UCLA
UCLA Previously Published Works

Title

Physicians’ Perspectives on Palliative Care for Patients With End-Stage Liver Disease: A
National Survey Study

Permalink

https://escholarship.org/uc/item/2070d490

Journal
Liver Transplantation, 25(6)

ISSN
1527-6465

Authors

Ufere, Nneka N
Donlan, John
Waldman, Lauren

Publication Date
2019-06-01

DOI
10.1002/1t.25469

Peer reviewed

eScholarship.org Powered by the California Diqital Library

University of California


https://escholarship.org/uc/item/2070d4g0
https://escholarship.org/uc/item/2070d4g0#author
https://escholarship.org
http://www.cdlib.org/

1duosnuey Joyiny 1duosnuen Joyiny 1duosnuey Joyiny

1duosnuey Joyiny

Author manuscript
Liver Transpl. Author manuscript; available in PMC 2020 June 01.

-, HHS Public Access
«

Published in final edited form as:
Liver Transpl. 2019 June ; 25(6): 859-869. doi:10.1002/1t.254609.

PHYSICIANS’ PERSPECTIVES ON PALLIATIVE CARE FOR
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Abstract

Background—Specialty palliative care (PC) is underutilized for patients with end-stage liver
disease (ESLD). We sought to examine hepatologists’ and gastroenterologists’ attitudes about PC
for patients with ESLD.

Methods—We conducted a cross-sectional survey of hepatologists’ and gastroenterologists’ who
provide care to patients with ESLD recruited from the American Association for the Study of
Liver Diseases membership directory. Using a questionnaire adapted from prior studies, we
examined physicians’ attitudes about PC and whether these attitudes varied based on patients’
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candidacy for liver transplantation. We identified predictors of physicians’ attitudes about PC
using linear regression.

Results—Approximately one-third of eligible physicians (396/1236, 32%) completed the survey.
Most (95%) believed that centers providing care to patients with ESLD should have PC services,
and 86% trusted PC clinicians to care for their patients. Only a minority reported collaborating
frequently with inpatient (32%) or outpatient (11%) PC services. Most believed that when patients
hear the term PC, they feel scared (94%) and anxious (87%). Most (83%) believed that patients
would think nothing more could be done for their underlying disease if a PC referral was
suggested. Physicians who believed that ESLD is a terminal condition (B=1.09, p = 0.006)
reported more positive attitudes about PC. Conversely, physicians with negative perceptions of PC
for transplant candidates (B = —0.22, SE = 0.05, p < 0.001) reported more negative attitudes
toward PC.

Conclusion—Although most hepatologists’ and gastroenterologists’ believe that patients with
ESLD should have access to PC, they reported rarely collaborating with PC and had substantial
concerns about patients’ perceptions of PC. Interventions are needed to overcome misperceptions
of PC and promote collaboration with PC clinicians for patients with ESLD.

Keywords
Supportive care; decompensated cirrhosis; questionnaire; quality of life; liver transplantation

INTRODUCTION

Cirrhosis, the twelfth leading cause of death in the U.S., affects over 600,000 persons and is
the seventh leading cause of death for patients aged 25 to 64.1.2 As cirrhosis progresses over
time, debilitating symptoms, such as ascites, hepatic encephalopathy, and variceal
hemorrhage, can develop. The emergence of these symptoms marks the transition to
decompensated cirrhosis, or end-stage liver disease (ESLD), a clinical state marked by
substantial morbidity, limited life expectancy, and poor quality of life.3:4

Specialty palliative care (PC), a service focused on the management of physical and
psychosocial symptom in patients facing serious illnesses, has been shown to improve
quality of life, symptom burden, and mood in patients with cancer and other serious illnesses
as well as their caregivers.>~10 Despite evidence supporting the benefit of PC for many
chronic conditions, PC remains underutilized for patients with ESLD.11-13 We hypothesize
that misperceptions of PC may contribute to the underutilization of specialty PC services by
physicians caring for patients ESLD, as has been shown in prior studies of providers caring
for patients with cancer and congestive heart failure.14-16 However, we currently have
limited empirical data on the perceptions of PC by physicians providing care to patients with
ESLD.17:18 Therefore, we need a more comprehensive understanding of hepatologists’ and
gastroenterologists’ perceptions of and attitudes about PC for patients with ESLD.

We conducted a cross-sectional study to investigate the attitudes of U.S. hepatologists and
gastroenterologists about PC for patients with ESLD. In addition, we examined whether
physicians’ attitudes about PC for patients with ESLD varied based on patients’ candidacy
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for liver transplantation. We hypothesized that physicians would have more negative
attitudes about PC for patients with ESLD on the transplant waitlist. We explored potential
predictors of physicians’ attitudes about PC and hypothesized that physicians’ demographics
and clinical practice characteristics may predict their perceptions of PC.

Study Population

Using the American Association for the Study of Liver Diseases membership directory, we
identified potentially eligible U.S.-based attending hepatologists and gastroenterologists who
provide direct clinical care to adult (age 18 years or older) patients with ESLD. The society
maintains a web-based directory for its members that includes email addresses.

Survey Administration

We administered the survey between February and April 2018. We sent participants
personalized invitations through email to complete the survey containing individualized
links to the web-based survey through Research Electronic Data Capture (REDCap,
Vanderbilt University, Nashville, TN), a password protected web-based survey tool. We
made a total of four follow-up contacts to non-respondents by sending email reminders in
the 21d, 3rd 4t and 6t weeks. Participants who completed the survey and chose to receive an
honorarium received a $20 gift card. Because survey responses were deidentified in this
study, the study procedures were deemed exempt from review by the Partners Institutional
Review Board.

Survey Instrument

The survey included four screening questions to confirm study eligibility as well as items
that were adapted from prior surveys that explored physicians’ collaboration with PC
services, attitudes about specialty PC, sense of ownership over addressing PC issues,
perceptions of patients’ reactions to PC, and PC referral patterns.1%-23 All items included in
the survey have been validated and used in prior studies.23-27 We revised and adapted the
survey items to ask specifically about the population of patients with ESLD (see Appendix).
The survey was designed to measure the following domains: 1) Demographics and clinical
practice characteristics (13 items); 2) access to and quality of PC services (2 items); 3)
physicians’ perception of ESLD as a terminal condition (1 item); 4) physicians’ attitudes
about PC (6 items); 5) physicians’ attitudes about PC for liver transplant candidates (4
items); 6) physicians’ perceptions of patients’ reactions to PC (16 items); 7) physicians’
sense of ownership over addressing PC issues (6 items); and 8) physicians’ attitudes about
the timing of PC referrals for patients with ESLD (4 items). Aspects of the survey that
explored physicians’ perceptions of barriers to PC referrals will be the focus of a separate
publication.

Study investigators (NU, AE) performed cognitive interviews and pilot testing of the survey
with eight hepatologists and conducted content analysis to refine the questionnaire and
ensure its content validity, readability, and acceptability. We reached thematic saturation
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with feedback and modified twelve questions based on participants responses, primarily by
clarifying ambiguous language. We eliminated five questions due to their repetitive nature.

Statistical Analysis

The primary aims of this study were descriptive, and we generated graphical summaries of
participants’ responses to the survey items by using frequencies and percentages for
categorical variables and means and standard deviations for continuous variables. Our
secondary analysis was aimed at examining predictors of physicians’ attitudes about PC. As
has been done in prior studies, we generated a composite score for our primary outcome of
interest, physicians’ attitudes about PC based on the six survey items within this domain.
14,19 Each of these items was scored on a 4-point Likert scale, and we created a composite
score of all six items (with higher scores indicating more positive attitudes about PC; range
4-24). We also generated composite scores corresponding to other survey domains that we
defined a priori as potential predictors of physicians’ attitudes about PC14:19: 1) Perception
that ESLD is a terminal condition (scored as a yes/no item); 2) extent of collaboration with
PC services (higher scores indicating more frequent collaboration with PC services; range
0-6); 3) perceived quality of PC services (higher scores indicating higher perceived quality
of PC services; range 0-6); 4) attitudes about PC for liver transplant candidates (higher
scores indicating more positive attitudes about PC for liver transplant candidates; range 0—
15); 5) perception of patients’ reactions to PC (higher scores indicating more positive
perception of patients’ reactions to PC; range 3-21); and 6) sense of ownership over
addressing PC issues (higher scores indicating higher sense of ownership; range 2-18).

We used a linear regression model to examine predictors of physicians’ attitudes about PC.
We included the following a priori defined predictors in our model: Gender, primary
professional role, years of training, prior training in PC, perception of ESLD as a terminal
disease, perceived quality of PC services, perception of PC for liver transplant candidates,
perception of patients’ reaction to PC, and ownership over PC issues. We considered a p-
value of < 0.05 to be statistically significant. We conducted all analyses with STATA version
15.1 (College Station, TX).

RESULTS

Participant Characteristics

In all, 396 of 1236 (32%) eligible physicians completed the survey [Table 1]. The physicians
were primarily male (287/396, 73%) and white (250/396, 63%). Most physicians were
transplant hepatologists (237/396, 60%), followed by general hepatologists (119/396, 30%)
and gastroenterologists (34/296, 9%). The majority (314/396, 79%) practiced in a teaching
hospital. Overall, 39% (156/396) had less than 10 years of clinical practice, 22% (88/396)
had 10-20 years, and 36% (143/396) had over 20 years in practice. With respect to prior
training in PC, none of the 396 responding physicians had formal (= 6 months) PC training;
over half (205/396, 52%) had no prior training, whereas 46% (183/396) had previously
attended a continuing medical education course or participated in a clinical PC rotation.
Almost all (366/381, 96%) participants responded that if they had a life-limiting illness, they
would use PC. Almost all (364/373, 98%) participants responded that if their loved one had
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a life-limiting illness, they would use PC. The majority (331/381, 87%) agreed that ESLD is
a terminal condition.

Attitudes about timing of PC Referrals for Patients with ESLD

Nearly all (359/365, 98%) physicians indicated that they would use PC services for patients
who are not candidates for liver transplantation. Less than half (176/365, 48%) would use
PC for patients active on the liver transplant list, and only 36% (130/365) would use PC for
newly-diagnosed patients with ESLD.

Collaboration with and Quality of PC services

Almost all respondents had access to inpatient (376/385, 98%) or outpatient (363/385, 94%)
PC services. Only a minority of physicians (124/385, 32%) reported that they collaborated
often with inpatient PC services. Most physicians rated the quality of their inpatient PC
services as “very good” (219/385, 57%) or “good” (136/385, 35%). Few (41/385, 11%)
reported that they collaborated often with outpatient PC services, with a substantial minority
reporting that they rarely (128/385, 33%) or never (40/385, 10%) had collaborated with
outpatient PC services. Most physicians rated the quality of their outpatient PC services as
“very good” (154/382, 40%) or “good” (150/382, 39%).

Attitudes About PC for Patients with ESLD

Physicians’ attitudes toward PC for patients with ESLD are depicted in Figure 1. Nearly all
(358/378, 95%) participating physicians agreed that all centers providing care for patients
with ESLD should have PC services. The majority (326/379, 86%) of respondents thought
that patients with ESLD would benefit if PC were provided earlier in the course of their
illnesses. Most (326/380, 86%) responded that they can trust a PC clinician participate in the
care of their patients with ESLD. Almost half (179/379, 47%) of responding physicians
expressed concern that PC clinicians do not have enough understanding of ESLD to manage
the physical symptoms of patients with ESLD.

Attitudes About PC for Liver Transplant Candidates

Physicians’ attitudes about PC for liver transplant candidates are depicted in Figure 2.
Almost half (178/380, 47%) of physicians disagreed with the statement, “All patient with
ESLD, including liver transplant candidates, should receive concurrent PC”. A considerable
proportion of physicians (69/374, 18%) indicated that patients on the liver transplant waiting
list are ineligible for PC, and 29% (107/375) responded that the goals of transplantation and
PC are contradictory. The majority of physicians (263/375, 70%) thought that patients and
their caregivers would feel abandoned by the liver transplant team if they were referred for
PC.

Physicians’ Perceptions of Patients’ Reactions to PC

Most physicians responded that when patients hear the term “palliative care”, they would
feel scared (348/372, 94%), anxious (326/371, 87%), and depressed (293/371, 79%); only a
minority thought that patients would feel reassured (101/371, 27%) or hopeful (57/368,
15%) [Figure 3]. Most physicians expressed concern that patients referred for PC would

Liver Transpl. Author manuscript; available in PMC 2020 June 01.



1duosnuen Joyiny 1duosnuey Joyiny 1duosnue Joyiny

1duosnuen Joyiny

Ufere et al.

Page 6

think that nothing more could be done for their underlying disease (304/364, 83%) and
would worry that the PC team would talk to them about dying (298/364, 79%) [Figure 4].
Only 23% (85/366) of respondents thought that patients would feel more positively about the
future if referred for PC.

Physicians’ Sense of Ownership Over Addressing PC Issues

Nearly all (368/381, 97%) responding physicians indicated that hepatologists should be
experts in the management of the physical symptoms of ESLD, and the majority (220/380,
58%) endorsed that hepatologists should be experts in the management of the psychological
symptoms [Figure 5]. Most agreed that a hepatologist is the best person to discuss advance
care planning with patients with ESLD (319/381, 84%) and should coordinate the care of
patients with ESLD at all stages of their disease, including end-of-life care (280/377, 74%).
Notably, only 27% (103/381) of physicians felt that a hepatologist is the best person to
provide PC to patients with ESLD, with the majority (335/381, 88%) preferring that PC
specialists serve in this role.

Predictors of Physicians’ Attitudes About PC

The following predictors were associated with more positive attitudes toward PC: physicians
with < 10 years of clinical practice (B = 0.86, SE = 0.32, p = 0.008), those who believe that
ESLD is a terminal condition (B = 1.09, SE = 0.40, p = 0.006) and those with a more
positive perception of the quality of PC services (B = 0.55, SE = 0.09, p < 0.001) [Table 2].
Conversely, physicians with a higher sense of ownership over PC issues (B = -0.12, SE =
0.05, p = 0.02) and a negative perception of PC for liver transplant candidates (B = -0.22,
SE = 0.05, p < 0.001) were more likely to have negative attitudes toward PC.

DISCUSSION

In this study, we examined comprehensively the perception of U.S. hepatologists and
gastroenterologists about specialty PC for patients with ESLD. Almost all participating
physicians responded that patients with ESLD should have access to PC, but only a minority
of physicians collaborated frequently with inpatient or outpatient PC services. Although
nearly all responding physicians would use PC services for patients with ESLD who were
not candidates for liver transplantation, fewer than half would refer their patients who were
active on the liver transplant waitlist for PC. Many physicians reported a strong sense of
ownership over addressing PC issues for patients with ESLD, such as physical and
psychological symptom management as well as advance care planning. Paradoxically,
however, the majority of respondents did not believe that hepatologists would be the best
providers of PC to patients with ESLD. Although most physicians responded that they could
trust PC clinicians to participate in the care for patients with ESLD, many expressed
concerns about patients’ reactions to both the term “palliative care” and a referral to PC
services. Despite generally positive attitudes toward PC by physicians, our data revealed
many potential barriers to specialty PC referrals for patients with ESLD and multiple areas
for growth.
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Our results show that physicians have different attitudes about PC referrals for patients with
ESLD based on their candidacy for liver transplantation. These findings suggest a
misperception among physicians that the delivery of PC begins when active therapy ends,
which is a noted barrier to PC referral in other transplant populations.14:27 However, in
addition to their complex medical needs, patients on the transplant list also have significant
psychosocial needs, specifically related to coping and uncertainty while awaiting
transplantation, for which PC referrals could provide much-needed support.28:2% Given the
specific focus of PC on improving the quality of life for patients at any stage of their disease,
contemporary models of PC promote the concurrent delivery of PC in parallel with life-
prolonging therapy.39 In a recent study, early integration of specialist PC in the management
of patients undergoing hematopoietic stem cell transplantation was shown to improve
patient-reported symptom burden and quality of life.31:32 PC has now been embraced as part
of the routine medical management of other serious illnesses for which transplantation is
curative therapy, such as end-stage renal disease and advanced heart failure.33-35 The
findings from our survey underscore the need to increase awareness among hepatologists
and gastroenterologists that PC can integrated into the care of patients with ESLD at any
stage of their illness trajectory, including those being evaluated for transplantation.

Despite having a strong sense of ownership over core facets of PC, a majority of respondents
preferred PC specialists to serve as the primary providers of PC to patients with ESLD. Most
physicians agreed that specialists caring for patients with ESLD should be experts in PC
issues such as physical and psychological symptom management and advance care planning.
However, almost three-quarters of the responding physicians disagreed that a hepatologist is
the best person to provide PC to patients with ESLD; instead, respondents had a strong
preference for PC specialists to serve in this clinical role. The finding that specialists who
manage ESLD feel they should own the PC issues of their patients yet prefer that PC
clinicians fulfill this role may reflect current patterns of PC referral by hepatologists, in
which PC referrals are underutilized, rarely occur in the outpatient setting, and are delayed
until the late stages of ESLD.11:36:37 As such, PC appears to be perceived as end-of-life care
that is delivered only to patients who are transitioning to hospice care or comfort measures.
11 This misperception represents a missed opportunity for early PC integration, specifically
in the ambulatory setting, to improve symptom management and the quality of life and care
of patients with ESLD.1112 A second potential important inference of these findings is that
specialists in the management of ESLD want to engage in this care, but have competing time
demands that limit their ability to provide comprehensive PC for their patients.
Consequently, the PC needs of patients with ESLD are under-addressed — prior studies have
shown that only a minority of patients with ESLD receive adequate symptom management
or have engaged in timely advance care planning.12:38 These findings suggests three
potential areas for growth for physicians providing care to patients with ESLD to integrate
PC into their practice: 1) enhancing collaboration with PC specialists in the outpatient
setting to support patients with ESLD early in their disease course; 2) developing high-
quality interventions studies to improve the state of the science of symptom management in
patients with ESLD; and 3) developing educational models to improve communication skills
regarding advance care planning discussions.18:39
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Most responding physicians expressed concern that patients with ESLD would have negative
emotional reactions to a PC referral, which may reveal an important barrier to PC referral for
this patient population. The majority of physicians responded that patients with ESLD would
associate a PC referral with the end of active, disease-specific therapy, abandonment by their
care team, and imminent death, findings that have been corroborated in patient and
population-based surveys.40-42 The perception that the term “palliative care” in and of itself
triggers distress in patients has been reported previously by clinicians who care for patients
with chronic illnesses.15:16.22.23.43 Tg \what extent patients with ESLD have a negative
reaction to the term “palliative care” remains unclear and further studies are warranted to
specifically assess the perceptions of PC by patients with ESLD.

This study has important limitations. First, with a response rate of 32%, our survey may be
subject to nonresponse bias, and given the overrepresentation of physicians primarily
practicing at teaching hospitals, our results might not be generalizable to nonacademic
settings. However, our response rate is comparable to those reported in other contemporary
electronic clinician survey studies.1419 Second, while the survey items have been validated
in prior studies, we adapted these items to apply specifically to patients with ESLD, and this
instrument should be validated in future studies of patients with liver disease. Third, our
survey did not specifically address patient factors such as hepatic encephalopathy or history
of substance use disorder that may also impact physicians’ attitudes about PC use in this
population. Fourth, we limited this survey to hepatologists and gastroenterologists who
provide clinical care to patients with ESLD. In light of our findings regarding the role of PC
for liver transplant candidates, the perceptions of PC by liver transplant surgeons may merit
future assessment. Finally, this study focused specifically on physicians’ attitudes about PC;
further studies are needed to identify additional barriers to specialty PC referrals for patients
with ESLD.

In conclusion, our study demonstrates that although most hepatologists and
gastroenterologists believe that patients with ESLD should have access to PC and would
trust PC clinicians to deliver care to their patients, these specialists reported rarely
collaborating with PC in their own practices and had substantial concerns about how patients
perceive PC. Specific interventions are needed to overcome misperceptions in equating PC
with end-of-life care and to enhance collaboration with PC services for patients with ESLD.

Supplementary Material

Refer to Web version on PubMed Central for supplementary material.
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Attitudes About Palliative Care for Patients with ESLD

“All centers that provide care for patients with ESLD should

1%
have PC services” ?

“I can trust a PC clinician to care for my patients with ESLD " 2%

“Patients with ESLD would benefit if PC were initiated earlier

0,
in the course of their illness” 2%

“All patients with ESLD, including transplant candidates,
should receive concurrent PC”

“PC clinicians do not have enough understanding of ESLD to
manage the physical symptoms of ESLD”

“PC clinicians do not have enough understanding of ESLD to
manage the psychological symptoms of ESLD”

0% 20% 40% 60% 80% 100%

m Strongly agree ™ Somewhat agree Somewhat disagree  © Strongly disagree

Figure 1:
Physicians’ Attitudes About Palliative Care for Patients with ESLD
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Attitudes About Palliative Care for Liver Transplant Candidates

“Patients will be concerned that they will be abandoned by
the liver transplant team if they are referred to PC”

“The goals of transplantation and PC are contradictory”

palliative care”

The death of a patient is a professional failure for transplant

0,
clinicians” 170

e e’ _

0% 20% 40% 60% 80% 100%
m Strongly agree ™ Somewhat agree  © Somewhat disagree ~ © Strongly disagree

Figure 2:
Physicians’ Attitudes About Palliative Care for Liver Transplant Candidates
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When patients hear the term "palliative care", they feel:

Scared Anxious Stressed Depressed Reassured Secure

m Strongly agree ™ Somewhat agree Somewhat disagree  © Strongly disagree

Figure 3:
Physicians’ Perceptions of Patients’ Reactions to the term “Palliative Care”
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If a palliative care referral was suggested for a patient with ESLD, they might:

Think nothing can be done for their underlying disease

Worry that the PC team would talk to them about dying

Think their doctor has given up on them

Think they will lose contact with their current hepatology care team
Be worried that the PC team will disrupt their plan of care

Think more positively about the future

Feel more in control of their situation

Think their doctor really cares about what is happening to them

Think the more support they get, the better they will feel

0% 20% 40% 60% 80% 100%

m Strongly agree ™ Somewhat agree  © Somewhat disagree  © Strongly disagree

Figure 4:
Physicians’ Perceptions of Patients’ Reactions to Palliative Care Referral
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Sense of Ownership Over Addressing Palliative Care Issues

“A hepatologist should be an expert on the management of physical
symptoms of ESLD”

“A hepatologist is the best person to discuss advance care planning
with patients with ESLD”

“A hepatologist should coordinate the care of patients with ESLD at
all stages of their disease, including end of life care”

“A hepatologist should be an expert in the management of
psychological symptoms of ESLD”

“A hepatologist is the best person to provide PC to ESLD patients”

“A PC specialist is the best person to provide PC to ESLD patients”

0% 20% 40% 60% 80% 100%

m Strongly agree  ® Somewhat agree = Somewhat disagree ~ © Strongly disagree

Figure 5:
Physicians’ Sense of Ownership over Addressing Palliative Care Issues
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Table 1:
Participant Characteristics
Participant Characteristic (N = 396) No. (%)
Male 287 (72.5)
Hispanic or Latino 31(7.8)
Race
White 250 (63.1)
Asian 117 (29.5)
Black 12 (3.0)
Native Indian/Native Hawaiian 3(0.8)
Other 14 (3.5)
Primary role
Transplant hepatologist 237 (59.8)
General hepatologist 119 (30.1)
Gastroenterologist 34 (8.6)
Missing 6 (1.5)
Region
Midwest 78 (19.7)
Northeast 109 (27.5)
South 114 (28.8)
West 81 (20.5)
Missing 14 (3.5)
Years since completing fellowship training
<10 years 156 (39.4)
10-20 years 88 (22.2)
>20 years 143 (36.1)
Missing 9(2.3)
Time dedicated to clinical responsibilities
<30% 36 (9.1)
30 — 60% 72 (18.2)
>60% 280 (70.7)
Missing 8 (2.0)
Primary practice setting
Private practice 48 (12.1)
Community hospital 18 (4.5)
Teaching hospital 314 (79.3)
Other 10 (2.5)
Missing 6 (1.5)
Board certification
Internal medicine 303 (76.5)
Gastroenterology 358 (90.4)
Transplant hepatology 215 (54.3)
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Participant Characteristic (N = 396) No. (%)
Other 8 (2.0)
Prior training in palliative care
No training 205 (51.8)
Attended courses or rotation in palliative care 183 (46.2)
6 months or more of formal training 0(0.0)
Missing 8(2.0)
Provide clinical care as a member of a liver transplant program
Yes 264 (66.7)
No 126 (31.8)
Missing 6 (1.5)
Number of liver transplants performed annually at primary practice center
<50 72 (18.2)
51-99 77 (19.4)
>100 111 (28.0)
Do not know 1(0.3)
Missing 135 (34.1)
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