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Goals-of-care conversations led by the oncologist are key to advancing the prognostic awareness of the patient and family, but
too frequently do not occur or are ineffective in leading to advance care planning and appropriate planning for end-of-life care.
At our institution, a phase 3 trial of palliative care added to usual care of phase 1 clinical trial patients gave us the opportunity to
develop an electronic medical record-based goals-of-care template for discussions. We can complete all or parts of the form with
patients, use it to ensure full coverage of important tasks such as planning for transition to hospice and legacy work, and make
sure all the providers are “on the same page” about treatment plans. We have this within our EMR as a SmartPhrase that can be
brought up for completion, and have found that it helps to clarify patient understanding. The form can also be used to document
advance care planning for both clinical care and billing. Although this tool has not been formally tested, we have found that it is
effective in day-to-day practice as well as in research, and we share it here.

oals-of-care conversations led by the oncol-
ogist are a key opportunity to improve
advance care planning and end-of-life
care,' but our patients are not understanding the
essentials. Findings from a study of patients’ expec-
tations about chemotherapy showed that more than
two-thirds of patients with lung or colorectal can-
cers thought their palliative chemotherapy,” radia-
tion,* and/or surgery* could cure them. Failure to
effectively educate patients can lead to end-of-life
care associated with poor quality of care, including
over-aggressive care, poor quality of life with subop-
timal symptom management, caregiver distress, and
other potentially preventable problems.®
Palliative care routinely includes goals-of-care
(GoC) discussions as part of the standard note.
At one large urban hospital, the 30-day readmis-
sion rate was 10% if palliative care consultation
was done, compared with 15% if no consultation
was obtained.® Patients who had consultations that
included GoC discussions in addition to a symptom
management consultation had a lower hospital read-
mission rate of 5%, compared with 15% in patients
who received symptom management consultations
alone (adjusted odds ratio [AOR], 0.36; confidence
interval [CI], 0.27-0.48; P < .001).° Findings from
another study showed that the use of aggressive
end-of-life care was reduced by one-third when the
patient and provider had a GoC planning session
close to the time of diagnosis, instead of at the end

of life.”

We prepared a template to be incorporated into
the electronic medical record (EMR) to facili-
tate GoC discussions between the oncologist and
patient as part of a randomized phase 3 trial of early
versus delayed palliative care for phase 1 clinical trial
patients. Documentation is one of the most impor-
tant elements of efforts to improve end-of-life care,
along with advance care planning, GoC discussions,
and understanding the system of care.® Because we
have found this approach useful in our everyday
oncology practice, we are sharing this simple, doable
template in the hope that others will find it effective.

The GoC template
What does it look like?
We developed a document for oncology GoC dis-
cussions that was incorporated into the EMR
(Table). We use the GoC document in much the
same way we'd review a computed-tomography scan
with our patients and their families: we bring it up
on the computer screen, show them the categories,
and type in responses on the allotted spaces on the
right-hand side of the document. The input can be
done in real time or after the conversation, or even
after the patient has left. In our practice, we access
the Patient Instructions part of the EMR, use a
SmartPhrase to copy the Word template into the
chart, and start typing.

The completed GoC sheet can be used in several
ways. Most commonly, we print it out for the patient
and family, so that everyone has access to the same
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TABLE Goals-of-care discussion template for EPIC, Cerner, or other electronic medical records

Goals of Care: fill in the patient responses onscreen in the allotted space on the right as you conduct the interview, then print it out for the patient
and family. The interview can be done over several visits if needed, and updated as the situation changes. Fulfills meaningful use.
Start with the questions in the shaded cells. You can always come back next visit and restart.

1. How do you like to get medical information?
3 Full or something else?
(1 How about prognosis?

2. What is your understanding of your situation?
3. What is important to you?
4. What are you hoping fore

5. If the disease is growing, acknowledge that not all things have a medical fix:

Q Ask, ‘Would you like to discuss what the scan findings mean?’

0 List the prior treatments and response to them, to give them a record of what
has been done. It may be important for families know they have not left any medical
stones unturned.

{0 Explore if the patient might be eligible for any clinical trials.

6. Do you have a will2 [Safe starter question.]

7. Do you have a Living Will or advanced directive or portable orders for life-sustain-
ing treatments2 /eg, POLST]If yes, ask:

2 Are all of your providers aware of the wishes and proxy for your medical care
that are stated in these documents?@

2 Are documents readily available in your electronic health records and for all of
your health care providers2

1 Check what it says about CPR. /7he success rate of CPR is low for patients in
hospital who are dying of cancer.??6]

8. Who do you want to make medical decisions, if you can’te
9. Have you discussed this with her/him?@

10. Are there spiritual issues to be seftled®
11. Are there family issues to be seftled?

12. Are there financial issues to be settled?

13. Have you met with hospice yet2 /Plan for of least 3-6 months before death, which
/s predictable for most diseases. This really helps the transition if and when hospice is

needed.]

14. Have you thought about where you would like to be for your
death, if and when?

15. legacy work
( Let's start doing a life review — what you want people to remember about you.
0 What's important to you?
0 What are you hoping for?
3 What do you want to accomplish in the time you have left2

16. Living day to day Exercise Diet
Supplements Mindfulness
Other instructions

17. How to call or reach me or the office Office Days
Nights Cell
e-mail MyChart
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information. Printing it out as part of the after-visit patient
summary also satisfies the meaningful use requirement for
EMRs. It is also possible to cut and paste the document
into a letter to the care team, or directly into the Progress
Note, so that it will be available for members of the care
team to see.

The GoC form does take some time to complete.
Palliative care teams that have reported on what was done
during the palliative care visit have noted that the initial
and subsequent visits took about an hour, with about 20
minutes devoted to symptom management, 15 minutes to
patient and family coping, and 10 minutes to illness under-
standing and education, including prognosis.”!® In our own
practice, we do questions 1-9 first (Table, shaded area)
because it takes less time than anticipated, just like code
status discussions,'! and it is much easier with a script.

We use this template for in- and out-patient consulta-
tions and for routine visits when a GoC discussion is war-
ranted. It is important to remember that doing this counts
as advance care planning and can be billed using the ACP
codes.

How do you use template?

It is critically important to make sure that the patient and
family are ready for this discussion. To further facilitate the
discussion, we have devised a temporary palliative care tat-
too with a script, or prompts, for what questions to ask and
in what order they should be asked (Figure). The easy-to-
read tattoo is worn on the inner forearm so that it is readily
visible to the oncologist or advanced practice nurse.'?

We always start by asking, “How do you like to get medi-
cal information?” (Table, question 1) and follow up with
something like, “Are you the sort of person who wants all
the details, or not?” (Table). If the response is yes, they want
all the details, then we follow up with another question,
“Does that include talking about prognosis and what might

s B
1. How do you like to get medical information!

1. What is your understanding of your
situation?

3. What is important to you!
4. What are you hoping for?

3. Have you thought about a time when
you could be sicker,, Living Will or
advance directive?
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FIGURE A temporary tattoo can be used as a script or
prompt for starting difficult conversations with patients about
diagnosis, progressive disease, and hospice and end-of-life
care. It is placed on the practitioner’s inner forearm so that it
can be easily read.
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happen?” (Table). Most patients will want full disclosure of
their circumstances and prognosis, but some will not, and
will feel overwhelmed and disempowered if you proceed.

After reviewing the answers to question 1 and any fol-
low-up questions you may have asked, you will be able to
gauge whether you should continue with questions 2-4 in
the template. Once you know more about the patient and
the family’s understanding of the situation (Table, question
2), what is important to them (question 3), what they are
hoping for (question 4), and have spoken to them about
disease progression, recapped their treatment to date, and
checked to see if they might be eligible for any clinical tri-
als (question 5), it will be easier to move on to the next
questions, about progressive disease and advance care plan-
ning: “You are doing OK now, but have you thought about
a time when you could be sicker [and need] a living will
or advance directive [question 6, see next section of this
article]?” For people unwilling to have this discussion, or
have it at that moment, there is an excellent article that
outlines the process to help practitioners increase prognos-
tic awareness.' Patient readiness will change over time as
they adjust to the life changes forced by serious illness, and
one can put off the discussion until they are more accept-
ing. Just remember that patients are not likely to broach the
subject themselves, and part of our job is to offer guidance.

As Singh and colleagues have noted, many patients with
incurable disease have poor “prognosis awareness,”™ so it is
important for the oncologist to have a GoC conversation
with the patient to be able to guage the patient’s under-
standing of the prognosis after a scan that shows progres-
sive disease. Singh and his colleagues reported that of 64
taped oncologist-patient conversations about scan results,
only 4 included frank discussions about prognosis. The
authors suggested asking the question, “Would you like to
talk about what this means?” after showing the patient the
scan to allow the patient some control and to get permis-
sion to disclose crucial information based on the reading
of the scan.

Getting started on the GoC discussions may be the
hardest part. Some useful introductory lines might include:
“In my experience, it is easier to talk about our goals of care
while people are still doing well. I know the future can be
more uncertain. That’s why I want us to discuss these things
now,” or “I am worried about you, after looking at these
scans. I think it is time to have another discussion about

what the future holds.”

Starting the hospice information visit

For patients with progressive disease, how do you know
when to initiate a discussion about hospice and specifically,
the hospice information visit, in a timely manner? It turns
out oncologists are fairly adept at sensing when the prog-
nosis has changed, but one useful tip is to routinely ask
yourself the “surprise” question: “Would you be surprised if
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this patient were to die within the next 6 months?”."® We
have developed this hospice information visit practice to
ensure that hospice is brought up as part of a natural tran-
sition to end-of-life care. We have not formally tested the
tool, but every oncologist we know who has adopted the
practice has continued it.

If the answer to the “surprise” question is, “No, I would
not be surprised if the patient were to die within 6 months,”
then we will make a referral to hospice for a hospice infor-
mation visit. This allows for a timely, carefully planned
transition to a known team, working with the oncologist, at
some reasonably predictable point on the illness trajectory,
usually while the patient is still on treatment. This tran-
sition can be difficult for patients and their families, and
often they will voice concerns about feeling abandoned by
the treating oncologist: “Dr Smith took care of us for seven
years, and now — when Mom is the sickest and likely dying
— he is sending us to someone whom we have never met
before.” The timing of this transition is important, because
the tendency is to delay for as long as possible, as demon-
strated in a study by O’Connor and colleagues of admis-
sions to hospice, which found that 16% of cancer patients
were on hospice for 3 days or less.!”

After we have discussed hospice care with the patient, we
ask the hospice team to call the patient to set up the hos-
pice information visit. We have been surprised to see that
most patients, after the initial shock of talking about hos-
pice care, have indicated that they found this planned tran-
sition visit with the hospice team informative and helpful.

One way in which you could broach the topic of hospice
care with a patient to avoid the feelings of abandonment, is
to say, “I want you to meet the people who will be Aelping
me take care of you if and when we need them.” This empha-
sizes the continuity of care and the desire for a smooth,
planned transition. We try to do this when we think the
patient has about 6 months to live. Then, when the patient’s
performance status changes or the disease progresses, we
will activate the referral and will say, “Remember nurse Bob
and the social worker Clare who came out to your house
3 months ago? I think it’s time we touch base with them
again. It’s time to change goals from fighting the cancer to
maintaining your quality of life. In my experience, hospice
support will help us do just that.”

Adelson and colleagues developed standardized crite-
ria (triggers or prompts) for use in palliative care consul-
tation to help improve overall quality of care.® The crite-
ria included any solid tumor patient with: stage IV solid
malignancy or stage III lung or pancreatic cancer; a hospi-
talization of >7 days; hospitalized in the last 30 days (not
including routine chemotherapy); and uncontrolled symp-
toms (pain, nausea/vomiting, dyspnea, delirium, psycho-
logical distress). The investigators showed that use of the
standardized criteria for palliative care consultation was
associated with a decline in 30-day readmission rates (35%
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for the intervention group, 13% for the control group), the
use of chemotherapy after discharge (18% and 44%, respec-
tively), and use of support services after discharge.

Discussion

We see this approach with GoC discussions as part of
our TEAM approach (Time, Education, Assessment, and
Management) to care’” that is patient and family centered,
education centered, and symptom centered. Other institu-
tions where similar prompt systems have been used have
also shown improvements in advance care planning. Temel
and colleagues found in a 2010 retrospective review of the
EMRs and longitudinal medical records of 2,498 patients
with metastatic cancer that only 20% patients had a docu-
mented code status, despite their advanced disease state.”’
A second study at the same institution, also by Temel and
colleagues, showed that during 2009-2011, e-mail prompts
encouraging physicians to document their patients’ code
status resulted in a doubling of the rate of code status doc-
umentation, from 14.5% for historical controls to 33.7%
after introducing the prompt system.*

In a study of a disease-management pilot program in
Medicare patients with cancer, US Oncology adopted
the best practice model of appointing someone in the
practice, usually a nurse, to review advance care planning
within the first visits of diagnosis of a life-limiting illness,
and increased advance care planning to more than 80%.%
In another US Oncology study, Neubauer and colleagues
reported that the implementation of an ACP process at 38
member sites resulted in a 15.6% increase in the incidence
of code status documentation, and although the incidence
of documentation varied considerably, it was as high as
89% at some sites.”

For how long should a terminally ill cancer patient be
enrolled in hospice? Von Gunten has suggested increasing
length of stay (L.oS) in hospice as a quality improvement
task. He reported on a study in which oncologists in Ohio
were given the LoS recommendations from the state’s
Oncology Clinical Guidance Council (LoS, 45-90 days),
the national LoS average (43 days), and their peers (19.7
days) at baseline, including a chart showing the median
LoS by oncologist. Follow-up with the medical oncologist
after a year, showed that there was a doubling of hospice
LoS, from the baseline 19.7 days to 39.6 days.**

Patients who have timely end-of-life discussions address-
ing GoC and understanding of their illness, are more likely
to be satisfied with their quality of care, receive care that
is closer to their stated preferences, and die at the place
of their choosing, and their family members will be less
distressed.® In addition, Enzinger and colleagues have
shown that patients who had prognostic discussions with
their oncologists revised their self-reported estimates of
their survival downward by 17.2 months, which brought
them closer to a more realistic expectation of life expec-
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tancy, without having a negative impact on their emotional
well-being (sadness, anxiety) or relationship with the phy-
sician.?® However, it is important to remember, that we, as
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