions regarding your care.

e It may lessen your and your family’s financial burden by avoiding the cost of unwanted
treatments.

o It will reduce any fear you might have about being “over-treated.”

¢ Ifyou want, you can also give instructions regarding the donations of your organs after you
die.

An Advance Health Care Directive form and instructions are available from your health care
providers, including health care services, hospitals, nursing homes, or hospice organizations. Or,
you may contact the Institute of Healthcare Advancement at 1-800-434-4633 to request an
English/Chinese version of the “California Advance Health Care Directive” or download a free copy from
their website: http://www.iha4health.org/index.cfm/MenultemID/266/MenuSublD/201.htm. You may
also contact the Aging with Dignity at 1-888-594-7437 to order “5 Wishes” form in English and
Chinese.
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Chapter 3

Understanding Hospice Care

What is hospice?

Hospice provides comfortable and compassionate care for people who are terminally ill. Hospice
is a type of care you may choose when cure of your disease is unlikely. People may chose hospice
when they no longer wish to receive treatment aimed at cure and prefer comfort care for the last
months of their lives. Sometimes hospice is an actual place for a patient to stay, but most of the
time it is care for patients at their homes. Hospice helps people live as fully as possible with dignity
and provides support to family and friends of the patient during the dying process, at death, and
after death has occurred. Hospices respect different cultures; therefore, it is important to
communicate your needs clearly to your hospice staff so they can do their best to carry out your
wishes.

What services would I receive from hospice?
Hospice provides a well-trained team of health professionals and volunteers on call 24 hours a day,
seven days a week to offer the following services:
e Anurse to keep the patient comfortable by helping control pain and other symptoms, and to
teach family members how to safely care for their loved one;
e A home health aide to help with personal care;
e A social worker to help the patient and family ensure their wishes are honored by
caregivers, and to support them in any way possible;
e A chaplain to help with spiritual issues or to connect the patient with his or her own church
or religion;
o Volunteers to stay with the patient when the family has to leave the house to take care of
business;
e Medical equipment, supplies and medications related to the terminal illness;
e Bereavement services after death to help adults and children in the family through their
grief.

How do | pay for hospice services?

Patients with Medicare or Medicaid insurance, and usually other private insurance, are entitled to
hospice care. You can ask your doctor or call a local hospice organization to ask about the details
of these benefits. Many non-profit hospices will cover services even if you don’t have insurance
and can’t pay for it. When looking for a hospice, it is important that you make sure it is certified by
Medicare and Medicaid; and that it has a Hospice License. That will ensure that the care team is
following the national standards for quality care. A list of local hospice agencies can be found in
the Hospices section of your local telephone Yellow Pages.
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Chapter 4

Managing Cancer Pain

Having cancer does not always mean having pain. However, for those with pain, there are many
different types of medicines and non-medicine methods that can relieve pain. You and your family
members do not need to accept pain as a normal part of having cancer.

In fact, it is important to tell your caregivers when you have pain. Not only is pain easier to treat
when you first have it, but pain can be an early warning sign of side effects of your cancer or your
cancer treatment. Together, you, your nurse and doctor can talk about how to treat your pain. You
have a right to pain relief, and you should insist on it.

When pain is not treated properly, you can become tired, depressed, angry, worried, lonely and
stressed. When pain is managed properly, you can enjoy being active with family and friends,
you’ll sleep and eat better, you can enjoy sexual intimacy, and you can prevent depression.

Research has shown that patients from certain cultures, including Chinese, sometimes prefer to
tolerate pain as a part of their illness due to long-standing traditions. For others, there is concern
about choosing a traditional medical method over an alternative method of pain management. It is
important to note that much can be done to incorporate Western and non-Western methods of pain
management. Your medical team can work with you to develop a pain management plan that’s
right for you. This can be done with cultural sensitivity to achieve the highest level of comfort
possible without taking away traditional approaches. However, you should never attempt to treat
your own pain with a Western or non-Western method without your doctor’s knowledge.

Here are some important concepts regarding cancer pain management:

e Managing your pain can improve your quality of life.

e Many strategies, both traditional and non-traditional, are available for the management of
pain.

e Your medical team is your ally in pain control; let them know when you are not
comfortable.

e People who take cancer pain medicines rarely become addicted to them.

Cancer Pain Management

How do | begin to get my pain under control?

The first step in developing a plan is talking with your doctor, nurse and pharmacist about your
pain. You need to be able to describe your pain to your health professionals as well as to your
family or friends. You may want to have your family and friends help you talk to your health
professional about your pain control, especially if you are too tired or in too much pain to talk to
them yourself.

Using a pain scale is helpful in describing how much pain you are feeling. A common pain scale is

from 0-10—try to assign a number from 0-10 to your pain level. If you have no pain, use a 0. As
the numbers get higher, they stand for pain that is getting worse. A 10 means the pain is as bad as it
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can be. You then can tell the nurse or doctor how bad your pain is (e.g. “My pain isa 7 on a scale of
0-10.”)

You may find it helpful to keep a record or a diary to track the pain and what works best to ease it.
You can share this record with those caring for you. This will help them figure out what method of
pain control works for you.

What types of pain medicine are available?

The type of medicine and the method by which the medicine is given depend on the type and cause
of pain. For example, constant, persistent pain is best relieved by methods that deliver a steady
dose of pain medicine over a long period of time, such as slow release oral tablets or a skin patch (a
patch placed on the skin that releases a small amount of medicine continuously).

e For mild to moderate pain -- Nonopioids such as acetaminophen and nonsteroidal
anti-inflammatory drugs (NSAIDS) including aspirin and ibuprofen can be used. You can
buy many of these over the counter without a prescription. For others, you need a
prescription. Check with your doctor before using these medicines. NSAIDS can slow
blood clotting, especially if you are on chemotherapy.

e For Moderate to Severe Pain -- Opioids (also known as narcotics) such as morphine,
fentanyl, hydromorphone, oxycodone, and codeine can be used. You need a prescription
for these medicines. Nonopioids may be used alone with opioids for moderate to severe
pain.

e For Breakthrough Pain -- Rapid-onset opioids such as immediate-release oral morphine
can be used. You need a prescription for these medicines. Short-acting opioids, which
relieve breakthrough pain quickly, need to be used with a long-acting opioid for persistent
pain.

e For Tingling and Burning Pain — Antidepressants such as amitriptylines, nortriptyline and
desipramine can be used. You need a prescription for these medicines. Taking an
antidepressant does not mean that you are depressed or have a mental illness.

Can | become addicted to my pain medicine?

Fear of addiction may prevent people from taking their medicine, or it may cause family members
to encourage them to “hold off” as long as possible between doses. Even though addiction is a
common fear, people who take cancer pain medicines as prescribed by their doctor rarely become
addicted to them.

Addiction is defined by many medical societies as uncontrollable drug craving, seeking and use.
When opioids, the strongest pain relievers available also known as narcotics, are taken for pain,
they rarely cause addiction as defined here. When you are ready to stop taking opioids, the doctor
gradually lowers the amount of medicine you are taking. By the time you stop using it completely,
the body has had time to adjust. Talk to your doctor, nurse or pharmacist about how to use pain
medicines safely and about any concerns you have about addiction.

What are common side effects of pain medicines?

e Some pain medicines can cause you to feel sleepy when you first take them. This feeling goes
away usually within a few days. Sometimes you become drowsy because, with the relief of the
pain, you are now able to catch up on the much-needed sleep you missed when you were in
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pain.

e On occasion, people get dizzy or feel confused when they take pain medicines. Tell your
doctor or nurse if this occurs. Changing your dose or type of medicine will usually solve the
problem.

e Some medicines can cause constipation, nausea and vomiting, or drowsiness. Your doctor or
nurse can help you manage these side effects, which usually go away after a few days.

e Many side effects can be managed by changing the medicine, dose or times when taken.

Remember, pain should be treated early and stronger medicines should not be saved for “later” in
the illness. It is important to take whatever medicine is needed at the time. Your body may become
used to the medicine you are taking, so you may need to change your dosage or the type of
medicine taken.

Are there other ways to control pain besides or in addition to medication?

Non-drug treatments for pain are now widely used to help manage cancer pain. There are many
techniques that are used alone or along with medicine. Some people find they can take a lower
dose of medicine with such techniques. These methods include: relaxation, biofeedback imagery,
distraction, hypnosis, skin stimulation, transcutaneous electric nerve stimulation (TENS),
acupuncture, exercise or physical therapy, and emotional support and counseling. But remember to
always consult with your doctor before beginning any type of complementary therapy.

How can | learn about these complementary therapies?

You may need the help of health professionals—social workers, physical therapists, psychologists,
nurses, or others to learn these techniques. Family and friends can also help. To find names and
numbers of practitioners who specialize in, and organizations knowledgeable about, these
techniques:

e Talk with your doctor or nurse.

e Contact a local hospice, cancer treatment center or pain clinic.

e Contact the American Pain Foundation at 1-888-615-7246 or visit
www.painfoundation.org.

e Visit your local bookstore or library.

e Contact the National Center for Complementary and Alternative Medicine at
1-888-644-6226, visit their website nccam.nih.gov or via email at info@nccam.nih.gov.

Before using any complementary therapies, please consult your physician. It’s important to note
that some complementary therapies may interfere with the results of traditional medical treatment.
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Chapter 5

Approaching the End of Life

When the end of life is approaching, comfort care and quality of life are extremely important for
the patient and the family. At this time the physician, nurse or hospice team will work closely with
the patient and family to ensure that the patient’s wishes are understood and honored.

Each family and culture approaches the end of life differently. Some Chinese families prefer to
handle this time very traditionally. Often Western practitioners will need to be told about the
patient’s Chinese values to more fully understand them and help honor them. It will be important
for the patient and family to have access to choices about death and dying, and to make their
wishes known.

There are many changes in the body and mind near the end of life. Every person brings his unique
experience to this last stage of human life. Families are also very different in the way they react to
losing a loved one. There are always many different emotions and feelings to deal with. Doctors
and nurses, as well as hospice care teams, can help the family with advice during this time, and
help determine what is a natural part of the dying process versus what is a problem requiring
intervention.

Signs Near the End of Life and What to Do after A Loved One Dies

What changes might | notice as my loved one approaches the end of life?
Some of the expected changes include:

e Withdrawal -- Some people tend to withdraw from friends and family, and the world
around them. This turning inward may be part of the preparation for death.

e Changes in Appetite -- As the body begins to decline, often the patient is very intolerant of
eating and drinking, as if it is not important anymore. This is usually very difficult for
families to deal with, as eating and drinking are associated with continuing to live. It is
particularly important to watch for difficulty swallowing. At this time, the nurse or doctor
will give advice to assist you in best honoring the wishes of the patient.

e Sleeping More -- General physical decline and increased sleeping are very natural for
people close to death. If the person appears comfortable and sleep is peaceful, it is a normal
process.

¢ Disorientation -- Sometimes people become disoriented near the time of death. As physical
changes occur, they have an impact on mental alertness. It is important for the family to
clarify whether it is part of the dying process or a possible issue related to medication. Your
physician or hospice nurse will help you with these questions.

e Confusion and Hallucinations -- some people appear to be confused or hallucinating near
the end of life. This is very common and appears to be part of the dying process for some. It
IS again important to check in with your physician or nurse regarding any confusion or
hallucinations.
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¢ Incontinence -- Near the end of life some people experience incontinence of bowels or
bladder or both. It will be important for the family providing direct care to be educated in
caring for an incontinent loved one. They will have special personal hygiene requirements
that your nurse can instruct you to deal with.

e Other physical changes related to dying -- Changes in breathing patterns, slowing of
circulation with color changes and body temperature variations are all a normal part of the
dying process. It is helpful to confirm the onset of these changes with a medical or nursing
professional.

What will I see if I am with my loved one when he dies?
At the time of death, breathing and heartbeat stop. The patient will quickly have color changes in
the face, and the extremities will become very pale. Eyes may or may not be open.

What do | do when my loved one’s breathing and heartbeat stops?
First, it is very important that your loved one has discussed with the doctor whether he or she wants
to be resuscitated or not.

If your loved one is not a hospice patient and dies at home you should do the following:

¢ If you know that your loved one does want to be resuscitated, call 911 immediately.

e If you know that your loved one does not want to be resuscitated, do not call 911. Call the
doctor and then call the mortuary. If possible, it helps to have a mortuary selected in
advance of the death. They will come and pick up your loved one. If you have certain
cultural customs at the time of death concerning the removal of the body, be sure to let the
mortuary know this.

If your loved one is a hospice patient and dies at home you should call the hospice service and let
them know that the patient has died. They will offer to make a visit to provide comfort and
emotional support to survivors, assist in the removal of the body, and make calls to the physician,
mortuary or other service providers that may be involved.

If the patient is in a hospital or a nursing facility, it will be important to communicate to the staff
how involved and informed you would like to be in the care of the patient near and at the time of
death. Some families prefer to stay at the bedside of a dying family member and others do not
want to be present. There is no right or wrong way to feel.

Most hospitals and nursing homes will assist in any way possible to ensure that the needs and
wishes of the patient and family are honored and that support is given in a way that is appropriate.

When death occurs in the hospital, the nurse caring for the patient will notify the physician in
charge and will assist and provide condolences to family members. Often the hospital chaplain or
members of the patient’s faith community are encouraged to provide support at time of death. In
some hospitals, physicians may make a visit, or the resident physician in the hospital will assess
the patient to determine that death has occurred. In some facilities this is done by the nursing staff.

The nursing staff will prepare the patient’s body for removal. Nurses or attendants may remove

equipment and clean and bathe the patient. Occasionally families like to participate in this care
and appreciate this process as another act of comfort to bestow on the person who has died.
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There are instances when families wish to keep the body in the hospital room for a while, until
other family members arrive to say goodbye. Each facility has its own policy regarding these
matters. Most will try to accommodate families as much as possible during this very emotional

time.

It is very important to try to communicate as clearly as possible to the staff. This will allow them
to honor your loved one’s wishes and your own during this difficult time.
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Chapter 6

Understanding Grief and Bereavement

What is grief?

Many people who have experienced the illness and death of a loved one have felt unprepared for
the physical and emotional pain that followed their loss. Yet grief is a normal reaction to the loss of
a loved one and affects every part of life. Mourning is the emotional expression of grief necessary
for healing to occur. Rituals may help some Chinese cope with their grief, particularly since many
find it difficult to talk with others about the sadness of losing a loved one.

Does everyone react the same way to their loved one’s death?

While grief affects each person differently, there are identifiable physical and emotional reactions
as well as thoughts and behaviors that often occur after a death (as noted by Dr. Elisabeth
Kubler-Ross).

e Denial — Functions as a buffer after a shocking experience. It is seen as a necessary stage to
protect you from taking in the full shock all at once. However, this is a temporary stage and
in healthy mourning must pass in order to continue the grieving process.

e Anger — Denial may be replaced by anger, rage, envy, and resentment. In contrast to the
safe feeling of denial, this stage often feels out of control and difficult to cope with for the
one grieving.

e Bargaining — This is an attempt to postpone or trade the death for something else. It is often
connected with a person feeling guilt about something. For example, “I promise to give up
drinking if my wife could just come back to life.”

e Depression — This may result from the feelings of helplessness, loss of hope, sadness,
and/or being in a “limbo” state. It is associated with deep sorrow, withdrawal from life and
inner preparation for one’s own death or that of the loved one.

e Acceptance — Given enough time and support, an individual will reach the stage of
acceptance of the loss. Dr. Kubler-Ross states that those who do best are ones who are able
to express their anger, cry in their grief, and share their fears and feelings with someone
who can quietly listen.

It is important to remember that not everyone experiences these stages in the same order since all

people grieve in their own way. You may also move back and forth between stages or be in two or
three stages at the same time.

Coping with Grief

How can | cope with grief?

e Accept yourself, your pain, your emotions, your own way of healing, and your own schedule
for doing so. To cry, to experience your pain and express it, is a sign of strength and love, and
is necessary for healing.

e Love and cherish yourself now more than ever because your loss is real and your loved one
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cannot be there for you. This means taking care of yourself, giving yourself rest, nourishment,
exercise, and small, physical pleasures — hot baths, naps, favorite foods — that may help you to
replenish yourself.

Talk about your grief, your memories, and your experience of the life and death of your loved
one. Do not protect your family and friends with your silence. Find a friend who can listen to
you without judging or criticizing your thoughts or feelings. Even though they may mean to be
helpful, do not talk about your grief with people who continually tell you that you should stop
mourning.

Allow yourself to experience and to talk about your painful grief feelings — anger, guilt,
sadness, anxiety, helplessness, loneliness and yearning. Remember that your anger and guilt
are normal reactions to loss. Compassion and forgiveness for yourself and others is important
to healing.

Accept whatever comfort you get from pictures and other reminders of your loved one, as well
as comfort you might get from sensing the presence of your loved one.

Accept your need to ask the question “why” over and over again. More importantly, accept
whatever answers you come with at the moment, no matter how incomplete or unsatisfying.
With time you will work to higher levels of understanding.

If the memories of other losses, separations and deaths occur to you, talk about them. Grief
accumulates and it is not unusual for past losses to re-emerge when there is a new one.

Try to maintain your basic style of life. Avoid major changes like moving, changing jobs,
altering important relationships — especially during the first year after your loved one’s death.

Initially, give yourself permission to live a day at a time. Have small goals for yourself that will
keep you occupied but will avoid frantic activity. When you are ready, plan to do things that
will give you something to look forward to — seeing friends, going to a movie, taking a day trip,
going bowling, golfing, etc. Don’t be surprised if at first your enjoyment of these activities is
not the same as it had been before the death. This is normal.

Always remember that your grief will not always be so painful and that you will re-establish
your life again. Talking with others who have already gone through this experience, joining a
group of others who are mourning, helping someone else who is new to grief are all ways you
can maintain your own hope while helping yourself and others to cope with their loss.

Avoid relying heavily on medications, alcohol, or other drugs to deal with the pain of your loss
and grief. These may delay your grieving process, not resolve it. If you feel troubled by your
grief do not hesitate to get professional help from a trained counselor or clergyman.

If faith is part of your life, express it in ways that seems appropriate to you. Allow yourself to
be around people who understand and support your religious beliefs. If you are angry at God
because of the death of a loved one, realize this feeling as a normal part of your grief work.
Find someone to talk with who won’t be critical of whatever thoughts and feelings you need to
explore.
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When does grief end?

The process of grieving is a back and forth, up and down process. There will be times of feeling
good when you will think the worst is over, followed by periods of the old feelings of extreme
sadness, despair, or anger. Gradually, the good periods will become longer and longer and the
painful periods shorter and shorter.

You will know your grieving has reached a point of acceptance when you can remember your
loved one perhaps without the wrenching pain that you initially experienced, and also when you
find yourself emotionally re-involved in your day-to-day life. For the death of a close family
member the length of the process will vary from person to person and may take from several
months to more than a year.

We know from those who have already experienced the death of a loved one and have gone
through the process of grieving, that initially your pain probably feels overwhelming and seems
like it will never end. These same people tell us that even though there is no forgetting of their
loved ones, there is an end to this pain and a renewal of life that will come as you allow yourself to
experience your grief in your own way and in your own time.

Common Reactions to Grief

Physical Sensations

Tightness in chest and throat

An empty or hollow feeling in stomach

A weak feeling and lack of energy

Shortness of breath

Dry mouth

Over sensitivity to noise

A feeling in which everything seems strangely unreal, as if you are watching yourself in a
movie

Emotions

Feel nothing at all — numbness

Feel very sad and lonely

Feel helpless and anxious

Feel guilty or angry about things that did or did not happen in your relationship with the
person who died

e Feel angry at God, life, other people

e Feel tremendous yearning

o Feeling relief, a sense of emancipation

Thoughts

e Thinking that the death is not real, that it did not happen
e Confused thinking, finding it hard to concentrate
e Being absent-minded

e Thinking a lot about the life of the person who died
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Sensing the presence of the loved one, sometimes even hearing their voice or seeing them

Behavior

Not sleeping well

Frequently dreaming of the loved one

Eating too much or too little

Feeling restless, sometimes overactive

Wandering aimlessly

Calling out for the deceased

Crying and sighing at unexpected times

Sudden mood changes

Wanting to withdraw from people

Wanting to tell and retell what you can remember about the deceased’s life and death
Avoiding reminders of the deceased

Carrying or treasuring objects or visiting places in order to remember the deceased

Mourning your loss and experiencing many of the reactions that have been listed is the way you
can come to terms with the loss of a loved one and rebuild a meaningful life. It is important to
remember that when you experience any of these reactions there is nothing wrong with you and
you are not going crazy. These are just normal responses to the trauma of the death and the loss of
your loved one.

The Herald Cancer Care Network has prepared another booklet entitled: “Accompanying You
through the Journey of Grief” (in Chinese) for those who have lost loved ones. The booklet
outlines the journey of grieving and offers some suggestions for coping. If you need this booklet,
please call 1-888-663-8585 to request a copy.

41



Chapter 7

The True Hope

Like the four seasons, the journey of life, including birth, aging, illness, and death, also moves
forward according to the law of creation, governed by the Creator God. God revealed Himself
through His only Son, Jesus Christ, and through Jesus’ death on the cross, He redeemed people
from their sins (which are basically rebellion against God and doing and thinking evil) and
reconciled them with Himself. Through the same power that God resurrected Jesus from death, He
gives ever-lasting life to those who believe in Jesus. The Bible says that after the resurrection
Jesus ascended to heaven and intercedes before God for those who believe in Him. He also has
prepared a mansion for those who trust in Him. One day, He will return and bring them back to the
heavenly home to spare them from the final judgment. Therefore, Christians believe that when
Jesus returns, those who died or are still living will meet each other in heaven. It is no wonder that
when Christians face death, they are peaceful because they know that when they depart from this
world, their souls will return to the Heavenly Father and rest in peace. When Jesus returns, He will
give an immortal body to those who believe in Him. This is the Gospel and the True Hope given
by God.

How can one receive this blessing? Just by believing in Jesus Christ and inviting Him to be your
savior and lord of your life. He will forgive your sins, give you eternal life, and send the Holy
Spirit to dwell in you until He returns again. The Bible says in Ephesians 2:8-9, “For by grace you
have been saved through faith. And this is not your own doing, it is the gift of God, not a result of
works, so that no one may boast.” Therefore, one is saved, only by the grace of God. When a
person believes in Jesus Christ, receives and follows the guidance of the Holy Spirit, his or her life
will change and become more abundant.

If you or your loved-one are in the terminal stage of cancer, feeling lonely, despair, and without
any hope, | sincerely invite you to believe in Jesus Christ. Only He can save you and help you.
Jesus loves you and He understands your desire and needs. There is salvation in no one else, for
there is no other name under heaven given among men by which we must be saved. If you would
receive Jesus, you can pray in faith and invite Him into your heart. You can lift up your burden to
Him. You may follow the prayer below or say it out in your own words:

“Dear Jesus: Thank you for showing me that | am not a perfect person in your sight. What | have
done or thought usually are against your mercy, grace, holiness, and righteousness; therefore, |
need your salvation. Thank you for giving up your own life for me and granting me the
redemption for my sins. | will receive you as my savior and lord of my life. Please send your Holy
Spirit to dwell in me and take control of my life. I will trust and follow you. Thank you for loving
me and forgiving me of my wrong-doings. Now, | present my illness and burden to you, because
you are my God and you are full of mercy and grace. You know my challenges. Please help me. In
Jesus’ name | pray. Amen.”

If you sincerely prayed to God, He has heard you and forgiven your sins, and you are no longer a
sinner, but a child of God. You have the new life He promised and your life will become more

abundant. After believing in Jesus, the Holy Spirit lives in you as Jesus promised. Acts 2:38 says:
“Repent and be baptized every one of you in the name of Jesus Christ for the forgiveness of your
sins, and you will receive the gift of the Holy Spirit.” When you know the truth, you will willingly
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be baptized. When you honor and respect the Holy Spirit, your life will change and bear the fruit
of the Holy Spirit which is love, joy, peace, patience, kindness, goodness, faithfulness, gentleness,
and self-control. The Holy Spirit will give gifts according to His will, and you will desire the truth
and the truth will set you free.

After you have believed in Jesus Christ, please attend a Bible-believing church and get help from
other Christians to know and to experience God more. May God bless you and His peace be with
you forever.

Scripture
Psalm 23

The Lord is my shepherd; I shall not want. He makes me lie down in green pastures: he leads me
beside the still waters. He restores my soul. He leads me in the paths of righteousness for his
name's sake. Even though | walk through the valley of the shadow of death, I will fear no evil, for
you are with me; your rod and your staff, they comfort me. You prepare a table before me in the
presence of my enemies; you anoint my head with oil; my cup overflows. Surely goodness and
mercy shall follow me all the days of my life, and I shall dwell in the house of the Lord forever.
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