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ABSTRACT

Background Documentation of advance care planning for patients with terminal cancer is known to be poor.
Here, we describe a quality improvement initiative.

Methods Patients receiving palliative chemotherapy for metastatic lung, pancreatic, colorectal, and breast cancer
during 2010-2015 at the Cancer Centre of Southeastern Ontario were identified from electronic pharmacy records.
Clinical notes were reviewed to identify documentation of care plans in the event of acute deterioration. After
establishing baseline practice, we sought to improve documentation of goals of care and referral rates to palliative
care. Using quality improvement methodology, we developed a guideline, a standardized documentation system,
and a process to facilitate early referral to palliative care.

Results During 2010-2015, 456 patients were included in the baseline cohort: 63% with lung cancer, 16% with
colorectal cancer, 13% with pancreatic cancer, and 7% with breast cancer. Care goals in the event of an acute
illness were documented by medical oncologists in 6% of cases (26 of 456). Of the 456 patients, 47% (n = 214) were
seen by palliative care; care goals were documented by palliative care in 48% of the patients seen (103 of 214). With
those baseline data in hand, a local practice guideline and process was developed to facilitate the identification of
patients for whom advance care planning and early palliative care referral should be considered. A system was also
established so that goals-of-care documentation will be supported with a written framework and broadly accessible
in the electronic medical record.

Conclusions TLowrates of documentation of advance care planning and referral to palliative care persist and have

stimulated a local quality improvement initiative.
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INTRODUCTION

It is not uncommon for patients with advanced cancer to
become ill and to arrive to hospital having had no prior
discussions about their goals of care (coc)'™". A coc discus-
sionisacommunication process involving a physician and
a patient or a substitute decision-maker (or all three) that
is governed by informed consent and results in medical
decisions within a plan of care. The discussions encompass
many elements, including the patient’s understanding of
his or her illness, symptoms, prognosis, and treatment

options. They also delineate the patient’s life values and
care wishes®. The absence of such discussions creates a
challenging experience for patients, families, and health
care providers alike, as the care team struggles to provide
optimal care that aligns with the patient’s wishes and val-
ues in an emergent situation.

In that context, patients are at risk of receiving treat-
ments that they might nothave wanted or that could cause
suffering with little chance of meaningful benefit. That
potential disconnect has been highlighted in recent litera-
ture documenting a clear discrepancy between the wishes
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of patients and the care they receive®'2. In light of those
concerns, there is a growing movement within oncology
to encourage early discussions about Goc'3.

We recently reported initial results of a descriptive
study to evaluate physician documentation of discussions
related to prognosis and Goc in patients with terminal lung
or pancreatic cancer'. In a cohort of 222 patients receiving
palliative chemotherapy for advanced lung or pancreatic
cancer, initial results were concerning: Only 4% of patients
with alife expectancy ofless than 1 year had documentation
ofacareplaninthe eventofan acute deterioration, and only
39% had been referred to palliative care.

Findings from the initial study highlighted the need
for a qualityimprovement (Q1) initiative at our own centre.
Before instituting such a Q1 initiative, we expanded our
study to include patients with chemorefractory breast
cancer and colorectal cancer. We also updated the data-
set to obtain a contemporary baseline before initiating
QI measures.

Here, we present the expanded dataset and outline the
steps taken within our own centre to improve the rates of
Goc discussion and documentation. These updated data
and practical Qrinitiatives could serve as examples for other
cancer centres wanting to address similar gaps in care.

Scope of the Problem

Several studies have shown that the rates of coc discus-
sions and code status documentation are low for patients
with advanced cancer'7. Temel and colleagues! found
that only 20% of patients with metastatic cancer at the
Massachusetts General Hospital Cancer Center had a
documented code status in their electronic medical
record (EMR). Another study from Canada showed that,
of 209 patients referred for palliative radiotherapy over
a 4-month period, only 13 (6.2%) had documentation of
cardiopulmonary resuscitation-related advance direc-
tives’. Other single-institution reports show equally low
rates in the 2%-7% range?3.

In response to the mounting evidence that advance
care planning (acp)—a communication process involv-
ing reflection, deliberation, and determination, wherein
capable people discuss their values, wishes, and prefer-
ences with their substitute decision-maker and members
ofthe health care team to prepare for future decisions orin
the event that they cannot make their own decisions—are
rare or, for patients with advanced cancer, occurlate in the
disease trajectory. Several guidelines nowrecommend that
oncologists discuss Acp with patients having stage 1v cancer
early during treatment!'!5. As a result, recent Qi1 efforts
have focused on how best to translate those guidelines into
practice in outpatients with advanced cancer.

A study by Obel and colleagues'® at the Kellogg Cancer
Center showed that outpatient Acp discussions were feasible
in patients with recently diagnosed stage 1v lung cancer.
Improvement in workflow and involvement of motivated
providers were key elements that resulted in almost 70%
of patients having notes about advance directives in their
medical record. In addition, a targeted approach to iden-
tifying patients who qualify for acp discussions has been
shown to increase uptake in patients who engage in acp
discussions!”. Studies have shown that various strategies,

including identifying patients from health records'®, pro-
viding electronic prompts for physicians!?, and educating
staff and regularly reporting results'”'® can increase the
rate of coc documentation.

METHODS

Baseline Rates of GOC Documentation at Our Centre
After obtaining approval from the Research Ethics Board
of Queen’s University, we conducted aretrospective single-
institution cohort study. The study population included
all patients with metastatic pancreatic, lung, colorectal,
or breast cancer receiving chemotherapy with palliative
intent at the Cancer Centre of Southeastern Ontario (CCSEO)
between 1 January 2010 and 31 December 2015. Our initial
study results were limited to 2010-2013 and included only
patients with pancreatic cancer and lung cancer'®. Here, we
present updated data that now also include patients with
chemorefractory breast and colorectal cancer.

The ccsko is a comprehensive academic cancer
centre affiliated with Queen’s University in Kingston,
Ontario, which has a catchment population of approxi-
mately 500,000 people. Selection criteria included patients
initiating first-line palliative chemotherapy for lung and
pancreatic cancer, second-line palliative chemotherapy for
colorectal cancer, and third-line palliative chemotherapy
for breast cancer. The inclusion criteria were chosen to
capture a cohort of patients with a life expectancy of less
than 1 year. Electronic pharmacy records were used to
identify potentially eligible participants. Patients with
locally advanced disease and no evidence of distant
metastasis were excluded. To be included in the study,
patients were required to have attended at least 4 clinic
visits (2 of which had to have occurred after initiation of
palliative chemotherapy). Thislatter criterion ensured that
the study population would have an existing therapeutic
relationship with a medical oncologist and adequate
continuity of care to allow for discussions related to Acp.
All clinical notes by the medical oncologist within the
electronic chart were reviewed from the time of consul-
tation until 2 visits after the initiation of chemotherapy.
After the patient’s initial visit with medical oncology, all
notes from palliative care providers were also reviewed.
Patient demographics, treatment data, and Goc or Acp
documentation were captured in an electronic database
by a single investigator (WR).

Of the 737 potentially eligible patients identified in
electronic pharmacy records during 2010-2015, 281 were
excluded for one of the following reasons: they had locally
advanced but not metastatic disease (n =59), they did not
receive palliative-intent chemotherapy (n = 20), they had
other primary cancers (n=12), they had fewer than 4 clinic
visits with medical oncology (n = 112), they had received
an inadequate number of prior lines of palliative chemo-
therapy for breast cancer or colorectal cancer (n = 51), or
because they had been treated outside study time period
(n=27). Table1shows the characteristics of the 456 patients
included in the study population.

Most patients (63%) were being treated with first-line
palliative chemotherapy for lung cancer. Consistent with
our initial analysis, a care plan in the event of an acute
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TABLE I Characteristics of patients receiving palliative chemothera-
py for metastatic lung, pancreatic, breast, or colorectal cancer at the
Cancer Centre of Southeastern Ontario, 2010-2015

Characteristic Value [n (%)]?

Patients 456
Age group
<50 Years 28 (6)
50-59 Years 108 (24)
60-69 Years 161 (35)
70-79 Years 130 (29)
>80 Years 29 (6)
Sex
Men 220 (48)
Women 236 (52)
Year
2010 64 (14)
2011 69 (15)
2012 71 (16)
2013 88 (19)
2014 98 (22)
2015 66 (14)
Disease site
Lung 289 (63)
Pancreas 59 (13)
Colon or rectum 75 (16)
Breast 33 (7)

2 Percentages might not add to 100% because of rounding.

deterioration was documented by medical oncologists in
only a very few patient charts (6%). Of the 456 included
patients, 47% (n =214) had been referred to palliative care.
Palliative care physicians documented care plans in the
event of an acute deterioration for almost half the patients
who were referred (103 of 214, 48%).

Compared with our earlier analysis, the patient popu-
lation included proportionally fewer patients with lung
cancer (80% vs. 63%), chiefly because the datasethad been
expanded to 2 new sites, breast and colorectal cancer. The
inclusion of breast cancer led to a slight female predomi-
nance compared with the earlier cohort (52% vs. 46%),
but the distribution of age was similar (one third of the
patients were 70 years of age or older). A greater propor-
tion of patients in the expanded dataset had been seen by
palliative care (47% vs. 41%). The proportion of patients
with coc documented by palliative care physicians also
significantly increased over time (to 65% in 2015 from 14%
in 2010, p < 0.001 for temporal trend; Table 11).

RESULTS AND DISCUSSION

Initiating a Local QI Initiative

Having measured our baseline rates of documented care
plans in the event of acute deterioration, and the rates of
palliative care consultation, we used the PDSA (Plan, Do,
Study, Act) methodology to design a Q1 initiative?”.
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TABLE Il Documentation of goals-of-care discussions with patients
receiving palliative chemotherapy for metastatic lung, pancreatic,
breast, or colorectal cancer at the Cancer Centre of Southeastern
Ontario, 2010-2015

Discussion item Documenter [n (%)]P

Medical Palliative care
oncologist physician

Patients 456 214
Goals of care

Documented 26 (6) 103 (48)

Not documented 430 (94) 112 (52)
Outcome of discussion

Not discussed 430 (94) 112 (52)

Symptom management 3(1) 16 (8)

Medical interventions 16 (4) 56 (26)

Life sustaining measures 1(0) 7 (3)

CPR 4 (1) 5(2)

Not stated 2 (0) 18 (8)

2 Only the first discussion of goals of care was captured in the study
dataset for each patient. If a subsequent discussion took place, it
was not measured. Data reflect only the initial discussion.

b Percentages might not add to 100% because of rounding.

Plan

Our first step was to identify at-risk patients who would
benefit from coc discussions and a referral to palliative
care. That step required input from medical oncologists,
nurses, and patient care coordinators at the ccseo. A
project team was assembled with representation from
each of those groups.

The group referred to the Early Identification and
Prognostic Indicator Guide (suggested by Cancer Care
Ontario)?! to draft a guideline that would identify the target
population. The aim was to use patient factors that could
be identified electronically to create a well-defined and
accessible patient population. The draft proposalincluded
patient variables such as a high symptom burden, disease
parameters such as cancer site, treatment factors such as
third-line palliative-intent chemotherapy, and provider
variables such as the question “Would you be surprised if
this patient died within the next 12 months?”

The initial guideline was circulated to project team
members and to other important stakeholders, including
oncology and palliative care providers, residents, nurse
practitioners, clinical educators, and social workers. Re-
visions were made accordingly. The guideline was then
circulated to the oncology department staff and was ap-
proved before implementation. Table 111 summarizes the
final guideline.

The guideline confirmed the definition of acp. The
ultimate goal was to ensure that documentation of coc and
Acp discussions and plans is present and accessible across
time and place within the health care system.

The guideline recommends that all members of the
health care team at the ccseo identify individuals who
could benefit from Goc discussions, acp discussions, and
referral to palliative care.
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TABLE Ill  Advance care planning guideline (summary) adopted by physicians at the Cancer Centre of Southeastern Ontario in May 2016

Patient parameter Palliative Goals of care and Comment
care advance care
referral? planning discussion?
Patients with complex symptom burden from cancer or Yes To be considered Not all patients with complex symptom
treatment-related toxicity, or both, with symptom severity based on other burden are in the late or incurable phases of
scores greater than 4/10 that persist for more than 3 visits. prognostic parameters  their disease, but all patients will benefit from
palliative care referral.
Patients whose physician answered “no” to the question Yes Yes Goals of care and advance care planning
“Would you be surprised if this patient died within the next discussions might not require palliative care
12 months?” referral; discussions could be handled by
oncologists and documented appropriately
in the patient’s chart. It is recommended
that these be dynamic discussions, such that
specific elements will have to be readdressed
depending on changes in the health care
status of the patient.
Patients with general indicators of decline such as Yes Yes Goals of care and advance care planning

m decreasing activity, declining performance status
(Palliative Performance Scale < 60%).

® increasing support needs.

® advanced progressive incurable disease with
complex symptom burden.

m  declining response to treatments, decreasing
reversibility of disease process.

= multiple unplanned or crisis hospital admissions.

discussions should be coordinated between
the palliative care physician and the oncology
most-responsible physician if the patient is
still receiving disease-directed therapies.

Early on, it was recognized that, even for the small
number of patients with a documented Goc or acp discus-
sion, the conversation was buried in clinical notes within
the EMR and were not readily available to other physicians
in the cancer centre, to acute-care inpatient units, or to the
emergency department. Wilson et al.?? similarly showed
that the location of Acp documentation within their EMR
was not standardized, making it difficult to make care
decisions when time was limited. Their solution was to
create a button within the emr called Advanced Direc-
tive/Code Status that would provide access to all stored
Acp and code status documentation. At our centre, the
Internal Medicine program had recently developed a coc
documentation tool for patients admitted to their service.
Rather than create a new form, we chose to use the same
tool to formalize coc documentation for our outpatient
oncology patients (Table 1v). That form was called the Blue
Sheet. In addition, we requested that a button labelled Life
Care Plans be added to the home screen of the EMR. Upon
completion of a Blue Sheet, a member from health records
would scan the document into the EMR within 2 business
days. Because acpis adynamic process that can evolve over
time, an updated Blue Sheet can be uploaded as required
at any time in the future.

Next, the project team identified a goal for the Q1 ini-
tiative. The primary improvement goal was to increase
the rate of coc documentation to 40% from 6% in an at-
risk population of cancer patients by 31 August 2017. The
secondary goal was to increase referral rates to palliative
care to 70% from 47% over the same period.

Finally, the project team decided on a two-phase
intervention to achieve the improvement goals. Phase 1
of the project (“the passive phase”) involved having the
Blue Sheet available in all outpatient clinics at the ccsko.
The medical oncologists were encouraged to use the Blue
Sheet with any patient who met the criteria outlined in the
guideline. In addition, they were also encouraged to refer
patients with advanced disease to palliative care early
in the course of treatment. This phase of the project was
meant to ensure the feasibility of the Blue Sheet and was
therefore not limited to the selected population from the
baseline study.

Phase 2 of the project (“the active phase”) actively
sought to increase coc documentation by identifying
at-risk patients and providing physician prompts and
reminders. Patients are identified using pharmacy che-
motherapy records that meet our selection criteria (as
identified in the updated baseline study) based on dis-
ease site, stage, and intent of therapy. For those patients,
the Blue Sheet is placed in the patient’s chart before the
patient is seen by the medical oncologist. The sheet thus
serves as a visual reminder that the patient has been
identified as requiring a coc discussion. The rates of coc
documentation and palliative care referral were tracked
on a monthly basis.

Do

The passive phase of the project took place from 1 June to
31 October 2016. The active phase began on 1 November
2016 and is ongoing.
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TABLE IV Content of Blue Sheet documentation tool for patient goals of care at the Cancer Centre of Southeastern Ontario

SIDEA

Part I: Discussion participants

Patient

Family, social network

Substitute decision-maker (SDM) or power of attorney (POA)

Medical/nursing team
m  Allied health
Part Il: Discussion content
m  Patient’s understanding of medical condition

m  Patient’s values, priorities, and expectations

Part lll: Discussion outcome
®  Symptom management (e.g., addressing pain, shortness of breath)

®  Medical interventions (e.g., imaging, antibiotics, intravenous fluids)

m  Life-sustaining measures (e.g., mechanical ventilation, dialysis)

m  Cardiopulmonary resuscitation (CPR) Note: intubation and mechanical ventilation would be necessary.

Name Signature Date (yyyy/mm/dd)
Health care professional

Time (hhmm)
Copy given to patient

*#* PLEASE COMPLETE PHYSICIAN ORDER FORM THAT REFLECTS THE ABOVE DISCUSSION TO COMPLETE PROCESS ***

SIDE B

Goals of Care Discussion Resource — Meeting Checklist

Side A should be used to document the discussion participants, content, and outcomes. Side B is a checklist to assist in the preparation of the meet-
ing further information and references are available on “Goals of Care Discussion Resource — Supplemental Information” (see barcode at bottom)
I.  Preparing for discussion

Assess patient’s capacity for consent and/or if an advance directive already exists.

Obtain patient’s permission for a family meeting. Determine degree to which patient wishes to be involved.

Identify other key attendees (e.g., family members, substitute decision maker, interpreter).

Identify members of the health care team that should attend and organize logistics (include Social Work).

ooooo

Review the patient’s chart. Identify any specific issues that may need to be addressed. Be prepared to formulate recommendations for care.
Il.  Holding the meeting

Open the meeting by explaining what you wish to discuss (e.g. goals of care).

Elicit the patient’s understanding of their condition.

Elicit the patient’s values, beliefs, fears, goals, and expectations.

Identify or appoint a substitute decision maker or power of attorney.

Provide information about the different levels of intervention. Confirm patient’s understanding. Welcome questions.

Ooooooao

Discuss these interventions further in relation to the patient’s health condition and future options. Acknowledge the patient’s reaction, and
address emotions.

Remember: Be compassionate, but direct.
Ill.  Meeting outcomes

O Document the content of discussion and levels of intervention. Include comments for each level regardless of decision (e.g., if decision
for no CPR, can write “CPR discussed and declined after possible outcomes reviewed.”)

Organize any follow-up or further meetings that may be required.
Have the patient (or representative) and a physician sign the document.

Ooono

Provide a copy of the document to the patient and/or family.
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Study and Act

Preliminary results from the passive phase of the project
were reviewed. Over the 5-month period allocated to this
phase, Blue Sheets were completed for 44 patients. Of the 44
completed sheets, 15 were completed by 6 medical oncolo-
gists, and the remaining 29 were completed by 4 palliative
care physicians.

Before the start date of the active phase, the medical
oncologists were reminded of the initiative by e-mail. In
addition, the project team decided to provide a further
monthly prompt to the medical oncologists. For a given
month, the project coordinator would send each medical
oncologist a confidential e-mail containing the names of
patients who had been identified as requiring coc discus-
sion and documentation.

The active phase ended on 31 August 2017, and an
analysis of the results is ongoing. The PDSA cycle will be
repeated based on a review of those results.

Limitations

Our study has some limitations that warrant mention.
First, the duration of the review (10 months) after the in-
tervention (“active phase”) might have been inadequate
to notice a change in practice. In addition, an assessment
for sustainability and continual improvement will not be
possible after the end of the project. Second, given that the
study population includes only patients with metastatic
lung, pancreatic, breast, and colorectal cancers, our find-
ings might not be able to be extrapolated to patients with
other cancers having prognoses of less than 1 year. Finally,
although we have outlined a process that was successful at
our cancer centre, other centres that lack similar resources
(specifically, EMRs) might not be able to replicate our ef-
forts. Despite those limitations, we feel that other cancer
centres and oncologists can gain significant insights from
the implementation and design of our Q1 project.

SUMMARY

In this report, we described the early phase of our q1 ini-
tiative to improve coc documentation in patients with
advanced cancer at our centre. We used Q1 methodology
and frameworks developed through other Q1 initiatives to
inform our project design. The process we used, as sum-
marized here, might be helpful for other cancer centres
wishing to implement similar initiatives.

Based on anecdotes and clinical impressions, weiden-
tified a potential problem within our current practice
environment.

To understand the extent of the potential problem,
we undertook initial data collection for a cohort of
patients with advanced lung cancer and pancreatic
cancer treated with chemotherapy during 2010-2013
(initial results recently published)!3.

Data from the initial study were presented on several
occasions to the medical staff at the ccseo (medical
oncology, radiation oncology and palliative care) at
monthly oncology department meetings.

Together with other clinical colleagues and with the
use of an existing framework, we drafted a cancer

centre guideline to provide a structure for how and
when to engage in coc and Acp conversations and
when to refer patients to palliative care (Table 111).
Initial draft guidelines were presented to physician
stakeholders at departmental meetings and were
subsequently revised based on feedback provided.
We recognized that the current method for docu-
menting coc and acp discussions (in the clinic notes)
were not readily accessible to other physicians in the
cancer centre, to acute-care inpatient units, or to the
emergency department. Accordingly, we adopted an
existing form that had been recently developed by
the medical inpatient units (the Blue Sheet). In ad-
dition, based on experience from other institutions,
we standardized the location of the documentation
within the EmMR.

Finally, we designed a two-phase QI intervention to
determine the feasibility of using the Blue Sheet in
the outpatient setting and to increase rates of coc
documentation and of referral to palliative care.
Before launching the initiative, we updated our
“pre-intervention” baseline database and expanded
the target patient population to include patients
with chemorefractory metastatic breast cancer and
colorectal cancer. We clearly outlined our improve-
ment goals and the timeline over which progress was
to be measured.

Results from the early phase of our initiative show
that implementation of a coc documentation tool (the
Blue Sheet) is feasible in the outpatient setting for patients
with advanced cancer. Further analysis of the active phase
of the project will determine whether the intervention
increased the rates of coc documentation and referral to
palliative care.
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