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Abstract

Background: Communication with patients and families about serious illness impacts quality of life and helps
facilitate decision-making.

Objective: To elucidate the pattern of communication about serious illness for patients who have died in an
inpatient setting.

Design: Three hundred patients from the Swedish Registry of Palliative Care 2015-2017 were randomly selected
for manual chart review.

Setting: Patients who died in a palliative care, oncology, or internal medicine unit in Sweden were selected.
Measurements: \We report on the frequency of conversations at three time points, 6 months or longer before
death ("Years”), 15 days—6 months before death (“Months”), and 0-14 days before death (“Days”). We also report
the timing of the conversation about dying.

Results: A total of 249 patients were included after exclusions; they had an average of 2.1 conversations (range
1-6). The first conversation took place a median of 53 days before death and the last conversation took place a
median of 9 days before death. Separate conversations with the next of kin took place a median of two days
before death. We could verify a conversation about dying in only 156/249 (63%) medical records.
Conclusions: Commmunication about serious illness between clinicians, patients, and families occurs iteratively
over a period before death. Measuring the quality of communication about serious illness using a years, months,
and days framework may help ensure that patients and families have sufficient information for medical and per-
sonal decision making.
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Introduction

Communication about serious illness is important
throughout the disease trajectory. In the years before
death, many patients want to pursue treatment for
the possibility of more time. Communication is less
concerned with treatment decision making, as the
goals of medical care are often straightforward, and in-
stead focuses on understanding patients’ values and
goals for living, and is increasingly recognized as an im-
portant way to lessen patients’ anxiety and depression
and improve quality of life.”

In the months before death, as patients become
sicker, they encounter more complex decisions related
to treatment options and how to balance a decreasing
potential for treatment benefit with hope to live longer
or with an improved or sustained quality of life. Com-
munication ideally focuses on prognosis, which is de-
scribed by patients and their next of kin as important
for planning and preparation, and on balancing com-
peting goals.” Toward the end of life, patients and fam-
ilies face decisions about dying, and communication
that explicitly or implicitly recognizes the dying process
is a near universal component of care.

To support and encourage communication to-
ward the very end of life, the Swedish “National
Guideline for Palliative Care at the End Of Life”
highlights the importance of communicating with
patients or their next of kin. The guidelines require
Swedish clinicians to have and document a conver-
sation about dying, defined as “informative conver-
sation about the transition to end-of-life care.”” In
these conversations, the clinician, patient, and their
next of kin together discuss that the goals of care
are quality-of-life and symptom management, rather
than extension of life. The conversations are encour-
aged to be reported to the Swedish Register for Pallia-
tive Care (SRPC). Reporting can be done by any
clinician and does not imply that specialist palliative
care has been provided.

In the region of Skane, where this study was per-
formed, the rate of documentation of conversations
in the SRPC was 32% at the start of our study (2015),
which is far from the target of 98%.° Little is known
about when conversations occur during an illness tra-
jectory, or even if patients have more than one. To bet-
ter understand the process of communication about
serious illness and the experiences of patients and fam-
ilies, we performed a medical record review of all com-
munication about serious illness from diagnosis of the
main disease until death.

117

Materials and Methods

The SRPC is a unique registry that records quality mea-
sures on terminal care irrespective of where care is pro-
vided. From this registry, we randomly selected 300
(46%) of 543 individuals who died 2015-2017 in
three specific wards: specialized palliative care, oncol-
ogy, or patients diagnosed with chronic obstructive
pulmonary disease (COPD) in internal medicine in
the region of Skane. All those selected had been inpa-
tients in the three wards and were reported to the
SRPC as having had a conversation about dying, either
directly with the patient or with their next of kin.
Patients who had lost the ability to express their will
more than a month before the time of death, or who
were at the internal medicine ward, but were not diag-
nosed with COPD were excluded.

All medical records were examined by the first author
and a research assistant separately according to the fol-
lowing protocol: first, medical records were electroni-
cally searched for the term “conversation about
dying.” Then, both assessors reviewed the medical re-
cords to identify any documentation related to commu-
nication about serious illness, including conversations
about prognosis, goals of care, palliative care, and
dying. Furthermore, the patients’ medical records
were also read in their entirety from the time of diagno-
sis of the main disease (e.g., diagnosis of cancer, diagno-
sis of COPD) until death, to identify other record
entries of conversations about serious illness or similar
and to examine conversations that had been docu-
mented over time, including those at previous care ser-
vices and institutions. Continuous discussions between
the first author and research assistant regarding content
interpretation were held to ensure consistency in the
analyses.

Documentation was reviewed to identify three tran-
sitions: the transition from curative to palliative treat-
ment intent, the transition from palliative treatment
to a focus on comfort, and discussions about dying
(Fig. 1). Documented conversations about related top-
ics such as code status were not classified as conversations
about dying, that is, we did not infer the conversation con-
tent. We recorded the first documented conversation
about dying with the patient, and further conversations
with the patient reiterating or elaborating on this message
were not recorded.

Analysis
We used descriptive statistics to report the characteris-
tics of the population and compare data from medical
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Time and content

TIME-PROCESS Years

Communication about Serious llIness :

Months

Days

From curative to
palliative treatment

Transition

FIG. 1.
disease trajectory.

From palliative treatment
to comfort focus

*What the SRPC aims to measure, the “conversation about dying”

A time-related framework to help identify transitions and conversations in a palliative care and

’ Death

From comfort focus to
end-of-life care*

records with data from the SRPC. (SAS Enterprise
Guide version 8.1; SAS Institute, Cary, NC). We
reported the median time from the conversations until
death.

Conversations were grouped according to a previ-
ously described years, months, and days framework.”
The cutoff between years and months was chosen at
six months before death, because this time point
roughly reflects the time period when clinical care
shifts from treatment focused on the disease to treat-
ment focused on comfort, and aligns with the Medicare
hospice eligibility requirements in the United States
(based on the clinicians best estimate of the prognosis).
The cutoff between months and days was chosen at 14
days before death because this time point roughly re-
flects the start of the dying process.®

Ethics

This was a retrospective review of medical records and
registered data of deceased subjects; thus, no informed
consent was obtained, in accordance with Swedish leg-
islation and ethical approval for this study. This study
was approved by the Regional Ethical Review Authority
of Lund University (ref. 2018/608).

Results

Patients

Of the 300 patients, 42 (14%) were excluded because
they had lost the ability to express their will more
than one month before death or had mistakenly been
identified as having COPD as the cause of death.
Nine patients had no entry regarding communication
about serious illness in the medical records, despite

SRPC reporting them as having had at least one;
thus, 249 patients were included in the analysis. The av-
erage age of the patients was 72 years (range, 32-94
years), and 61% were women (Table 1). Most patients
(160/249) died in the specialized palliative care unit.

Timing of conversations

From the time of diagnosis of serious illness until death,
patients had an average of 2.1 (range 1-6) conversations
regarding prognosis, goals of care, palliative care, and
dying. The median time for the first conversation was

Table 1. Basic Demographics

N (%)

Age

32-49 12/249 (5%)

50-59 25/249 (10%)

60-69 56/249 (22%)

70-79 92/249 (37%)

80-89 47/249 (19%)

90-94 17/249 (7%)
Sex

Female 149/249 (60%)

Male 100/249 (40%)

Place of death
Specialized palliative care
Oncology ward
COPD at Internal Medicine ward

No. of conversations
In the years window
In the months window
In the days window

160/249 (64%)
49/249 (20%)
40/249 (16%)

513
33/513 (6%)
201/513 (39%)
279/513 (54%)

COPD, chronic obstructive pulmonary disease.

*Correction added on September 12, 2022 after first online publi-
cation of August 1, 2022: In Table 1, N (%) for age 90-94 was mistak-
enly noted as 1/2497 (7%). The table has been corrected to reflect
17/249 (7%).
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53 days before death and the median time for the last
conversation was 9 days before death. Eighty-eight pa-
tients had only one conversation documented in their
medical records at a median of 16 days before death.
Conversations were most frequently held during the
last two weeks of life, the “days window” (Table 1). Sep-
arate conversations with their next of kin (n=137) were
reported at a median of two days before death.

Using the years, months, and days framework, 12%
of the patients had their first conversations more than
six months before death. A larger proportion (46%) of
the patients had their first conversations 6 months to
15 days before death, and 23% of the patients had their
first conversation within 14 days of death. Four percent
of the patients had conversations in all three time win-
dows and 36% of the patients had conversations in two
time windows (the majority at days/months, Fig. 2).

Two-thirds of the patients who had a conversation in
the years time window also had a conversation within
14 days of death, and two-thirds of the patients who
had their first conversation in the months time window
also had conversations within 14 days of death.

Conversations about dying

Using the medical records, we could verify a conversa-
tion about dying in 108 patients and an additional 48
patients with whom the conversation about dying
was held with their next of kin, without the patient,
out of 249 reported in the SRPC. This leaves 93/249 pa-
tients (37%) for whom we were unable to identify a
conversation about dying in the medical records.

A review of conversation content among the entire
study population (N=249) revealed 513 documented
conversations about serious illness. Of these, 245/513
(48%) were about dying (in some cases, the patient
and their next of kin had separate conversations).

Among the patients who had a conversation about
dying documented in the medical record, 76% had an
earlier record entry regarding a conversation about se-
rious illness, on average 49 days before death. Among
the patients who did not have a conversation about
dying recorded in the medical records, a slightly
smaller proportion (65%) had at least one documented
conversation about serious illness 39.5 days before
death on average (data not shown).

Time to death by care unit

Conversations about dying with patients occurred on
average eight, four, and two days before death in spe-
cialized palliative care, oncology care, and COPD
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care, respectively (Table 2). More patients in specialized
palliative care had a conversation about dying (54%)
than those in oncology (24%) or internal medicine (23%).

The next of kin had conversations about dying with-
out the patient present in a higher proportion in inter-
nal medicine (90%) and oncology (59%) than in
specialized palliative care (44%).

Discussion
In this study, we developed a better understanding of the
continuum of communication about serious illness by ex-
amining medical records from the time of diagnosis of the
main disease until death. We observed that the process of
communication about serious illness takes place over
years, months, and days. Most conversations occurred
during the months and days before the very end of life,
with 31% of the patients having both “months” and
“days” conversations. However, very few patients (4%)
had documented conversations in all three time windows.
Few conversations in our study occurred in the years
time window, more than six months before death. This
is consistent with a previous study from the United States
that found the median first conversation about end-of-
life care to be 33 days before death,” with more than
half of the conversations taking place in acute admissions
as opposed to during outpatient care. This contrasts with
current oncology guidelines that recommend conversa-
tions take place early, when life expectancy is years to
months.'”'" Programs such as the Serious Illness Care
Program, which focuses on clinician communication
skills training and systems change, have been shown to
increase the frequency of earlier conversations.'?
However, it is unclear when these conversations
should begin. When healthy people older than 65
years were asked to imagine that they had a serious ill-
ness and then consider when they would want to be in-
formed of their prognosis, only 44% wished to be
informed of a two-year prognosis. In contrast, 62%
wished to be informed at one year, and 74% at six
months. It became more important to engage in serious
illness communication as death became nearer."
Many conversations in our study took place within
the “months” time window. In the months before
death, death is not imminent. Thus, patients have the
opportunity to consider options and make informed
treatment decisions based on their values and priori-
ties. Conversations in the “months” time window are
associated with less intense end-of-life medical care."*
Our review of medical records showed that conver-
sations about dying took place overall at a median of
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FIG. 2. A view of all documented conversations in the medical records, over years, months, and days
before death. On top, there is a frequency graph of the timing of conversations.
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Table 2. Data on Conversations About Dying at the Care
Units, Based on Review of the 249 Medical Records

Days from conversation
about dying to death:

N (%) median/range
Specialized palliative care unit
No. of patients 160
Patient had a conversation  87/160 (54%) 8/0-93
about dying
Next of kin had a separate  70/160 (44%) 3/0-41
conversation about dying
Oncology ward
No. of patients 49
Patient had a conversation 12/49 (24%) 4/1-23
about dying
Next of kin had a separate 30/49 (59%) 2/0-12
conversation about dying
Internal Medicine Ward
No. of patients 40
Patient had a conversation 9/40 (23%) 2/0-9
about dying
Next of kin had a separate 37/40 (90%) 1/0-8

conversation about dying

seven days before death, and eight days before death in
the specialized palliative care unit. Eight years ago, a
Swedish study showed that the median time between
conversations about dying and death in a specialized
palliative care unit was four days."” The authors
pointed out that even though the importance of having
a conversation about dying had been promoted in na-
tional care programs in Sweden, conversations took
place too late. Four days does not provide sufficient
time for the patients and families to prepare for death.
Our study shows improvement.

In our study, oncology ward patients still had a short
time between their last conversation and death (four
days). Several factors could explain this finding. For ex-
ample, time constraints are often cited as a barrier to
end-of-life communication, and inpatient oncology ca-
pacity has in fact been reduced by 30% during the last
20 years in southern Sweden, whereas the population has
increased by almost 30% during the same years.'®™'® Fur-
thermore, cancer patients with poor prognoses in Swe-
den typically have earlier conversations about dying
and then transfer to specialized palliative care, whereas
cancer patients with uncertain prognoses are kept in
the oncology ward.

Patients with COPD had conversations about dying
only two days before death. This short time period may
reflect that, while their frailty was acknowledged, their
death still occurred quickly and relatively unexpected-
ly."” This may also reflect a lack of communication
skills training or a culture that does not promote

121

early conversations. Discontinuity in patient-provider
relationships is another possible reason why conversa-
tions in this patient population occurred close to death.

A conversation about dying, registered in the SRPC
with the specification “documented in the medical re-
cords,” could only be verified in 63% of the patients’
medical records, that is, 37% of the patients in the
SRPC had incorrect information, at least when using
the medical record as the gold standard. Medical records
have been considered the gold standard for the valida-
tion of quality indicators in other studies®®; however,
in this instance, they may not accurately reflect clinical
practice. Previous studies have found significant defi-
ciencies in the documentation of end-of-life conversa-
tions, which can be regarded as errors of omission.?"??

In such cases, clinicians have conversations with pa-
tients and families, but fail to document them, or it may
be that health care personnel misinterpret which tran-
sitions the SRPC intends to measure (Fig. 1). Similar
confusion has been shown in comparable contexts:
stakeholders cannot reach a consensus definition of
Serious Illness Communication, which makes it diffi-
cult to apply measures.”’

Study limitations

Our study has several limitations. First, the relatively
small sample size from a specific region limits our abil-
ity to generalize the findings. While this region can be
argued to be representative of Sweden,* the result
may not apply to different countries with different pro-
cesses for reporting end-of-life conversations. Second,
the subjective nature of interpreting clinical notes
makes it difficult to categorize the conversation about
dying. Although the two reviewers carefully assessed
the content and negotiated to a consensus, conversa-
tions may have been mislabeled or missed. Finally, it
is possible that crucial information reported to SRPC
did not appear in the medical records. However, the
SRPC clearly specifies that an affirmative response in
the register requires a conversation about dying to be
documented in the medical record by a physician.

Conclusions

In conclusion, while our patients were preselected for
having had a conversation about dying, we found addi-
tional, earlier conversations about serious illness. In
this study, we observed a pattern of conversations
over years, months, and days, which we believe will
be a helpful framework for clinicians and patients, to
ensure sufficient information to prepare for the end
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of life. In addition, this framework may be a useful way
to measure the quality of the process of communication
about serious illness, and thus improve it.
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