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hat will happen if you experience a sudden illness that prevents
you from making your own medical decisions? How will you
ensure that you will receive the kind of care you want? Will your
family or loved ones know enough about what you value and
believe to feel comfortable making decisions about your care?

Patricia A. Bomba, MD, FACP

Advance Care
Planning along the
Continuum

To adequately address these questions,
everyone 18 or older should discuss his
end-of-life wishes with his physician
and family members and put it in writ-
ing with an advance care directive
(ACD). This discussion and documenta-
tion process is known as advance care
planning (ACP), which helps you pre-
pare for an unexpected illness from
which you expect to recover, the dying
process, and, ultimately, death.

ACP is not solely for the elderly or the
seriously ill, as illustrated by the case of
Terri Schiavo, the 40-year-old Florida
woman in a persistent vegetative state.
She is caught in an ongoing legal battle
between her husband and her family
over her future care. Her tragic case
demonstrates all that can go wrong
when we are faced with an unexpected
injury or illness and are unable to speak
for ourselves and when different values
exist among loved ones as to what
course of treatment should be undertak-
en. The case highlights the need for

written advance directives, and, more
importantly, the need to discuss our
individual preferences on life-sustaining
medical treatments and interventions
with our family and physician.

These conversations should begin when
individuals are young, healthy, and
independent, and should continue
along the health/illness continuum (Fig.
1), recognizing that goals of care and
preferences may change as individuals
develop chronic illness and functional
decline, advancing disease, and frailty.
The people we were at 18 are not the
same as we become in later stages of our
lives. Life experiences transform our
views. Family, personal, and work
responsibilities mold and change us as
we grow older. There is a continual
change in our perception of what is
important and what we are willing to
undergo in terms of medical treatments
and interventions to be faithful to our
own sense of self. What is good for me
may not be good for you.

Advance Care Planning: More than a
Document
ACP is a process of:
• Becoming educated about the topic,

including understanding the docu-
ments, the process, and the benefits

• Exploring, clarifying, and document-
ing an individual’s values, beliefs,
goals of care, and expectations

• Understanding how to choose the
best spokesperson (surrogate or
agent) who is named in the state’s
legal document, who will work best
with physicians and health care
providers to make decisions on the
patient’s behalf, then discussing wish-
es with the chosen spokesperson and
alternate, family, physician, attorney,
and spiritual advisor, as needed

• Understanding various life-sustaining
treatments beyond cardiopulmonary
resuscitation (CPR)

• Recognizing practical issues related to
maintaining document accessibility
and the need to periodically review
and update the documents
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The Benefits

ACP is a gift to both you and your family.
You are taking steps to spare them the doubt,
the guilt, the emotional burden, and the tur-
moil that come with trying to guess what
their loved one’s wishes might have been,
particularly during a medical crisis. ACP
helps remove uncertainty and ensures that
your wishes about treatment are met in the
event you are unable to speak for yourself.
Realizing that your preferences will be hon-
ored will provide you with peace of mind
and a sense of control. The benefits are clear.

ACP includes having conversations among
families and other trusted individuals, such
as friends, physicians, and so forth. The pro-
cess builds trust and establishes relationships
among family, close friends, health care pro-
fessionals, and others who will care for you
or who will be with you as you approach
death.

We all have a personal sense of who we are,
what we like to do, the degree of control we
like to have, goals for our lives, and things
we hope for. Many have strong opinions
about what would be imperative at the very
end of their lives; others wish to be sure that
certain things they dislike or fear will be
avoided. Therefore, it is important to clarify
personal values and beliefs.
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Figure 1. The Health/Illness
Continuum

Staging Questions: Health Care Proxy Readiness

1. Formally designating a person to speak for you about your medical care should you
become unable to speak for yourself is called designating a health care proxy. The best
way to designate the person to speak for you is to complete a Health Care Proxy form.
Which answer bests describes your level of readiness to fill out a Health Care Proxy form?

� I see no need to fill out a Health Care Proxy form.
� I see the need to fill out my Health Care Proxy form, but I have barriers or reasons

why I have not done it. 
� I am ready to fill out a Health Care Proxy form or I have already started. 
� I already filled out my Health Care Proxy form and it reflects my wishes. 
� I already filled out my Health Care Proxy form but it needs to be changed.

We are interested in knowing if age, ethnicity, gender, education, or health care background
affects people’s attitudes about health care proxies. We would appreciate your help in
answering the following questions. Response is voluntary and all information will be kept
confidential.
2. Are you:  1. � Male 2. � Female

3. Into which of the following age groups do you fall?
� 18 – 25
� 26 – 33
� 34 – 41
� 42 – 49
� 50 – 54
� 55 – 59
� 60 – 64
� 65 – 69
� 70 – 74
� 75 – 79
� 80 – 84
� 85 and over

4. What ethnic group best describes you?
� African American, not of Hispanic origin 
� American Indian/Alaska Native
� Asian/Pacific Islander
� Puerto Rican
� Mexican
� Hispanic, not of Mexican or Puerto Rican origin
� White, not of Hispanic origin
� Other _________________

5. Which of the following best describes the highest level of education you have completed?
� Up to and including some high school
� High school graduate (including G.E.D.)
� Associate’s degree, certificate program, or some college but no degree
� Four-year college degree
� Advanced degree (i.e. Masters, Ph.D., MD)

6. Have you ever worked in a health care related job (doctor, nurse, therapist, aide, health
insurance worker, etc.)?

� Yes, I currently work in a health care related field.
� Yes, I have worked in a health care related job in the past.
� No, I have never worked in a health care related job.

Figure 2. The Health Care Proxy Readiness Survey



The Barriers

Evaluating potential barriers will help
you overcome them. Take time to con-
sider this important civil right now and
the barriers that keep you from engag-
ing in the process:
• Are you unwilling to discuss death?
• Do you believe that accepting mortali-

ty is giving up hope?
• Are you afraid that discussion will

make it happen?
• Are you unwilling and/or unsure how

to broach the topic?
• Do you understand ACDs and their

benefits?
• Are you able to find reliable resources?

The Documents

An ACD, the central document in ACP,
is a legal record and may be called a
health care proxy, living will, durable
power of attorney for health care, or
advance directive for health care,
depending on the state in which you
reside. State-specific forms can be ob-
tained at www.partnershipforcaring.

org. Although the sponsoring organiza-
tion no longer operates, the Web site
remains for information only. For ques-
tions on content, contact the National
Hospice and Palliative Care Organiza-
tion at (800) 658-8898 or visit www.Hos-
piceinfo.org.

Out-of-hospital do-not-resuscitate
(DNR) orders have been developed to
provide emergency medical services
with written orders regarding resuscita-
tion. The number of states authorizing
out-of-hospital DNR orders has
increased from 11 in 19921 to 42 in
1999.2 Despite the growing use and the
acceptance of these orders, barriers,
including variable implementation, limit
their effectiveness.

If you have personally completed an
ACD, you have taken an important first
step in ensuring that your wishes are
honored if you are unable to speak for
yourself and that you will receive high-
quality palliative and end-of-life care
that meets your personal goals. Impor-
tantly, you also are in a better position

to understand the process and to assist
your patients with ACP.

If you have not completed an ACD, you
are not alone. At the time that the
Patient Self-Determination Act was
enacted in 1991, 20% of Americans had a
form of ACD and 75% approved of a liv-
ing will. Even now the percentage of
people with an ACD remains largely
unchanged. In 2002, Means to a Better
End, the first national end-of-life report
card, reported that 15% to 20% of Amer-
icans have one.3

Clarifying Values, Beliefs, and Goals
Completing an ACP form is not enough.
The form must be part of an ongoing pro-
cess of planning for future medical care
that begins with clarifying values, beliefs,
and goals. Table 1 provides a list of issues
to consider when helping an individual
clarify feelings about end-of-life care. A
case manager might ask the following:
• What are some of the things that you

hope for that could make your last
weeks, days, or hours the most peace-
ful?
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Instructions: For each row, check one answer to express how important these issues would be to you if you were dying.

Not Moderately Very Extremely 
important important important important

a. Avoiding pain/suffering, even if it means that I might not live as long

b. Being alert, even if it means I might be in pain 

c. Being around my family and close friends

d. Being able to feel someone touching me

e. Having religious or spiritual advisers at my side when I die

f. Being able to tell my life story and leave good memories for others

g. Reconciling differences and saying goodbye to my family and friends

h. Being at home when I die

i. Being in a hospital when I die

j. Being kept alive long enough for my family to get to my bedside to see
me before I die, even if I’m unconscious

What are some of the things that you would hope for that could make your last weeks, days, or hours the most peaceful?
What are your biggest hopes about the end of your life?
What are your biggest fears about the end of life?

Adapted from Education for Physicians on End-of-life Care, The Robert Wood Johnson Foundation, 1999.

TABLE 1 EXPLORATORY QUESTIONS/YOUR FEELINGS ABOUT END-OF-LIFE
CARE

http://www.Hospiceinfo.org
http://www.Hospiceinfo.org
http://www.partnershipforcaring.org
http://www.partnershipforcaring.org


• What are your biggest hopes about
the end of your life?

• What are your biggest fears about the
end of life?

These answers change with illness. It is
the physician’s role to clarify the
patient’s goals and subsequent treat-
ment plan. Case managers and other
health care team members support the
patient’s goals and help the patient rec-
ognize options to discuss with his physi-
cian. Potential goals of care might
include the following:
• Curing disease
• Avoiding premature death
• Maintaining or improving function
• Prolonging life
• Relieving suffering
• Improving or maintaining quality of life
• Staying in control
• Experiencing a good death
• Supporting families and loved ones

Multiple goals often apply simultaneous-
ly, occasionally contradict each other, and
are sometimes unrealistic. Certain goals
may take priority over others. Goals
often change over time. Some take prece-
dence, resulting in a gradual shift in the
focus of care. This is expected along the
health/illness continuum. Goals guide
care and are essential in helping to assess
priorities and to develop initial and fol-
low-up plans of care. Goals should be
reviewed with any change in health sta-
tus, advancing illness, or transition in set-
ting of care, because it may change treat-
ment preferences.

Choosing a Spokesperson
It is important that our individual voice
be heard concerning medical treatment.
To that end, finding a spokesperson,
whether a spouse, a family member, a
friend, or a spiritual leader, who will
speak for you, represent what you want,
and adhere to your values instead of to
his own or someone else’s is of prime
importance. The alternative is that a
stranger or a government representative
may end up making medical decisions
affecting your life based on their value
and background.

When choosing a spokesperson, remem-
ber that this person must:
• Meet legal criteria (competent adult at

least 18 years old)

• Be willing to speak on your behalf
• Be willing to act on your wishes
• Be willing to separate his or her feel-

ings from yours
• Live close by or be willing to come
• Know you well
• Understand what is important to you
• Be willing to talk to you now about

sensitive wishes
• Be willing to listen to your wishes
• Be able to work with those providing

your care to carry out your wishes
• Be available in the future
• Be able to handle potential conflicts

between your family and friends
• Be able to handle responsibility

Understanding Life-Sustaining
Treatments
Helping patients to understand the
various life-sustaining treatments
beyond CPR is essential. Preferences
regarding mechanical ventilation, arti-
ficial hydration and nutrition, antibi-
otics, comfort measures, and transfer to
a hospital must be considered and may
change over time. When making deci-
sions about life-sustaining treatments,
it is important to consider the follow-
ing:
• Will the treatment make a difference?
• Do the burdens of treatment out-

weigh the benefits?
• Is there hope for recovery? If so, what

will life be like afterward?
• What does the patient value?

Clinical situations are frequently neither
black nor white but rather gray. Too
often, it is difficult to determine when
wishes stated in the ACD apply or when
stated wishes are vague. Difficulty in
decision making arises when recovery
cannot be predicted. In this case, a
short-term trial of life-sustaining treat-
ment may be desired. These trials must
begin with clarifying the patient’s goals
of care and must require active discus-
sions between the doctor and the

spokesperson about the most appropri-
ate course of treatment.

A distinction often is made between not
starting treatment and stopping treat-
ment. However, no legal or ethical dif-
ference exists between withholding and
withdrawing a medical treatment in
accordance with a patient’s wishes. If
such a distinction existed in the clinical
setting, a patient might refuse treatment
that could be beneficial out of fear that,
once started, it could not be stopped. It
is legally and ethically appropriate to
discontinue medical treatments that are
no longer beneficial. It is the underlying
disease, not the act of withdrawing
treatment, that causes death.

Physician Orders for Life-Sustaining
Treatments
Concerns about the failure of long-term
care systems in honoring end-of-life
treatment preferences led to the forma-
tion of a task force in Oregon in 1991. As
a result, a Physician Orders for Life-Sus-
taining Treatment (POLST) form was
developed. A POLST form contains
medical orders describing a patient’s
code status and other aspects of care,
including preferences with regard to
intubation, antibiotics, CPR, nutrition
and hydration, and comfort measures.
The POLST form is designed to be an
easily identifiable document that travels
with a patient across care settings—
nursing homes, hospitals, homes—and
provides accurate, patient-centered
medical orders.

The fundamental philosophy of a
POLST form is that individuals have the
right to control their own health care
decisions, including those pertaining to
life-sustaining treatments. This includes
the right to withhold and withdraw
treatments, to maintain a mechanism for
describing preferences to health care
providers, and to gain access to health
care providers who understand how to
provide comfort care while honoring
the individual’s wishes about life-sus-
taining treatment.

The POLST form or a similar form (e.g.,
West Virginia’s POST and New York’s
MOLST) does not replace an ACD.
Advance directives still have a place as
legal documents that create a founda-

March/April 2005 TCM 71

Clinical situations are
frequently neither

black nor white but
rather gray.
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tion for wishes that might be included
in a POLST. However, these medical
order forms are more consistently fol-
lowed than previously reported for
advance directive forms.

For individuals who are seriously ill, have
advanced chronic illness, or are nearing
the end of life, ongoing, active conversa-
tions regarding care goals and treatment
preferences are essential. A decade of
research in Oregon has proven the
POLST form to be an effective tool for
increasing compliance with patients’ end-
of-life care wishes.4-8 As a result, several
states have begun to adopt the principles
of the POLST form or have developed
similar forms, and a National POLST
Paradigm Task Force has been formed.
For further details on the National POLST
Paradigm Initiative and state-specific con-
tacts, go to www.polst.org.

Practical Issues
After completing your ACD, it is impor-
tant to ensure availability of the form.
Keep a copy for yourself in a secure but
accessible place. Do not put it in a safety
deposit box or any other security box
that would keep others from being able
to retrieve it. Share a copy with your
spokesperson and alternate spokesper-
son, family members, primary care
physician, all specialists who participate
in your care, and the primary hospital
where you receive care. If you enter a
hospital or a nursing home, have a copy
placed in your medical records.

ACDs should be reviewed and updated
periodically. It is important to review
them after major life events, such as
divorce, birth of a child, and death of a
spouse, because you may wish or need
to choose a new spokesperson. As noted
earlier, it is critical to review your wishes
if a new life-threatening or chronic ill-
ness develops, as these chronic illnesses
progress, and after receiving complicat-
ed life-sustaining treatments. Your care
goals and preferences may change. If
your wishes change after your docu-
ments have been completed, a new set
of documents must be written, signed,
and witnessed.

If you begin to view ACPs as part of pre-
ventive health, planned reviews can be
integrated with periodic health evalua-
tions. By reviewing ACDs along with
nutrition, exercise, smoking, injury pre-
vention, stress management, etc., then
the importance of ACDs is clarified and
the fear of discussion is demystified.
Discussion can be linked with the
behavioral readiness to complete an
ACD and then can be much more
focused.

Measuring ACP Participation
In collaboration with our county depart-
ment of health medical director, we
developed a health care proxy readiness
survey (Fig. 2) based on behavioral
readiness to change theory and on clini-
cal practice experience. We use the sur-
vey to measure the effectiveness of an
educational workshop on advance care
planning, “Community Conversations
on Compassionate Care.” Essentially,
individuals are staged as follows:
• Stage 1. Precontemplation: See no

need to change
• Stage 2. Contemplation: Recognize

need but have barriers
• Stage 3. Preparation: Ready to com-

plete
• Stage 4. Action: ACD reflects wishes
• Stage 5. Maintenance: ACD needs

update

Individuals in stages 1, 2, and 3 do not
have an ACD. Those in stage 1 need
education and follow-up, those in stage
2 need to identify barriers as previously
outlined and receive assistance in elimi-
nating them, and those in stage 3 need
encouragement to finalize the process
and commit to review and update peri-
odically. stages 4 and 5 are self-explana-
tory.

Conclusion
In summary, everyone 18 and older
should discuss their end-of-life wishes
with family members and their physi-
cian, and put them in writing with
ACDs. These fluid instructions are
meant to be modified over time to
reflect changes in our lives. As serious
life-threatening illness, advancing

chronic illness, frailty, and functional
decline occur, care goals may shift and
preferences for life-sustaining treatment
may change.

These are patient-centered decisions.
When possible, converting these prefer-
ences into specific medical orders may
ensure compliance with end-of-life
wishes beyond CPR. ❑
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