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Medical Decisions Near the End of Life

Mrs. Ming Lee is 91 years old. She lives alone a few
miles from her daughter and son-inlaw, linda and
Eddie Chan. Mrs. Lee suffers from arthritis and diabetes,
and lately Linda notices that her mother is becoming
more frail. She worries about what will happen if her
mother gets sicker.

This booklet follows the story of Mrs. Ming Lee and her
family as they face Mrs. Lee’s serious illness. It talks
about health issues that concern elders and their
families, including:

Advance directives and POLST (Physician Orders
for Life-Sustaining Treatment): ways to plan for
decisions before a medical crisis happens.

Pain management: how to make sure your loved
one gets the best care.

Hospice care: what it is and how it can help.
What to expect from your doctors.

Resources.

Research shows that Chinese American families often
don’t have this kind of healthcare information. Some
have not found information in Chinese or established a
trusting relationship with a doctor. In a 2003 study,
most family members said that they would have made
different decisions for their loved one if they had
understood the options.



Mrs. Lee has lived independently since her husband
died five years ago. Since she doesn't drive, Linda or
one of her granddaughters takes her to the grocery
store, her doctor’s appointments and a weekly outing to
the local senior center.

In thinking about her mother’s increasing frailty, Linda
reads a newspaper article that lists ways to begin
planning for your later years. It mentions the importance
of completing an advance directive. Linda has never
heard of an advance directive and is too busy to look
into this now.

ADVANCE DIRECTIVES

An advance directive is part of a process called Advance
Care Planning (ACP). This process helps families and
doctors understand the type of care a person wants. It
also relieves the burden on families if they must make
decisions for their loved one.

Advance Care Planning has several steps:

e Thinking about the kind of care that would be
important if your loved one became very ill or
could not communicate his or her needs.

 Talking about your loved one’s wishes, including
choosing a spokesperson.

e Writing down these wishes in an advance directive
document. This form helps people make their
healthcare wishes known if they cannot speak for
themselves or prefer someone else to speak for
them. (See page 15 for more information.)
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e Talking with the doctor about the care your loved one
wants. If your loved one has a serious health condition,
you may also find it helpful to talk with the doctor
about POLST (Physician Orders for Life-Sustaining

Treatment). (See page 16 for more information.)

*  Reviewing your loved one’s wishes as his/her

health changes.

Advance care planning helps people think about important
issues before they need to make immediate decisions and
when they aren’t under too much emotional stress. ACP
also encourages people to review their care decisions as their

health changes. It is useful for people of all ages.

Mrs. Lee develops pneumonia and is hospitalized for
several days. When she is ready to leave the hospital,
Linda and Eddie move her to their home so Linda can care
for her mother.

A few months later, Mrs. Lee begins to have shorness of
breath and is unable to walk far without stopping often. She
can no longer go to the senior center and visit with her
friends. She stays in bed for longer periods each day, which
makes her arthritis much worse. Although she appears to be
in pain, Mrs. Lee does not complain or tell her daughter even
when asked. One day Linda overhears her mother felling a
friend that she is ready to die. Linda knows that her mother
is suffering but doesn’t know what to do.

PAIN MANAGEMENT

Most people are afraid of being in pain near the end of
life. But there are ways to control even terrible pain. In
fact, pain can be managed in more than 90% of
patients. Good pain management will relieve the
patient’s suffering.




But sometimes patients hide their suffering from family and
caregivers because they feel uncomfortable talking about it.
Or they may worry about becoming dependent on or
addicted to pain relievers. Actually, patients who take pain
medicine as prescribed by their doctor almost never become
addicted. And when pain is not treated properly, patients
can become tired, depressed or angry. Since medical
professionals can help control pain, it is important that
families tell them about their loved one’s level of pain.

Both Western and traditional Chinese medicine treat pain
and other symptoms. A doctor or nurse can work with the
patient and family to develop a plan for keeping the patient
comfortable in a way that fits with his/her wishes. Palliative
care becomes the focus. This approach can help control pain
and other symptoms while addressing the emotional and
spiritual needs of the patient and family. It can improve
quality of life by letting the patient live as fully and
comfortably as possible.

Over the next several months, Mrs. Lee has repeated lung
infections, each requiring hospital care. She also develops
serious problems from her diabetes. During Mrs. Lee’s most
recent hospital stay, the doctor takes Linda aside to tell her
that her mother’s health is much worse now and she may not
have long to live. He suggests that the family think about
hospice services. Linda loves her mother very much and
wants the best care for her. She doesn’t know much about
hospice and is afraid that this means the doctor is giving up
on her mother.




HOSPICE

Hospice is a type of care for people with a serious disease when
cure is not likely. The focus is providing comfort care. Most
hospice care takes place in private homes or nursing homes.
Since some families do not want their loved ones to die at
home, hospices can help families move the patient to a facility
when death is near.

Hospice services can include:

e doctors and nurses to keep the patient comfortable
and help control pain and other symptoms;

e home health aides to help with personal care;
* social workers to support the patient and family;

 chaplains to help with spiritual issues or put the
patient in touch with their faith community;

* volunteers to stay with the patient when family
cannot be there;

* medical equipment, supplies and medications; and
* bereavement services after death.

Hospice professionals work hard to manage pain and

other symptoms. They also support families by helping them
understand what to expect and teaching them how to care
for their loved ones during the last stage of life. (See page 15
for information on how to find hospice services near you.)
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Since she didn't receive enough information about hospice
services, Linda doesn't consider this option for her mother.
Mrs. Lee's breathing problem worsens, and the doctors say
she needs a breathing machine and feeding tube. She is
moved to the intensive care unit in the hospital. Linda spends
most of the day at her mother’s bedside, returning home only
to sleep.

After almost two weeks, Mrs. Lee dies. The family gathers to
prepare for the funeral; friends and family come to pay their
respects. But many weeks later Linda regrets the way her
mother died. She is unsure if her mother knew that she was
dying and if she received the type of care she wanted. They
had never talked about these things.

DIFFICULT DECISIONS

As her mother’s main caregiver, Linda faced difficult
decisions about her mother’s care. But she had little
information to help her. If she had known more about Mrs.
Lee’s wishes and the options for care, her decisions might
have been different.

Fortunately, many doctors and hospitals now give patients
and families advance care planning materials and
information on pain control and palliative care options.
Doctors also discuss with and help patients complete a
POLST so that their specific wishes for medical treatment
are understood and documented. With this information,
families like the Lees can be better prepared to make
decisions about end-of-life care for their loved ones.
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Checklists

How the doctor should work with you
The doctor should:

Ask about and respect your loved one’s values and decisions.
Find out who will make care decisions for your loved one.
Talk about future decisions, giving your loved one and you
time to think and plan.

Talk about treatment options, including palliative care to
help control your loved one’s pain and other symptoms, as
well as provide emotional and spiritual support.

Make sure family members know what to expect during the
dying process.

When appropriate, make sure your loved one’s wishes are
discussed and documented in a POLST.

Talk about hospice services.

Things you can do to help your loved one

Talk with your loved one about his/her wishes for care.

Make sure your loved one’s advance directive and/or POLST are
in the medical record.

Review your loved one’s wishes as his/her health changes.

Keep a list of information nearby, such as doctors’ names and
numbers, list of medications, etc.

Be aware of signs that your loved one may be in pain.

Ask the doctor or nurse about ways to keep your loved one
comfortable.

Learn about hospice services in your area.

Ask for care that reflects your loved one’s wishes.

If your doctor doesn’t talk to you about palliative care or hospice
services, ask about them.

Recognize that the dying process is complex. Unexpected
medical, emotional, spiritual and practical issues may arise.

Be aware that intense feelings and family problems can make it
hard to talk about these issues.



Resources
Advance Directives

“Advance directives” express your wishes for your future medical care if
y y
you become unable to speak for yourself. All states accept advance
directives, but each state has its own requirements.
q

Advance directives allow you to choose someone to make your
healthcare decisions if you cannot, and/or tell your doctors how you
want to be treated if you cannot speak for yourself.

To get an advance directive form or for more information:

*  Call your hospital’s social services, patient education or chaplaincy
department.

¢ Call the National Hospice and Palliative Care Organization
Helpline at 1-800-658-8898.

*  Download an advance health care directive form for California in
English or Chinese or get additional resources at: www.CoalitionCCC.org

¢ Download a legal form for any state from www.caringinfo.org

Hospice Programs

To learn more about hospice, ask your doctor or hospital for the name
of your local hospice. Or contact the National Hospice and Palliative

Care Organization (NHPCO) for information and hospices near you:
Toll-free: 1-800-658-8898
Website: www.nhpco.org

If you qualify, Medicare, Medi-Cal, Medicaid and many health plans
pay for hospice.

Chinese American Coalition for Compassionate Care (CACCC)

CACCC is a non-profit coalition working to improve access
to quality end-of-life education, resources and services for Chinese
Americans. For more information and resources in Chinese:

Website: www.caccc-usa.org
Phone: (866) 661-5687
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POLST (Physicians Orders for Life-Sustaining Treatment)

POLST is a form used in many states. It records the types of medical
treatment that a patient wishes to receive towards the end of life,
including whether to:

¢ Attempt cardiopulmonary resuscitation (CPR),
*  Give antibiotics and IV fluids,
¢ Use a ventilator to help with breathing, and

* Provide artificial nutrition by tube.

Signed by a medical professional, POLST guides care in the hospital,
nursing home or at home. In many states, both the doctor and the
patient must sign the POLST. In California, the form is available in
Chinese, however it’s purpose is to help monolingual Chinese
understand the legal form in English. The signed POLST form must be

in English so that emergency personnel can read and follow the orders.

The POLST form complements but is not intended to replace an
advance directive. While POLST is designed for seriously ill
individuals, an advance directive that appoints a spokesperson is
recommended for all adults, regardless of their health status.

To learn more or find out if POLST is available in your state, talk
with your doctor or visit: www.polst.org. In California, visit:
www.capolst.org.

Palliative Care Services

Many hospitals have palliative care programs that serve people with
serious illnesses and their families. Palliative care addresses physical,
emotional and spiritual needs and can be provided in hospitals, nursing
homes or at home. The focus is on the whole person and their quality
of life, rather than looking only at their disease and how to treat it. To
learn more, ask your doctor or hospital about available services.
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