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Abstract

Background: Growing evidence demonstrates the benefits of early, integrated palliative care (PC) for patients
with advanced cancer and their caregivers. Yet, data are lacking on the communication patterns within this
model of care.
Objective: The goals of this study were to describe the content of patient–clinician discussions among patients
receiving PC and to compare differences in discussion content between oncologists and PC clinicians.
Design: We conducted a qualitative observational analysis.
Setting/Subjects: We included patients with incurable lung and esophageal cancer enrolled in a randomized
trial of early, integrated PC versus usual oncology care. We analyzed 68 audio-recorded clinic visits (34
oncologist visits; 34 PC clinician visits) immediately after patients’ (N = 19) first and second cancer progres-
sions. We examined themes of clinician communication, comparing the content and frequency of discussions
between oncologists and PC clinicians.
Results: Although both oncology and PC clinicians discussed symptom management, medical understanding,
and treatment decision making with patients at nearly all postprogression visits, PC clinicians tended to assess
patient understanding of the treatment process and prognosis more often than oncologists. PC clinicians ad-
dressed patient coping, caregiver experiences and needs, and advance care planning more frequently than
oncologists.
Conclusion: PC clinicians play a distinct, complementary role to oncologists in providing care for patients with
advanced cancer and their caregivers. PC clinicians tend to assess and elaborate on patient understanding of
prognosis and treatment and emphasize effective coping, caregiver needs, and advance care planning. These
results illuminate the communication elements by which early, integrated PC may improve patient and care-
giver outcomes.
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Background

Over the past decade, early involvement of specialty-
trained palliative care (PC) clinicians in the outpatient

oncology care setting has increasingly been recognized as an
essential element of comprehensive care for patients with
advanced cancer and those with high symptom burden.1 A
number of randomized trials have shown that early PC sig-
nificantly improves quality of life, symptom burden, mood,
illness understanding, and quality of care at the end of life for
patients with advanced cancer.2–5 Family and friends
(‘‘caregivers’’) also benefit from early PC, with improve-
ments in depression, stress burden, and social functioning.6–8

Based on this evidence, the American Society of Clinical
Oncology published a provisional clinical opinion9 that was
later updated in 201710 calling for the standardization of early
integration of PC into the medical management of all patients
with advanced cancer. Despite this increased acceptance, the
specific elements of early PC are unclear,11,12 prompting calls
to clarify the salient components of PC provided by clini-
cians.

Objective

To elucidate the essential elements of PC that may lead to
improved outcomes, we conducted an in-depth qualitative
analysis of audio-recorded visits from a randomized trial of
early, integrated PC versus standard oncology care in patients
with advanced cancer. The goals of this study were to describe
the content of patient–clinician discussions among patients
receiving early, integrated PC and compare differences in
discussion content between oncology and PC clinicians.

Setting/Subjects

This analysis is based on a larger randomized clinical trial
in which we examined the efficacy of early PC integrated
with oncology care versus usual oncology care alone in im-
proving patient-reported outcomes and end-of-life care
(Clinicaltrials.gov identifier: NCT01401907). To be eligible
for the trial, patients needed to be at least 18 years, diagnosed
with incurable lung or noncolorectal gastrointestinal cancer
in the past eight weeks, and have a stable performance status.
We previously reported detailed information regarding pa-
tient eligibility, recruitment, and enrollment.13 Caregivers
present at clinic visits were consented to participate though
patients did not need to identify a caregiver to enroll in the
study. Patients randomly assigned to the intervention group
met with a specialty-trained PC physician or advance practice
nurse within four weeks of enrollment and at least monthly
thereafter until death. Although the content of the PC inter-
vention visits was based on national guidelines,14 clinicians
could tailor discussions to the specific care needs of patients
and their caregivers. Upon providing informed consent, we
requested permission from patients to audio record their
oncology and PC clinic visits. The Dana Farber/Harvard
Cancer Center IRB approved the study protocol.

Design and Methods

We selected 21 consecutive patients from the intervention
group to include in this qualitative study. Between April 2014
and June 2016, we audio recorded two outpatient clinic visits

with medical oncology and two outpatient clinic visits with
PC immediately after patients’ first and second cancer pro-
gressions (i.e., up to eight recordings per patient). This
sample size was sufficient for our intended qualitative ana-
lyses, which allowed us to achieve informational redundan-
cy.15 We intentionally chose to record post-progression visits
because these encounters were likely to include salient dis-
cussions about cancer treatment, patient understanding of
illness and prognosis, and decision making. Seven oncolo-
gists and ten PC clinicians (physicians and advance practice
nurses) were included in the analyzed clinic visits. Using
TranscribeMe.com, we obtained verbatim transcriptions of
each audio recording.

To identify and compare the unique content of conversa-
tions between each type of clinician with the patients and
caregiver(s), we selected audio recordings in which the on-
cology and PC visits occurred separately. We were unable to
analyze audio recordings in which both the oncologist and PC
clinician jointly saw the patient or when a corresponding visit
between oncology and PC was missing. For example, two
patients did not have evaluable data for this study because
they only had joint visits with clinicians post-progression or
were missing either an oncology or PC visit for each of their
audio-recorded visits. Most of the 19 patients with evaluable
visits had two to six visits (M = 3.78 [SD = 1.67], Mode = 2)
available for this analysis (N = 68 clinic visits total). Figure 1
illustrates the audio recordings included in this study.

We developed the initial coding scheme through an itera-
tive review process using our team’s prior qualitative study of
the early PC intervention and expert feedback as well as
audio-recorded PC visits and clinician documentation of
discussions from the current trial.16 The prior qualitative
coding scheme included seven key elements of PC visits
including (1) relationship and rapport building, (2) addres-
sing symptoms, (3) addressing coping, (4) establishing illness
understanding, (5) discussing cancer treatments, (6) end-of-
life planning, and (7) engaging family members. The primary
reviewer refined this initial coding scheme by reviewing a
subset of ten audio recordings from this study and adjusting
the scheme based on the content of PC discussions among
clinicians, patients, and caregivers during oncology and
PC clinic visits. The final coding scheme (Supplementary
Table S1; Supplementary Data are available online at www
.liebertpub.com/jpm) included eight broad first-level codes,
each comprising more detailed second- and third-level codes.
Two experts including an oncologist and a clinical psychol-
ogist who specialize in PC research reviewed and confirmed
the coding scheme before coding. The research team made
additional minor edits to clarify specific codes throughout the
coding process. Once confirmed, this coding scheme was ap-
plied to all 68 transcripts. For this analysis, we focused on the
codes relevant to post-progression visits and chose not to report
on two first-level codes related to initial PC visits, including
‘‘explaining the role of palliative care’’ and ‘‘rapport building.’’

We conducted a summative content analysis. The primary
reviewer coded all transcripts based on the final coding
scheme. We trained a second independent reviewer (A.H.)
with expertise in qualitative methods and advanced cancer
populations in the coding scheme. This second reviewer in-
dependently coded a subset of transcripts (n = 7) and then met
with the primary reviewer to discuss and compare the results.
This comparison served to confirm that the primary reviewer
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was consistently applying the coding scheme to all transcripts
and to ensure the trustworthiness of the coding. To assess
inter-rater reliability between the two reviewers’ coding, we
calculated a Kappa coefficient, which ranged from 0.72 to
0.81 across transcripts, representing substantial to high reli-
ability.17 The reviewers discussed any differences between
their coding and resolved discrepancies, making adjustments
and clarifications to the coding scheme. We performed all
qualitative analyses using NVivo software, Version 11.

To describe and compare the topics that oncologists and
PC clinicians addressed with patients and their families
after cancer progression, we calculated the frequency of
each first-level code across all clinic visits. We initially
focused on the six first-level codes and compared the number
of clinic visits in which each code was discussed (‘‘yes/no’’)
by oncology and PC clinicians. Based on these comparisons,
we conducted follow-up comparisons between second- and
third-level codes and supplemented these comparisons with
illustrative PC quotations. Finally, we calculated the mean
time (range) of the patient–clinician discussions.

Results

The demographic characteristics of the 19 patients in-
cluded in this analysis are reported in Table 1. The sample

was predominantly female, white, and married, with a mean
age of 67.11 (SD = 11.83) years. Cancer diagnoses included
nonsmall-cell lung cancer (63.2%, n = 12), small-cell lung
cancer (21.1%, n = 4), and esophageal cancer (15.8%,
n = 3).

The length of clinic visits with patients and caregivers was
similar between oncology and PC. The mean time for on-
cology visits was 24 minutes (SD = 9 minutes, range = 7–40
minutes), whereas PC visits lasted 28 minutes on average
(SD = 10 minutes, range = 8–48 minutes).

Comparison of major topics

The Supplementary Table S1 illustrates the number of
visits (stratified by clinician type) in which the oncologists
and PC clinicians discussed specific topics. Table 2 provides
representative quotations meant to illustrate several topics
and elements within the coding scheme. Figure 2 shows the
frequency of the major topics by clinician type. Across nearly
all clinic visits, all clinicians discussed three of the six major
topics, including symptom management, medical under-
standing, and treatment decision making. The clinicians less
frequently and consistently addressed the three remaining
topics during visits (i.e., coping with illness, supporting care-
givers and loved ones, and advance care planning).

FIG. 1. Clinic visit audio-recording scheme.
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For each topic, we present the number and percentage of
visits in which each topic was discussed out of the total of 68
visits. To compare frequency of discussions by clinician type,
we also report the number and percentage of visits in which
clinicians discussed certain topics out of the 34 oncology and
34 PC visits.

Symptom management. All visits (100.0%, n = 68/68)
included the assessment of symptoms and almost all
(95.6%, n = 65/68) included the treatment of symptoms.
Clinicians most often assessed the following symptoms:
dyspnea/cough (79.4%, n = 54/68), appetite (66.2%, n = 45/
68), pain (64.7%, n = 44/68), gastrointestinal/genitourinary
symptoms (63.3%, n = 43/68), and fatigue (55.9%, n = 38/
68). With respect to treatment of symptoms, the frequency
of discussions varied somewhat by clinician type. Specifi-
cally, PC clinicians more frequently addressed pain (64.7%,

n = 22/34 vs. 52.9%, n = 18/34), gastrointestinal/genitouri-
nary symptoms (64.7%, n = 22/34 vs. 32.4%, n = 11/34), and
fatigue (47.1%, n = 16/34 vs. 23.5%, n = 8/34), whereas the
oncologists were more likely to address nausea/vomiting
(29.4%, n = 10/34 vs. 17.6%, n = 6/34). All clinicians had
approximately equal number of visits that addressed the
treatment of dyspnea/cough (PC = 29.4%, n = 10/34 vs. on-
cology = 32.4%, n = 11/34).

Medical understanding. Clinicians and patients dis-
cussed medical understanding at every oncology visit
(100.0%, n = 34/34) and almost all PC visits (97.1%, n = 33/
34). Figure 3 illustrates the frequency by which clinicians
addressed each element within this topic. Regardless of cli-
nician type, most visits included discussions concerning the
cancer’s response to treatment (88.3%, n = 60/68) and pa-
tients’ and caregivers’ expectations and understanding of the
treatment process (85.3%, n = 58/68). Clinicians less fre-
quently discussed topics including patients’ and caregivers’
expectations and understanding of the illness process (50.0%,
n = 34/68) and illness prognosis (33.8%, n = 23/68).

The oncologists and PC clinicians differed in discussing
specific medical understanding topics. For example, although
oncologists frequently informed patients of new medical in-
formation (64.7%, n = 22/34), PC clinicians rarely addressed
this topic across visits (14.7%, n = 5/34). In addition, oncol-
ogists (91.2%, n = 31/34) informed patients and caregivers of
the treatment process more frequently than PC clinicians
(70.6%, n = 24/34). In contrast, PC clinicians more frequently
assessed patients’ and caregivers’ understanding and expec-
tations of the treatment process (58.8%, n = 20/34 vs. 11.8%,
n = 4/34) and their understanding of prognosis (44.1%, n = 15/
34 vs. 8.8%, n = 3/34) compared to oncologists.

Treatment decision making. All clinicians discussed
treatment decision making during each visit (100.0%, n = 68/
68). Because this topic included numerous components, we
performed a subanalysis of the frequency of specific elements
within this topic (Fig. 4). Both oncologists (76.5%, n = 26/34)
and PC clinicians (67.6%, n = 23/34) regularly discussed how
the patient was experiencing treatment. Oncologists dis-
cussed treatment options and considerations at every visit
(n = 100.0%, n = 34/34) by addressing patients’ specific
treatment concerns (100.0%, n = 34/34), discussing clinical
trials (55.9%, n = 19/34) and treatment efficacy (44.1%,
n = 15/34), and helping patients understand how treatment
would impact their quality of life (64.7%, n = 22/34). In ad-
dition, oncologists provided treatment recommendations
more often than PC clinicians (50.0%, n = 17/34 vs. 23.5%,
n = 8/34). Although PC clinicians discussed treatment options
and considerations less consistently across visits, they related
treatment decisions to patients’ attitudes, values, and life
goals more frequently than oncologists (50.0%, n = 17/34 vs.
5.9%, n = 2/34).

In discussions about treatment decision making, PC cli-
nicians consistently emphasized the supportive role of their
relationship with patients and caregivers (100.0%, n = 34/34)
and focused on understanding how patients’ experiences in-
fluence their treatment decisions (100.0%, n = 34/34). While
oncologists were also engaged in these aspects of supporting
patient decision making, PC clinicians engaged more fre-
quently in validating patients’ values and concerns (100.0%,

Table 1. Sample Demographics

Patient characteristics

Early, integrated
palliative care

patients (n = 19)

Age, mean (SD) 67.11 (11.83)

Gender, n (%)
Female 11 (58)
Male 8 (42)

Race, n (%)
White 17 (90)
American Indian or Alaskan
Native

2 (11)

Ethnicity, n (%)
White, non-Hispanic 18 (95)
Not reported 1 (5)

Relationship status, n (%)
Married or living with someone

as if married
12 (63)

Loss of partner/widowed 3 (16)
Divorced/separated 3 (16)
Single 1 (5)

Highest educational level or n (%)
11th grade or less 1 (5)
High school graduate or GED 8 (42)
2 years of college or associate

degree
5 (26)

College graduate 3 (16)
Master’s degree or higher 2 (11)

Annual household income, n (%)
<$25k 4 (21)
$25–50k 5 (26)
$50–100k 2 (11)
$100–150k 6 (32)
>$150k 1 (5)
Not reported 1 (5)

Cancer type, n (%)
Nonsmall-cell lung 12 (63)
Small-cell lung 4 (21)
Esophageal 3 (16)

Days between diagnosis
of incurable disease and study
enrollment, mean (SD)

30.63 (15.38)
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n = 34/34 vs. 41.2%, n = 14/34), discussing patients’ lives
outside the context of their illness (88.3%, n = 30/34 vs.
52.9%, n = 18/34); building trust (82.4%, n = 28/34 vs.
61.8%, n = 21/34); and reinforcing the partnership between
patients, caregivers, and clinicians (61.8%, n = 21/34 vs.
14.7%, n = 5/34).

Coping with illness. Although PC clinicians frequently
discussed patient and caregiver coping with the illness
(79.4%, n = 27/34), oncologists rarely addressed this topic
(11.8%, n = 4/34). Specifically, PC clinicians talked about a
variety of coping strategies such as behavioral approaches
(38.2%, n = 13/34) (e.g., activity pacing, maintaining a nor-
mal life outside of illness, and relaxation techniques), ways to
accept living with illness (32.4%, n = 11/34) (e.g., defining

what is in one’s control and maintaining hope), and use of
social support (41.2%, n = 14/34) (e.g., emotional support,
finding and using social support, and instrumental [tangible]
support).

Supporting caregivers and loved ones. Caregivers
were present at 88.2% (n = 60/68) of the clinic visits, at-
tending both the oncology and PC visits. When caregivers
were present at a clinic visit, clinicians were likely to support
them (68.3%, n = 41/60), although clinicians at times also
discussed caregivers who were not present (16.2%, n = 11/
68). Regardless of whether the caregiver attended the visit,
PC clinicians were more likely to support caregivers than
oncologists. Specifically, compared with oncologists, PC
clinicians more frequently addressed the relationship between

Table 2. Representative Quotations of Topics and Elements

Topic and element Quotation
Purpose and effect of palliative care

clinician’s statement

Medical understanding
Assess patients’ and caregivers’

understanding and expectations
of treatment process

‘‘Tell me a little bit about what brought
you—I’ve read in the notes, but I’d
love to hear what brought you into
the ER.’’

Asked a patient to describe his
understanding of what precipitated
a recent emergency department visit
and review the patient’s recent
hospitalization.

‘‘What were the results? What’s your
understanding of the results of those
CT scans?’’

Asked the same patient as above to
describe his interpretation of recent
scan results, which prompted a
lengthy dialogue about the patient’s
declining health and his concerns
about the future, and the palliative
care clinician sensitively responded
to his worries while also helping him
make decisions about treatment and
symptom management.

Assess patients’ and caregivers’
understanding of prognosis

‘‘When someone shares with you that
they think that [you will not make] it
to the holidays, what was your guys’
understanding of that comment?’’

Asked immediately after an oncology
visit in which a patient learned that
he had a prognosis of only a few
months, this question prompted the
patient to reflect on the seriousness
of his worsening health and reveal
his internal conflict over the
possibility of death.

Treatment decision making
Clarify patient experience ‘‘I can imagine things have been hard.

Can you share with me what you’re
thinking right now?’’

Asked a patient to share his thoughts to
understand the patient’s experience
and encourage open discussion.

Validating patients’ values and
concerns

‘‘When you’re feeling well, what’s
important to you? How do you want
to spend your time because that
helps guide me, so I’m making sure
that we’ve got our eye on the prize
about helping you live the way you
want to live?’’

Asked a patient to describe her values
and priorities to focus care on the
specific needs of the patient.

Coping with illness
Using social support ‘‘You’re kind of a pragmatist—you

kind of see what needs to be done
and you march forward. I’m just
wondering when you’re feeling
worried or sad or anxious or not
certain about what the path is, do
you have folks that you can turn
to?’’

Asked if the patient had enough social
support to help her cope emotionally
after noticing that the patient was
juggling major treatment decisions,
multiple ongoing symptoms, and a
hectic family life.
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FIG. 2. Frequency of six major topics by clinician type.

FIG. 3. Frequency of medical understanding topic elements by clinician type.
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the patient and caregiver (73.5%, n = 25/34 vs. 23.5%, n = 8/
34), such as discussing changes in the patient–caregiver rela-
tionship (35.3%, n = 12/34 vs. 8.8%, n = 3/34), as well as made
efforts to understand the caregiver’s experience (47.1%,
n = 16/34 vs. 14.7%, 5/34) and validate the caregiver’s values
and concerns (38.2%, n = 13/34 vs. 11.8%, n = 4/34). One
second-level code, ‘‘discuss relationship between patient and
loved one,’’ and two nested third-level codes were infrequently
discussed but retained as codes for comparison.

Advance care planning. Of the major topics, clinicians
addressed advance care planning with the least frequency,
although these discussions occurred more often during PC
visits than during oncology visits (41.2%, n = 14/34 vs.
23.5%, n = 9/34). PC and oncology clinicians, respectively,
discussed code status (32.4%, n = 11/34 vs. 8.8%, n = 3/34),
health care proxy (29.4%, n = 10/34 vs. 2.9%, n = 1/34),
hospice (26.5%, n = 9/34 vs. 23.5%, n = 8/34), and home care
(8.8%, n = 3/34 vs. 5.9%, n = 2/34).

Discussion

This analysis is the first to provide insights regarding
the ways in which early, integrated PC and oncology care
provides comprehensive management of patients with ad-
vanced cancer and their caregivers.18 Within this coman-
agement model of care, PC and oncology clinicians shared
responsibilities and often engaged in complementary dis-

cussions regarding a comprehensive breadth of topics with
patients and caregivers.

Overall, PC clinicians supplemented oncology care, dis-
cussing similar content areas such as symptom management,
medical understanding, and treatment decision making while
also emphasizing discussions regarding patients’ coping with
illness, caregivers’ experiences, and advance care planning.
PC clinicians complemented patients’ discussions with on-
cologists in three overarching ways: (1) building supportive
partnerships with patients and caregivers; (2) clarifying pa-
tients’ understanding of their health, prognosis, and treat-
ment; and (3) providing concrete coping skills to help
patients and caregivers manage the illness. We discuss each
of these points in the paragraphs hereunder. Notably, al-
though clinicians varied in their frequency of discussing
certain topics, no topic was solely addressed by one type of
clinician. This finding underscores that, whereas a patient’s
specific needs (e.g., cancer- and treatment-related symptoms)
may trigger a PC consultation in clinical practice,19–21 the
care patients receive is neither one-dimensional nor com-
partmentalized.

(1) PC clinicians focused on developing supportive,
personal relationships with patients and caregivers
demonstrated by their frequent discussions that in-
cluded the codes ‘‘emphasizing and reinforcing their
partnership with patients and caregivers’’ and ‘‘un-
derstanding the patient experience.’’ PC clinicians
regularly validated patient concerns, asking about

FIG. 4. Treatment decision-making topic elements by clinician type.
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their lives outside of their cancer experience, build-
ing trust, and reinforcing their ongoing partnership
with the patient and caregiver(s). These conversa-
tions were often interwoven in larger discussions
regarding symptoms, treatment, and decision mak-
ing, which often strengthened the bond between pa-
tients, caregivers, and clinicians.

(2) In following up on patients’ discussions with oncologists,
PC clinicians assessed patients’ and caregivers’ com-
prehension and interpretation of treatment information
and prognosis. Such assessment is key to enhancing
medical understanding, encouraging patients and care-
givers to review, evaluate, and interpret information
while discussing their perceptions with the clinician. At
times when patients or caregivers express confusion or
concerns, the PC clinicians serve as an extra layer of
support directly addressing those misperceptions or ap-
prehensions. In a prior qualitative study with PC clini-
cians, Back and colleagues observed that PC clinicians
view themselves as ‘‘interpreters’’ between oncologists
and patients in helping to clarify understanding of illness
and prognosis as well as treatment information.22

(3) A distinctive feature of the PC intervention included
the provision of tangible constructive coping skills.
Clinicians sought to empower patients in actively
managing their illness by addressing range of coping
strategies tailored to patients’ specific needs.23

This qualitative analysis suggests that the early, integrated
PC model is simultaneously reflective, intimate, and practi-
cal. That is, by developing strong relationships in which
patients and caregivers feel comfortable to share deeply
personal and emotionally laden concerns after a cancer pro-
gression, PC clinicians were then able to broach more chal-
lenging discussions about advance care planning and the end
of life as clinically indicated. The low frequency of these
discussions in the current study may be due to the focus on
outpatient visits after first and second cancer progressions. In
the parent study, only 14.2% of PC clinicians discussed ad-
vance care planning with patients by 24 weeks after study
enrollment.13 Nonetheless, as patients and caregivers faced
critical questions about the future and the end of life, PC
clinicians provided reassurance by reinforcing the team ap-
proach to supporting the family throughout the entire course
of illness.

Several limitations of the study warrant consideration. We
conducted the parent trial at a single large academic hospital
with a largely white sample in which PC is already integrated
into oncology clinics and likely more culturally embedded
than at other cancer care settings. Also, rather than adjusting
our initial coding scheme based on the current qualitative
data, we may have identified additional topics particularly
relevant for the oncologists’ discussions if we had not started
with an a priori coding scheme. Since a qualitative analysis
of audio-recorded visits throughout the full course of care
was not feasible, we analyzed a substantial number of clinic
visits after first and second cancer progressions.

Conclusion

PC clinicians provide complementary and additive care to
oncologists by deepening patients’ and caregivers’ under-

standing of their illness and prognosis, supporting treatment
decisions, reinforcing adaptive coping skills, and planning
for the end of life. As the first qualitative comparison to
summarize the care provided during early, integrated PC, this
study provides insight into the mechanisms by which this
model of care improves patient outcomes. Follow-up longi-
tudinal studies are needed to ascertain more fully how PC’s
clinical discussions impact patient quality of life and end-of-
life care outcomes.
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