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ABSTRACT
Background: Primary palliative care consists of the palliative
care competencies required of all primary care clinicians.
Included in these competencies is the ability to assist patients
and their families in establishing appropriate goals of care.
Goals of care help patients and their families understand the
patient’s illness and its trajectory and facilitate medical care
decisions consistent with the patient’s values and goals.
General internists and family medicine physicians in primary
care are central to getting patients to articulate their goals of
care and to have these documented in the medical record.
Case Report: Here we present the case of a 71-year-old male
patient with chronic obstructive pulmonary disorder, conges-
tive heart failure, and newly diagnosed Alzheimer dementia to
model pertinent end-of-life care communication and discuss
practical tips on how to incorporate it into practice.
Conclusion: General internists and family medicine practition-
ers in primary care are central to eliciting patients’ goals of
care and achieving optimal end-of-life outcomes for their
patients.

INTRODUCTION
Patient-centered primary care should include

basic palliative care, and all primary care clinicians
should demonstrate competency in primary palliative
medicine skills. Basic components of assessing
primary palliative care needs include assessing the
patient’s physical and nonphysical symptoms, ensur-
ing the patient understands his/her illness and
prognosis, and establishing the goals of medical care
(Table 1).1 Discussions regarding goals of care help
patients and their families understand the nature of
the patient’s illness and its trajectory and to make
decisions on parameters of medical care that are
consistent with the patient’s values and goals.2 Such
discussions should be ongoing and develop over
time from continuity of care.3 General internists and
family medicine practitioners working in primary care
are ideally suited to begin this discussion and to
sustain it.4 Primary care focuses on seeing and
treating the patient as a whole person, including the
psychological and social aspects, with an emphasis
on continuity of care.5

Although barriers in the primary care environment
prevent these discussions from occurring as often as
is optimal, these barriers can and should be amelio-
rated. Ethically, goals of care discussions help
formulate advance care decisions that are congruent
with patient values, ensure respect for patient
autonomy,6,7 increase quality of life, and decrease
depression near death.8,9 Furthermore, advance care
discussions improve patient satisfaction with his/her
primary care visit.10 The value of goals articulated
while relaxed and thoughtful in consultation with
family members, as well as while conscious and
competent, is probably immeasurable in the quality of
care given.

In the following case report, we model pertinent
end-of-life care communication and discuss practical
tips to incorporate goals of care and advance care
planning into a primary care practice. Barriers to
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implementation are discussed, as well as evidence-
based limitations and future direction.

CASE REPORT
A 71-year-old male patient with chronic obstruc-

tive pulmonary disorder on a 40-pack/year smoking
history and New York Heart Association (NYHA) class
III congestive heart failure presents with his daughter
who is concerned about his memory loss, increasing
shortness of breath, and fatigue. She states that she
has noticed her father sometimes seems very
confused and cannot remember where he is. Five
months ago, the manager of a local store called her
because her father was found confused, wandering
the parking lot. At the time, she discounted the
incident, but she is now increasingly worried about it.
The patient complains of feeling tired even though he
stays in the house most days. The daughter noticed
that he has given up watering his plants and
gardening, a lifelong passion. He has lived with her,
her husband, and their 2 children since her mother
died 4 years ago of breast cancer.

Daughter: I am really worried about Dad. He has not
been himself lately and it has come about so suddenly.

MD: I sense that this has been difficult for you to witness.

Daughter: Yes. (pause) When Mama was sick, she went
downhill so suddenly. It seemed like one day we were
out having lunch together, then the next week she was in
the hospital, and a day later she was gone. Since Dad
moved in, he is such a big part of my life, and I don’t
know if I could handle losing him too like that.

MD: Losing your Mom seems to have been very hard on
you, and I see it’s now hard to imagine life without your
father. I can see how close you are to him.

Patient: Doc, are you worried about me like Catherine
here?

MD: Catherine seems very worried about you, and I am
too. It seems like you may have some problems
remembering things, feeling short of breath, and feeling
tired.

Patient: I have.

MD: When was the last time you saw your cardiologist
and your pulmonologist?

When the patient’s daughter expressed feelings of
worry, the simple reflective statement by the physician
acknowledged her emotions and invited her to
elaborate, uncovering what seemed to be anticipatory
grief complicated by possibly unresolved issues from
her mother’s death. Although the evidence base is not
robust, data suggest that patient and caregiver
distress are concordant. Attending to the distress of
the caregiver may alleviate the distress of the
patient.11 A practical approach is to mention to the
daughter that she seems to be having difficulty with
her father’s decline and that her mother’s death
seems to have been a traumatic loss. Patients with
terminal chronic illnesses rate emotional support as
the skill they most prize in physicians.12 An important
step in being emotionally supportive is acknowledg-
ing emotion, as was done with the patient’s daughter.
Emotional support will increase in importance to the
patient and his family as he nears death.

After the specialist visits, a follow-up appointment
should be made to focus on reviewing and synthe-
sizing their opinions and to establish the patient’s
goals of care. Goals of care discussions should
ideally occur whenever a new diagnosis of chronic
or terminal illness is made, when an exacerbation of a

Table 1. Primary Palliative Care Assessment Componentsa

Assessment Question(s)

Pain/symptom assessment Are there distressing physical or psychological symptoms?
Social/spiritual assessment Are there significant social or spiritual concerns affecting daily life?
Illness/prognosis understanding Does the patient/family/surrogate understand the current illness and

prognostic trajectory?
Treatment options understanding Does the patient/family/surrogate understand the treatment options, their risks,

and their benefits individually and relatively?
Identification of patient-centered goals of care What are the expected outcomes of treatment (goals of care), as identified by

the patient/family/surrogate?
Are the treatment options matched to the identified patient-centered goals?
Has the patient participated in an advance care planning process?
Has the patient completed an advance care planning document?

Transition of care postdischarge What are the key considerations for a safe and sustainable transition from
one healthcare setting to another or to home with a structured care plan?

aInformation derived from Weissman and Meier.1
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chronic illness occurs, or when a transition of care
such as discharge from hospital occurs (Table 2).3,13

Extended time of up to 60 minutes should be reserved
for this visit to allow a comprehensive discussion to
take place. Time-based billing for counseling and care
coordination should be considered, provided that
face-to-face time comprises more than 50% of the
total time.4,14 Documentation should include the
patient’s stated values and beliefs, the patient’s
preferences for care, and the patient’s personal goals
of care, including a code status discussion and a
copy of any advance directives.

Returning to our case study, 2 weeks later the
patient and his daughter returned for his follow-up
visit. They had appointments with his cardiologist,
pulmonologist, and behavioral neurologist to assess
his memory loss. The cardiologist found progressive
diastolic dysfunction. The patient’s symptoms were
now NYHA class IV. The pulmonologist found a
PaCO2 of 40 with normal PaO2 at rest and an FEV1

48% of predicted. Pharmacologic therapy was max-
imized. The neurologist diagnosed the patient with
Alzheimer disease with the possibility of vascular
dementia.

In approaching the follow-up patient visit, it is
useful to follow the 6-step approach to establish the
goals of care (Table 3).13 The first step is preparing for
the visit by ensuring that enough time has been
reserved for the discussion. Understand the medical
situation (ie, the big picture) and, preferably, commu-
nicate with each physician actively involved in the
patient’s care. It is important to have the key
stakeholders, including the patient and his/her care-
givers, present. During the visit, first ask what the
patient and the patient’s family understand about the
illness and what and how much information they want
to be told. After sharing the pertinent information,
allow adequate time for them to process the informa-
tion and to respond empathically. If conflicts arise,
identify them, resolve them if possible, and be
prepared to make recommendations. If the patient
or family members manifest grief, recognize that it
may take time to resolve. Using ‘‘I wish’’ statements at
this time may be useful to convey the limits of medical
intervention in an empathic manner.

For setting goals of care, align the patient’s values
and preferences with the medical team’s goals. A

goals-oriented outcome matrix can be used to set
appropriate goals of care (Table 4).15 This type of
approach simplifies decision-making for patients with
multiple comorbidities and decouples the idea that a
symptom is tied to only one condition when instead it
may be because of an interaction of disease
processes. Additionally, this approach allows patients
to better prioritize what is important for them because
patients generally think in terms of symptoms, which
may carry more meaning for them, and not simply in
terms of pathophysiology.

Knowing what patients value permits better
alignment of their preferences for medical care
depending on whether their preferences appear
stable, shallow, or incoherent.16 If their preferences
are shallow, encourage them to explain their rationale
and guide them to align their preferences with their
stated values and beliefs. An example of a shallow
preference is the often-heard statement that the
patient wants ‘‘everything done’’ or wants the physi-
cian to decide. A patient expressing incoherent
preferences should raise a red flag to question his/her
capacity to make medical decisions or to reexamine
the goals of care with the patient. Structured
assessment tools like the Aid to Capacity Evaluation
may be helpful to determine capacity.17

Discussing patient prognosis can be difficult
because many disease-specific models are not
designed for individual decision-making.13 Use of
the models may be inconvenient for primary care
physicians because they usually require specialized
test results. They may also not capture the complexity
of patients with multiple comorbidities. In the United
Kingdom, general practitioners use what is known as
the surprise question to determine the initiation of
palliative care consultation for all patients.18 The
question is, ‘‘Would I be surprised if the patient died
in the next year?’’ A negative answer for patients with
cancer is associated with a lower likelihood of
survival, suggesting that this question may act as a
powerful sorting device for prognosis.19 The use of a
functional status scale such as the Palliative Perfor-
mance Scale can help to further refine prognostica-
tion within the year. The scale depends on simple
observation and questions about ambulation, daily
activity, self-care ability, intake, and consciousness.20

Table 2. Triggers for Initiating or Revisiting a Goals of Care Discussion in an Outpatient Visit

Trigger Example

New diagnosis of chronic or terminal illness Dementia, cancer, chronic obstructive pulmonary disorder, congestive heart failure
Exacerbation of chronic or terminal illness Increasing pain, dyspnea, fatigue, constipation, decreased activities of daily living
Transition of care Preprocedure medical clearance, hospital discharge, nursing home placement
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Table 3. Six-Step Approach to Setting Goals of Carea

Step Step Components Case Example

1. Prepare and plan. (1) Prepare the setting.
(2) Identify key stakeholders.
(3) Understand and align the

agendas of all physicians
involved in patient’s care.

Set aside enough time for discussion
(eg, 45-60 minutes).

Invite patient’s daughter to visit.
Understand all treating physicians’

opinions.
2. Find out what the patient and

family know and want to know.
(1) Provide sufficient time for

patients and families to tell their
story.

(2) Build relationships by actively
listening.

(3) Respect differing preferences for
amount of information disclosure
(eg, every detail vs the big
picture).

Allow patient time to weave the story
of experiencing his wife’s death
with his own because it highlights
his values, preferences, and goals.

Give lay-of-the-land big picture as
requested; then fill in details as
needed.

3. Medical review�share knowledge. (1) Fire a warning shot.
(2) Discuss prognosis and the

benefits and burdens of treatment
options.

(3) Deliver information in small
amounts with frequent pauses to
check for understanding.

‘‘I am afraid I have some difficult
news to share with you.’’

‘‘Are we on track?’’
‘‘What haven’t we touched on that is

important to you?’’

4. After the news�respond
empathically.

(1) Listen more than talk.
(2) Acknowledge emotions, legitimize

emotions, explore emotions, and
empathize.

(3) Convey honesty and reframe
hope.

‘‘You seem overwhelmed by this
news. Most people are.’’

‘‘Tell me what worries you the
most.’’

‘‘I wish things were different.’’

5. Identify and resolve conflicts. (1) Identify causes of conflict (eg,
information gaps, disparate
treatment goals between
physicians, emotions, family
dynamics, anticipatory grief).

(2) Reflect back to patient and family
the causes of conflict as you
perceive them and help resolve
conflicts when possible.

(3) Use ‘‘I wish’’ statements to
convey empathy and the limits of
medical intervention.

‘‘What do we do now?’’
‘‘Dad has always been a fighter, so

we’re not giving up. We believe in
miracles.’’

‘‘I wish we had cures for Alzheimer
disease, congestive heart failure,
and chronic obstructive pulmonary
disease. It can be hard to accept
this.’’

6. Goal setting and future planning. (1) Elicit patient’s values,
preferences, and goals by first
asking, ‘‘What is most important
to you?’’

(2) Be prepared to make a
recommendation and justify it.

(3) Summarize, establish, and
implement a plan aligned with the
goals of care.

‘‘Some people value longevity and
the length of time they have. Some
people value holding on to their
function like being able to walk,
drive, or live independently. Some
people value being kept
comfortable and avoiding pain and
distress as much as possible.
What do you think that you value
the most?’’

aInformation derived from Quill et al.13
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Returning to our case, the physician started the
conversation by finding out what the patient knew:

MD: I know that you have seen your heart doctor and
your lung doctor. You have also seen a neurologist
because we have been concerned about your memory.

Patient: Yes, I did. I’ve been to a lot of doctors.

MD: If you don’t mind, can you tell me what the doctors
have told you?

Patient: Well, the heart doctor said my heart is bad. The
lung doctor said my lungs are bad, but they are just as
bad as before. And the neurologist said I might have
Alzheimer’s.

MD: What do you think about what they said?

Patient: Well . . . (pause) They said a lot. You know, I
know my heart is bad. The pistons in the motor are
getting clogged or maybe the transmission is giving out.
Time to trade her in. (chuckles) My lungs are my fault for
smoking. But my head. . . I still think I’ve got something
going on up there. I’m still playing cards, I go down and
play canasta at the senior center, and I win. And I still
know the prayers at Mass and say the rosary. It doesn’t
seem right. But the doctor is the doctor and he says
Alzheimer’s, so what do I know?

Daughter: Yes, they had a lot to say. It was quite a lot.

MD: I am hearing that you might be unsure about what
was said or a tad confused. Would it help if I tried
explaining the situation as far as I was made aware by all
of the specialists?

Daughter: Yes.

MD: Alright, how much information do you want to
know?

Patient: Just lay it on the table, Doc. Give me the lay of
the land.

MD: I am afraid I have some difficult news to share with
you.

The physician then disclosed the pertinent med-
ical information, including prognosis estimates. Be-
tween disclosing packets of information, the physician

paused to allow the information to be processed and
left an opening for spontaneous questions. After
finishing the medical information disclosure, the
physician probed for understanding:

MD: Did that make things clearer?

Patient: Yes.

Daughter: Yes, it’s helpful.

MD: Okay, what haven’t we touched on that is important
to you?

(long pause)

Daughter: What does this all mean? Where do we go
from here?

With those questions, the patient’s daughter
opened the door for the physician to elicit values
and preferences and to establish goals of care:

MD: That is a great question. Like with road trips, it
depends on where we want to go and how we are going
to get there. I find that the best way to determine this is to
first determine what you value and what you believe.

Patient: I believe in God and I believe in heaven. When
my time has come, my time has come.

Daughter: No, Dad is a fighter. He has always been a
fighter. When Dad fights, Dad wins. If he goes down, it’s
not going to be without a fight.

Patient: (chuckles) I’m no Rocky Balboa.

MD: (smiles) It sounds like your father has always been
a fighter, but this time what I hear is that he’s not so
eager to fight in that way.

Patient: I’m not saying I want to just lay down and die
today, but I know everyone has their time.

A family conflict about acceptance of death is
noted. As discussed earlier, the patient’s daughter in
this scenario may benefit from grief therapy, and this
option should be offered to her in this visit. In this
case, the daughter’s distress may have impacted the
father’s distress. The physician allowed for more

Table 4. Goals-Oriented Patient Care Matrixa

Dimension Examples of Goals-Oriented Outcomes

Survival Survive until granddaughter’s college graduation
Symptoms Control of dyspnea to allow movement within house and possibly in garden
Physical functioning Ability to walk with at most a walker

Ability to get dressed unaided
Social functioning Attend canasta social at senior center once a week, attend Mass, and go with daughter on errands
Role functioning Ability to help at least water the garden

aInformation derived from Reuben and Tinetti.15
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expression of values and beliefs before guiding the
discussion:

MD: I find that some people value longevity and the
length of time they have. Some people value holding
on to their function like being able to walk or drive or
live independently. Some people value being kept
comfortable and avoiding pain and distress as much
as possible. What do you think that you value the
most?

Patient: I want to stay independent. I want to be as
independent as I can.

MD: What I hear is that you most value holding on to your
ability to function independently and you value this over
longevity or comfort.

Patient: Yes.

MD: Okay, with that in mind, I find it helpful to think of
these things as personal goals that you have. For
instance, you were saying earlier that you like playing
canasta and you regularly attend Mass. Is your ability to
continue these activities an important goal for you to stay
independent?

Patient: Yes, absolutely. And I like to be able to go with
my daughter on errands sometimes. I have problems
with all of this because I can’t walk as far as I used to. I
get winded.

MD: Okay, I hear that being able to walk and not get
winded is important to you.

Patient: Yes, and I love my daughter’s help, but
sometimes I wish I could get dressed without her
helping me. I wish I could do simple things like that.

MD: Okay, being able to dress yourself. Is there anything
that you wish you could do, or that you do currently, that
you feel is part of your role or responsibility in your
family?

Patient: I wish I could water the yard. I’ve always been
proud of keeping my yard nice. And I like being out
there, when I can make it there.

MD: Alright, watering your yard. What about longevity?
Do you have any goals to survive to an important
occasion or event?

Patient: Yes, my granddaughter is graduating from
college in May. She is the first one in our family to go
to college, and I am really proud of her. You know, when
she was small, I was the one who taught her the
multiplication tables. Now she’s gotten beyond that, too
smart for me to teach her anything. Now, she’s teaching
me.

MD: That is very special. So you want to be here in 7
months to see her graduate. This is very important to
you.

Patient: Yes, I’d like to be here. If God allows.

From this conversation, the physician learned the
patient’s personal goals in life and what he values the
most in his overall medical care. The patient’s medical
care should focus on maintaining independent phys-
ical and social functioning. Although he values this
more than longevity, he wants to see his grand-
daughter graduate from college. He is also religious
and seems to be more comfortable with the idea of
death than his daughter. The physician then transi-
tioned to discussing end-of-life goals such as code
status:

MD: Now as with hurricane season here in New Orleans,
we need to hope for the best but prepare for the worst.
Have you thought about what you want done if your heart
stops or if you stop breathing?

Daughter: I am sure we would want everything done.

MD: Can you tell me what you mean by everything?

Daughter: The whole thing. CPR, the ICU.

MD: Okay, thank you for helping me understand. Can
you elaborate for me what you think we can achieve
from CPR and the ICU?

Daughter: We are not going to stand by and let Dad die.
We are going to do everything we can for him when that
happens.

MD: It can be hard to even think about this, and I sense
that you are having a hard time right now.

Daughter: Yes, this is very hard.

MD: I want to let you know that even if CPR is not done, it
does not mean that anyone is abandoning your father. In
many cases, CPR does not help the person, and if we
are able to help him, many people with the illnesses that
your father has do not survive to go home from the
hospital.

Patient: If my heart stops or I stop breathing, I know it’s
my time.

MD: What I hear you saying is that if that happens, you
want us to allow you to die naturally?

Patient: Yes, to die in peace.

MD: Your father wants us to allow him to die naturally
when his heart stops or he stops breathing. Are you okay
with that?

Daughter: This is so hard for me (tears welling in her
eyes). But if that is what Dad wants, I only want to do
what’s best for him.

MD: This is very hard. I trust that you will always do what
is best for your father.

The physician then introduced the patient and his
daughter to the Louisiana Physician Orders for Scope
of Treatment (LaPOST) form, a type of advance
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directive known as physician orders for life-sustaining
treatment.21 The LaPOST form requires the physician’s
signature as well as the patient’s signature or that of
his/her healthcare representative. The physician
checked the box for ‘‘DNR/Do Not Attempt Resuscita-
tion (Allow Natural Death)’’ and recommended limited
additional interventions at this time in light of the
patient’s wish to see his granddaughter graduate from
college, while refraining from a full code resuscitation
attempt. Limited additional interventions include hos-
pitalization, intravenous fluids, and cardiac monitoring
but do not include intubations, advanced airways, and
mechanical ventilation. The patient and his daughter
both agreed with this plan. In closing, the physician
probed for understanding and ensured future planning
and continuity of care:

MD: This has been a long and hard but productive
conversation.

Patient: It has been good.

MD: Now we know what is important to you, and that
knowledge will help us guide your medical care. We will
work through this together.

Patient: Good. I’m happy we got to talk.

MD: And I think it would be very good for the two of you
to talk more about what we have discussed today. It will
help you to understand each other and be there for each
other. This is very important.

Daughter: Yes, okay. We will.

MD: I would like to see you and check up on how you
are doing next month, if you don’t mind. I want to make
sure we keep close tabs on you. If you feel like you are
getting worse suddenly, don’t hesitate to call me, and I
will fit you in. Is there anything else we haven’t touched
on or any questions or comments you have?

Daughter: Is there anything I can read to help me
understand what is ahead?

MD: Do you mean you want something specific to your
father’s situation or something in general about what is
involved at the end of life?

Daughter: Something in general.

MD: Sure, do you have access to the internet?

Daughter: Yes, at home.

MD: Great. Nowadays there is a website for everything,
and that includes this. The Regents of the University of
California have a website called PREPARE about
planning for end-of-life issues. The address is www.
prepareforyourcare.org.22

DISCUSSION
In the outpatient setting, 2 major barriers to

implementing goals of care discussions are a lack of

physician expertise and a lack of time.23 Perhaps the
most important palliative care skill for primary care
physicians to master is empathic communication
when conducting goals of care discussions. We
believe that all primary care physicians can develop
competency and can improve their ability to conduct
such discussions through self-reflection and training.
Clinicians may find it useful to schedule longer follow-
up appointments for goals of care discussions
following the diagnosis of any terminal or chronic
illness, before or after any transition of care for
procedures, upon hospital discharge, or on patient
transfer to a nursing home.

Demographic differences may result in additional
barriers that physicians should recognize. Men and
African American or Hispanic patients are less likely to
have advance directives.24,25 Care should be taken in
exploring their goals and in encouraging their
articulation. Moreover, it is important to recognize
that while not a peculiarly American issue, barriers to
offering palliative care to patients with terminal
illnesses other than cancer exist in our health
system.26

CONCLUSION
Primary care clinicians are central to providing

competent primary palliative care and to eliciting
patient goals of care. Patient-centered care and
continuity of care facilitate discussions resulting in
the congruence of patient and healthcare provider
goals for future care and for improved end-of-life
outcomes. The integration of goals of care discus-
sions into the outpatient setting is an important step in
optimizing the goals of medical care, particularly near
the end of life.
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