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Abstract
Background  Integration of palliative and supportive care in cancer treatment pathways is becoming standardised. While there 
has been significant qualitative research in oncology on palliative and supportive care integration into clinical care, there is 
little evidence that focusses on clinicians who manage hepatocellular carcinoma (HCC) and their perceptions on palliative 
and supportive care.
Aim  To investigate the attitudes and perceptions regarding palliative and supportive care of healthcare professionals manag-
ing patients with HCC.
Design  Qualitative study involving semi-structured individual interviews transcribed verbatim and analysed thematically.
Setting/participants.
A total of 25 healthcare professionals including hepatologists, gastroenterology trainees, hepatology clinical nurse consultants, social 
workers, and palliative care specialists providing care to patients with HCC recruited at 4 tertiary hospitals via purposive sampling.
Results  The following themes emerged: (1) availability of palliative care services, (2) need for clear referral pathways and 
processes, (3) patients’ limited understanding of palliative care, (4) recognition of benefits of palliative care, and (5) the lack 
of training in hepatology services for palliative care provision.
Conclusion  Health professionals’ perceptions of integration of palliative and supportive care in liver cancer care are ham-
pered by multiple barriers. Opportunities to establish a more cohesive approach to care integration for patients with liver 
cancer have been identified. 
Trial Registration  ACTRN12623000010695 (date of registration 9/01/2023).  

What is already known about the topic?
• Integration of palliative and supportive care for cancer can have profound benefits for patients’ symptom burden and quality of life.
• There is a lack of empirical studies examining the perspectives of health professionals who manage liver cancer on the integration of pallia-

tive and supportive care into the treatment pathways for patients.
What this paper adds
• This study identifies a number of barriers to the implementation of palliative and supportive care into liver cancer treatment algorithms.
• The absence of sufficient evidence in clinical guidelines impairs the capacity of health professionals to improve the integration of palliative 

and supportive care for liver cancer patients.
Implications for practice, theory, or policy.
• As liver cancer prevalence increases, further effort is required to develop appropriate evidence-based clinical guidelines and referral path-

ways to support the integration of palliative and supportive care within existing liver cancer services.

Keywords  Palliative care · Palliative and supportive care · Liver cancer · Hepatocellular carcinoma · Health professionals · 
Qualitative

Yvonne A Zurynski, Meera Agar and Jacob George are the equal 
senior authors.

http://crossmark.crossref.org/dialog/?doi=10.1007/s00520-025-09403-y&domain=pdf


	 Supportive Care in Cancer (2025) 33:384384  Page 2 of 13

Introduction

Hepatocellular carcinoma (HCC) is the sixth most common 
cancer and the second greatest contributor to cancer-related 
mortality [1]. The prognosis of HCC is poor with a 5-year 
survival of just 19%. Additionally, more than 75% of HCC 
patients have concurrent cirrhosis which also impacts on 
their long- term outcomes. HCC disproportionately affects 
marginalised populations including culturally and linguis-
tically diverse (CALD) groups, refugees, and Indigenous 
populations [2–7]. Higher rates are also associated with 
substance abuse, high-risk sexual practices, and incarcerated 
populations [2–7]. HCC patients tend to have a fluctuating 
course between disease stabilisation, recurrence, and pro-
gression with multiple radiological, surgical, and systemic 
treatment modalities being utilised in a non-linear fashion. 
This non-linear natural history of HCC is often complex and 
varied in the context of underlying liver comorbidities, and 
this complexity hampers the ability of health professionals 
to formulate long-term individualised treatment plans.

International oncology guidelines have recently recom-
mended the early integration of palliative and supportive 
care into treatment pathways, based on a number of seminal 
studies highlighting the importance of this practice [8–14]. 
Early integration of palliative and supportive services in the 
natural history of cancer has resulted in improvements in 
symptoms, quality of life, and in a few studies, a survival 
benefit [15–21]. Whilst these recommendations have been 
implemented in a number of different advanced cancers, 
clinical services for HCC are yet to integrate palliative and 
supportive care across the spectrum of the disease.

Although there is some evidence applying qualitative 
research methodology into oncologists’ perspectives on 
implementation of palliative and supportive care in malig-
nancy, there is very little evidence in hepatology practice for 
clinicians who provide the primary management for patients 
with HCC [22]. The management of HCC varies across the 
world, with care falling either on oncologists or hepatolo-
gists. While some existing studies report the perceptions of 
hepatologists and other health professionals regarding their 
experiences with palliative and supportive care in manag-
ing liver disease, there are very few studies focusing on the 
attitudes, perceptions, and experiences of clinicians caring 
for patients with HCC [22].

The aim of this study was to investigate the attitudes, 
perceptions, and experiences of clinicians about involving 
palliative and supportive care services in the care of patients 
with HCC. This qualitative study examined the [1] health 
professionals’ views on patient perceptions and attitudes 
towards palliative and supportive care, [2] health profession-
als’ attitudes towards referrals of HCC patients to palliative 
and supportive care, and [3] perceived barriers or enablers 
to referral to palliative and supportive care.

Methods

Study design

A qualitative study using semi-structured interviews to 
investigate the attitudes, perceptions, and experiences of 
healthcare professionals about involving palliative and sup-
portive care in the management of patients with HCC. The 
methods and reporting were informed by the consolidated 
criteria for reporting qualitative research (COREQ) guide-
lines [23].

Participants and sampling

Participants were purposively sampled to ensure a diverse 
representation of professions and levels of seniority, whilst 
ensuring the recruitment of multiple professionals from each 
site. Ambulatory liver clinic leads and other clinical staff 
at each hepatology service including hepatologists, gastro-
enterology trainees, hepatology clinical nurse consultants, 
social workers, and palliative care physicians were invited to 
participate in individual interviews. Recruitment took place 
between September 2022 and November 2023.

Setting

Four tertiary referral centres (ambulatory liver cancer clin-
ics) in metropolitan Sydney, New South Wales (NSW), 
Australia, participated in the study. Each site is highly spe-
cialised in the management of patients with HCC and sees 
between 80 and 120 patients per year. The HCC services 
comprise diverse teams of multidisciplinary staff that service 
the needs of CALD populations across various geographic 
regions, encompassing a number of marginalised groups 
including Indigenous peoples, refugees, and people living 
with psychosocial adversity. One of the sites had embedded 
a palliative care clinician into the ambulatory HCC clinic. 
Ethical approval was obtained from the South Western Syd-
ney Health District Human Research Ethics Committee on 
25/05/2022 (ref no. 2022/ETH00385) in accordance with the 
Declaration of Helsinki.

Data collection

Informed by previous peer-reviewed studies, semi-structured 
interviews were guided using an interview guide developed 
by the research team, based on preliminary discussions with 
palliative medicine consultants, hepatologists, and nurses.

Participants’ informed consents were collected and 
recorded at the beginning of each interview. One interviewer 
(C.G.) conducted all interviews. All interviews took place 
in a virtual setting, using Zoom for both video and audio 
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recording. No repeat interviews were necessary. Participants 
were not remunerated.

Data management and analysis

All interviews were transcribed verbatim by the interviewer 
(C.G.) and checked against audio–video recordings to ensure 
accuracy. Transcripts were then anonymised and deidenti-
fied. A numerical system was used to distinguish individuals 
from various study sites by codes for the site and partici-
pant number, e.g. P1.1 refers to site one, participant one. 
Thematic analysis was performed according to the methods 
described by Braun and Clarke [24]. This involved familiari-
sation with transcribed data, generating codes and themes 
using an inductive analysis approach, identifying emerging 
themes, and consolidating these into broad themes through 
team discussion, checking, and cross-checking against the 
original transcripts to remain true to the data. All transcripts 
were coded using NVivo 14 Pro software by three expe-
rienced qualitative researchers (S.W., S.C., Y.Z.) indepen-
dently, to improve consistency of interpretation and mini-
mise bias. Any discrepancies or uncertainties in coding and 
interpreting the data were discussed and resolved through 
mutual agreement. The associated codes were subsequently 
categorised into overarching themes that align with the 
research questions. Data extracts of transcripts under each 
theme were reviewed to ensure coherence and relevance and 
to identify any missed codes. Themes were then reviewed 
and discussed with the interviewer (C.G.) ensuring that the 
theme interpretation was informed by contextual information 
gleaned during the interview. Final themes were defined, and 
subthemes were identified. To capture potential variations 
in views among the different types of health professionals 
and professionals from different sites, the themes were ana-
lysed categorically based on both profession and site. As 
the results mostly did not differ by profession or by site, 
aggregated themes based on the whole group of respondents 
are reported. Any results that differed from the broad themes 
expressed by one or two individuals are highlighted.

Reflexivity statement for researchers involved 
directly in qualitative data analysis

The lead researcher, CG, is an experienced gastroenterolo-
gist/hepatologist involved in the diagnosis and treatment of 
people with HCC including referral to palliative care, and 
their personal experience could potentially create a per-
sonal bias during analysis. Therefore, three other research-
ers (SW, SC, and YZ) undertook the thematic analysis. YZ 
is a senior academic and health services researcher with 
over 30 years of experience in health research and approxi-
mately 15 years of experience in qualitative research 

methods. SC is a demographer and a health services 
researcher with 4 years of post-doctoral experience and 
over 10 years of experience in mixed methods research. 
SW is an experienced research assistant with 2 years of 
experience of undertaking qualitative analyses related 
to health services research. SC, SW, and YZ were not 
involved in data collection and are not involved in clinical 
care; however, all three have previously conducted qualita-
tive research involving interviews and focus groups with 
healthcare professionals, and all three also have personal 
experience of accessing the Australian healthcare system 
for their own healthcare or the care of relatives.

Results

Participant characteristics

Twenty-five of the 29 health professionals approached con-
sented to participate in the interview (86%). Four health 
professionals either declined or were unable to participate. 
The duration of each Interview varied from 13 to 32 min 
with a median of 25 min. Participant characteristics are 
outlined in Table 1.

Overall, four broad themes were consistent across 
the four sites and among different types of health 
professionals:

1.	 Health professionals recognise the value of palliative 
care for their patients

2.	 Limited availability of and access to palliative care ser-
vices

3.	 Need for clear referral pathways, processes, and for 
training

4.	 Clinician perceptions about patient attitudes to palliative 
care

Theme 1: liver health professionals recognise 
the value of palliative care for patients

All participants perceived value in involving palliative 
care services in their patients’ care; however, they also 
talked about the need for closer interdisciplinary relation-
ships (Table 2).

All healthcare professionals recognised the importance 
of palliative and supportive care and the potential benefits 
from the involvement of palliative care staff as early as 
feasible (Table 2). All participants acknowledged that the 
work of supporting HCC patients was multidisciplinary in 
nature; however, there was a strong sub-theme that most 
of the management responsibility falls within the scope of 
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hepatologists’ core business with a focus on the medical 
treatment of HCC. Due to this medical management focus, 
there was a feeling amongst some participants that they 
were referring to palliative and supportive care too late in 
the patients’ journey, although the timing of referral was in 
keeping with international hepatology guidelines.

Most participants expressed a desire to have a closer 
working relationship with palliative and supportive care 
services to better manage liver cancer patients, especially 
when deciding at which point to introduce the involvement 
of palliative care specialists. The need to better integrate 
palliative and supportive care within the core multidiscipli-
nary clinics caring for liver cancer patients was expressed 
by some healthcare workers in this study. Participants also 
felt that the involvement of palliative care teams facilitated 
closer relationships with patients and families as well as 
primary care clinicians who could support families in the 
community. The participants acknowledged the benefits that 
palliative care services had for patients with HCC and their 
family members.

Theme 2: limited availability and access to palliative 
care services

Healthcare professionals described limited availability and 
capacity of palliative care services for their patients. They 
also recognised other access barriers such as geographical 
referral boundaries and limited knowledge about which 
palliative care services are available across individual local 
health networks (Table 3).

All participants acknowledged there was a perception of 
limited capacity within palliative care services within their 
networks. Most individuals stated that they encountered a 
variety of difficulties when trying to access palliative care 
services for their patients with HCC, often due to the limited 
availability of such services. Even when palliative care ser-
vices are available, their ability to accommodate additional 
patient referrals is constrained by limited capacity and staff 
resources. Furthermore, outpatient palliative care services 
face constraints in capacity and staffing, resulting in limited 
availability for new patients, whereas the referral process is 
more streamlined for admitted patients.

Table 1   Characteristics of 
interview participants

Characteristic Healthcare Professionals (n=25)

Sex
-      Male
-      Female

9 (36%)
16 (74%)

Age
-      Median
-      Range

42
27-63

Profession
-      Hepatologist
-      Palliative Care Physician
-      Gastroenterology Trainee
-      Liver Cancer Clinical Nurse Consultant
-      Social Worker

14 (56%)
1 (4%)
4 (16%)
5 (20%)
1 (4%)

Table 2   Theme 1: benefits of palliative care identified by liver health professionals

Sub themes Illustrative quote(s)

Currently the medical team 
does most management

Better interdisciplinary care 
needed

Hepatology staff focused on 
medical care

Interdisciplinary care 
provided

Need outreach

“We do see them very frequently and I feel like the medical team ends up managing a lot of the symptoms” (P1.1)
“So actively supporting patients to engage with dietitians, engage them with a psychologist as well. This would 

be another way to ensure that patients, you know, have some independence for improving the health outcomes” 
(P1.8)

“I think we don't tend to think about palliative care until it’s almost too late” (P1.5)
“So, this sort of multi-disciplinary discussion that we have once a month for all complex cirrhotics, whether they 

need a transplant, or that we need psychology, social support. Basically, we enhance that. We like to havethe 
finger on the pulse. What’s happening with every patient?” (P3.4)

“I have easier access to support in the community. Like occupational therapy, physiotherapy without having to 
admit the patients or linked to community Palliative care. As often these patients need a bit of community pallia-
tive care, they need sort of someone to do a home assessment” (P4.2)

Work closely with families “Anyway, getting them engaged, their family members engaged knowing how to manage symptoms at home, 
improving the knowledge of the general practitioner as well, because that’s the first person to go to” (P4.5)

Work more closely with 
palliative care team

“It would be good to have some more clearer guidelines of when it can be introduced,and I think we should really 
have a better relationship with the palliative care team. They’ve just started coming to our MDT meetings, which 
is good. I think we need a better relationship with them and a clear referral pathway” (P4.2)
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There was a reported lack of consistency regarding 
referral pathways and processes, and many outlined that 
these problems arise due to varying systems, processes, 
and eligibility for referral being implemented at various 
levels throughout the health districts, hospitals, and across 
the state. Palliative care services may also have different 
geographical referral boundaries which creates confusion, 
delays, and additional work to find an alternative service. 
Participants highlighted that the services provided by pallia-
tive care providers varied in scope. The underlying drivers 
of this heterogeneous nature of service scope were not clear 
to the participants, but some suspected that it was due to 
resourcing restrictions and end point efficiency for palliative 
care. Due to the above reasons, some healthcare profession-
als indicated that they had deferred referrals of patients with 
HCC to palliative care, despite feeling that their patients 
would benefit from earlier referral.

Two hepatologists at different clinical sites had encoun-
tered no issues with referrals to palliative care and collabo-
ration with staff from palliative care services once patients 
had been referred. It was unclear from the interviews what 
factors had influenced these participants’ perceptions.

Theme 3: need for clear referral pathways, 
processes, and training

All respondents talked about the need for more specific 
training of gastroenterologists/hepatologists in palliative 
care, and several mentioned the need for palliative care 
clinicians to have access to training in the natural progres-
sion, variability, and treatment of HCC (Table 4). They also 

identified referral process barriers and lack of clear referral 
guidelines (Fig. 1).

All participants commented on the referral pathway 
within their respective networks and highlighted the lack 
of clarity regarding patient eligibility criteria and timing 
of referrals, whilst calling for clear guidelines to support 
the referral process. Many individuals and particularly the 
hepatology clinical nurse consultants discussed the convo-
luted administrative processes involved in referring patients 
to palliative and supportive care. Referrals were not always 
straightforward to make and navigating the different and var-
ied individual systems and models under which palliative 
care services operated within local health districts added to 
the complexity of making a referral.

All respondents acknowledged a lack of education and 
training in providing palliative and supportive care to liver 
cancer patients, and some felt that a greater understanding 
of the roles of palliative care clinicians and the services they 
provide would help them decide when to refer. More specifi-
cally, they expressed a lack of knowledge regarding specific 
palliative care pharmacotherapies that could be utilised in 
patients and a lack of training in patient and family discus-
sions on ‘breaking bad news’, ‘prognosis’, and ‘palliative 
care discussions’. This limited knowledge stemmed from 
limited educational opportunities about palliative and sup-
portive care among gastroenterologists/hepatologists and 
limited collaboration between the two specialties. Historical 
viewpoints on palliative care which only encompassed the 
end-of-life care when patients prognosis is measured in days 
were expressed when discussing their colleagues’ percep-
tions of the work of palliative and supportive care, though 

Table 3   Theme 2: limited availability and access to palliative care

Subthemes Illustrative quote(s)

Availability of palliative care services “Another factor that would influence might be also like the availability of palliative care and the 
types of services and programs that are available at that hospital network” (P1.1)

Access difficulties “I guess up until this stage access to palliative care services was always quite difficult to get services 
because of the waiting list and lack of palliative clinical nurse consultants around so unless 
they’readmitted tohospital,we can’t actually get them seen or linkedwith, so I guess that's the main 
two barriers” (P3.3)

Geographical service boundaries “Sometimes if, the address of the patient is beyond the catchment area of the local health district, 
then we have actually to start arranging the referral again to a different clinic and that might delay 
the process” (P2.4)

Limited capacity of palliative care staff “In my experience sometimes, the capacity is quite stretched but they usually always try very hard to 
actually accommodate and try to see the patients” (P2.4)

No issues with palliative care relationship “Well, we find that positive [palliative] care provides good support for our patients, so we don’t have 
major obstacles getting patients to be seen when we initiate a referral” (P2.5)

Referrals not made “But in saying that I must be honest we don’t do that many palliative care referrals for these patients. 
We do see them very, very frequently and I feel like the medical team ends up managing a lot of 
the symptoms, where I'm sure actual palliative care input would be super helpful as well” (P1.1)

Variability across networks “I think one of the difficulties is actually knowing if each service actually has the capacity to do 
and is willing to do. Because I think one of the complications,we have is that some services are 
better at managing the complications of the underlying liver disease. And others are extremely low. 
Because they don’t necessarily have the knowledge base to do that” (P4.6)
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Table 4   Theme 3: identified needs for referral pathways, processes, and training

Subthemes Illustrative quote(s)

Need for clear referral pathway and process “The referral process needs to be streamlined and needs to be quite easy” 
(P2.4)

Existing clear referral pathways “At the moment we have a consultant which is included which is linked 
to our liver service, which means she does clinic once a week with us 
as well, and that makes a referral to palliative care services much easier 
for a lot of patients. Most patients who have new diagnoses of HCCs 
are automatically linked to palliative care, and they get like an initial 
consultation with the palliative care consultant just to kind of like intro-
duce themselves” (P3.3)

Lack of clear referral path to palliative care “And I don’t really have a clear understanding of the pathways to involv-
ing palliative care at the moment or the work up as much as I should 
be” (P4.1)

Limited understanding among palliative care about treatment options “If they’re receiving immunotherapy, they are having active treatment 
therefore they don’t qualify for palliative care. So, this is an area that 
I’ve had at least three refusals because they consider that is active treat-
ment” (P1.2)

Need for guidelines
Criteria for referral not clear
• Also benefit if symptoms not severe
• Need for referral criteria
• Need for symptom monitoring
Significant symptoms and limited HCC treatment options

“So rather than location, or even if it has something as a one-page docu-
ment on the front page of the internet to tell us, this is the pathway and 
include practical information so you’re not wasting time sending refer-
rals and ringing up to find out if they fulfill the criteria” (P1.2)

“And I think there’s a whole grey zone in the middle. And within that 
grey zone is where it would be helpful to have some more guidance as 
to who would be best to be referred” (P1.1)

“Maybe I can, I referred to, I don’t know. I don’t know why I’m doing 
this, but I’d like to think, maybe I'm referring them three to four weeks 
before [blind] Freddie can see that they need. Palliative Care, but maybe 
I’m wrong” (P1.3)

“But I think it’s still relying heavily on us or the nurses telling them or 
updating them about the symptoms, because I guess we see them more 
often” (P3.3)

“I think most of the patients that get referred the way in, it’s definitely 
symptoms for me. The main symptom, I would manage is usually pain” 
(P3.1)

Guidance for the timing of referral to palliative care “And again, early referral when they don’t have symptoms is quite chal-
lenging if we’ve got them on therapy and they’re sort of under control, 
it’s sort of a barrier to doing that referral, because I know if I make the 
referral to palliative care service aggressively and it is other than symp-
toms, you don’t need us.So,it’s atwo-way problem” (P4.5)

Palliative care role not always clear to hepatologists “If I’m completely honest I don’t actually know exactly what they do. 
I know that they manage symptoms and expectations and family and 
stresses and things like this” (P1.1)

Referral process convoluted “I guess one of the other challenging things is when you complete the 
referral online, it takes up to half an hour to complete. And then not 
only that, you have to ring them up and make sure they got it, email 
so it’s almost like a three step process to make sure it’s actually been 
accepted and then you have to wait so once you put in your referral 
thing you have to wait a while to find out if they’ve been accepted by 
that space and if it’s documented properly” (P1.2)

Need for clinician training in HCC management “I think there are some skills that I think most gastroenterologists can 
sense what’s a bad livercancer,but I think perhaps they do need to be 
more formal teaching around specific system management and specific 
medications you use and all those sorts of aspects because it’s also 
probably a little bit naive to think that you know everything” (P2.2)

Need for clinician training in palliative care “There are still a lot of treating clinicians that only feel like palliative 
care referral is warranted when patients are actively dying. Educating 
the community and clinicians about involving palliative care services 
early in patients with incurable illness that has a high symptom burden” 
(P3.5)
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no participants in this study expressed this viewpoint. Con-
versely, participants also felt that palliative care clinicians 
may not be fully aware of the natural progression and clinical 
management of HCC, and they too needed education to pro-
vide optimal care for patients with HCC. This is illustrated 
by respondents describing that their referred HCC patients 
were not accepted into palliative care services because of a 
perception that the patients were receiving ongoing active 
management and a lack of understanding that the patient’s 
trajectory to ultimate demise would not change.

All respondents reported that the current guidelines for 
patients with HCC provided little clarity on which patients 
should be referred, and a fair number of practitioners were 
operating outside the guidelines when considering early 
referral to palliative care. Some participants discussed their 
opinions regarding the perceived benefit of early palliative 
care referral in HCC patients, despite the lack of evidence 
to guide practice. Participants noted that symptoms discov-
ered by themselves or by nursing staff alerted them to the 
potential need for palliative and supportive care input, using 
symptom burden as a rationale for early referral to palliative 
and supportive care. However, several mentioned that wait-
ing until a significant symptom burden is apparent may not 
result in the best outcomes for patients, and many felt that 
earlier referral was needed.

Many healthcare professionals reflected that they had no 
clear understanding of the specific role that palliative care 

played in the management of patients with HCC, nor were 
a number of participants aware of the specific outcomes of 
referral or how to alter it (i.e. whether the patient is seen by 
a palliative care physician, clinical nurse consultant, or usual 
community palliative care services).

Theme 4: clinician perceptions about patients’ 
attitudes to palliative care

All participants detailed interactions with patients where 
there was limited understanding of what benefits palliative 
care can provide for HCC patients. This was thought to be 
due to a general perception in the community that palliative 
care is for end-of-life treatment only.

Many respondents had experienced difficulties regard-
ing CALD populations and their understanding of pal-
liative care and cultural norms, where certain cultural 
groups simply do not discuss death and dying. Individu-
als acknowledged that their education in this area is lack-
ing and that it is difficult to assess a patients’ understand-
ing of their clinical situation, even when interpreters are 
involved. Some participants acknowledged the usefulness 
of facilitators described in Table 5, for HCC patients in 
accessing and discussing palliative and supportive care. 
Education materials about HCC were available at each of 
the districts, but the healthcare workers stated there was 

Fig. 1   Interaction between hepatology, palliative care, and patients with HCC
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little material on palliative and supportive care in these 
educational materials. Whilst some of this material was 
covered during in-person consultations, discussing pallia-
tive care was often avoided because of the negative percep-
tions that HCC patients and their families had of the topic.

Participants expressed concern over the patients’ and fam-
ilies’ poor health literacy which limited a patient’s capacity 
for self-care and care options. Expanding on this poor health 
literacy about HCC, many participants found that patients 

were unaware of the fatal nature of their underlying dis-
ease, despite previous conversations. This compounded the 
patients’ and families’ stress, anxiety, and fear when discuss-
ing referral to palliative and supportive care as the topic 
sometimes came as a surprise. All healthcare workers had 
had negative interactions with patients and their families 
who expressed concerns and limited understanding when 
discussing palliative and supportive care. Mitigating this 
understanding from both a patient and family perspective 

Table 5   Theme 4: clinician perceptions about patients’ attitudes to palliative care

Subthemes Illustrative quote(s)

Patients limited understanding of palliative care “Quite often palliative care is seen as sort of terminal management for patients and 
therefore, there seems to be a bit of reluctance from the specialists as well as from 
the patients to actually see palliative care nurses or, doctors” (P2.4)

Cultural barriers to accepting palliative care
Language appropriate info

“Culturally it can be a barrier because some cultures really don't want to talk about 
end of life and when you talk about palliative care that opens a Pandora box” (P2.1)

“Well, a lot of them obviously don’t speak English so even though you can get 
interpreters it’s just not you know it’s not as convenient as speaking to the patients 
directly and telling them what’s available etc. And often, we get the family members 
to interpret for the patient. So, whether something is lost in translation, it’s difficult 
to know” (P1.7)

Facilitators of patient in palliative care “The use of a helpline I’ve already mentioned they have our Clinical Nurse Consult-
ant’s direct number” (P4.4)

Information, education for patients needed
Changing perceptions of palliative care
Information is given to patients
Information not always given to patients
Need patient trust of palliative care benefits

“There is like a very small area of our booklet, as well as our website, which is the 
Liver Wellness Program website, that has some mention of it. But I have my doubts 
that the patients access it” (P1.6)

“Just rebranding it to completely supportive care and not calling it palliative care at 
all. I think the district can try to raise the profile of it” (P2.2)

“We have an extensive in-house education and support service. Focuses on both the 
physical and psychosocial needs of the patients which goes beyond the actual liver 
cancer treatment” (P2.6)

“We don’t have any pamphlets. In the beginning of it anyway and if we had any, which 
we don’t, we don’t give anything to the patients any sort of material” (P4.5)

“…you need to build that rapport and that trust before you then broach the subject” 
(P1.4)

Limited patients’ capacity for self-care and care options
Patients need support with appointments

“Some people, for instance, if they aren’t surveillance for chronic liver disease, they 
get sick of the process every 6 months. ‘Come on I’ve done it for 5 years. I’m sick 
of it. Nothing happened. Why do I have to do this? And you know, it’s just okay’” 
(P3.4)

“I probably need access to find them to confirm all their appointments because some 
of them seem to just have problems with their appointments in general and follow 
up…” (P1.2)

Patient acknowledgement of fatal nature of disease “Sometimes they don’t even have the understanding that cirrhosis means their liver 
has not been functioning very well. They think if they’re coming to the liver clinic 
and they’re seeing a doctor every six months and they’re doing what they have been 
asked to do like the blood tests it means they are okay” (P1.6)

Patient and family anxiety, stress, fear
Carer and family have better insight

“I think the main thing is, does this mean I’m dying. I think that’s the main question” 
(P4.3)

“What does this mean? When am I going to die? Are you going to stop treating me? 
How long have I got? Is the other good one” (P4.6)

“And having family members present is also very important. So, everyone not just the 
patient, but everyone, in the family or their support people all on the same page. So, 
there is no confusion” (P2.4)

Patient not ready for palliative care “And then, even when we try to touch on the subject, it’s a tough one and you know 
they’re not always accepting” (P3.2)

Patient ready for palliative care “In some cases, I have to say there has been a lot of relief from the patient and some-
times the family but more so from the patients when you do bring out palliative care 
as a, as a concept and as a service” (P1.4)
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was imperative for participants to be able to successfully 
refer patients to palliative care and to have these services 
accept HCC patients into the service.

Many respondents had dichotomous views on previous 
patients’ interactions regarding readiness for referral to pal-
liative care. Participants reported that some patients had 
difficulty discussing referral to palliative care and were not 
prepared to accept the referral. However, some patients that 
the health professionals pre-emptively perceived as being 
reluctant to accept referral to palliative care were quite 
accepting and viewed the referral with relief.

Discussion

Palliative and supportive care integration into cancer care 
pathways is becoming the standard of care throughout the 
world [8, 11, 12]. This study addressed a knowledge gap 
about health professionals’ experiences and perceptions of 
the potential value of integrating palliative and supportive 
care in HCC management. The major findings from this 
study detailed an often confusing and heterogeneous envi-
ronment with major barriers to implementing and providing 
palliative and supportive care to HCC patients from a soci-
etal, organisational, cultural, and resource perspective. Gaps 
in educational opportunities and limited best practice guide-
lines to inform clinical decisions about referring patients to 
palliative care were identified. The study also identified a 
perceived limited understanding among palliative care clini-
cians of the nuanced care needs of patients with HCC.

One of the main barriers that participants perceived 
exists within the system regarding HCC and palliative 
and supportive care is the lack of referral pathways, with 
a lack of underpinning evidence-based guidelines. Current 
international guidelines in hepatology are at odds with 
guidelines from oncology [11, 25–27]. A recent review 
detailed the limited evidence base and the future implica-
tions for practice [28]. Without an appropriate evidence 
base, the implementation of palliative and supportive care 
in HCC is difficult due to the non-linear natural history of 
the disease coupled with the heterogeneous application of 
treatment modalities based on institutional expertise. The 
ability to perform research into implementation of pallia-
tive and supportive care as a complex healthcare inter-
vention with multidisciplinary adaptation in behaviours 
and process normalisation within resource constrained 
environments is thus difficult [29]. This coupled with a 
lack of discrete funding pathways hampers the ability to 
implement empirical evidence into the care-space, which 
consequently impairs the ability of health professionals to 
advocate for earlier referral to palliative care.

One of the most consistent themes identified was the per-
ceived benefit of palliative care medicine for patients with 

liver cancer [22]. All participants detailed positive experi-
ences that resulted from the input of palliative and support-
ive care medicine for referred patients. There is an inherent 
level of trust in palliative and supportive care medicine to 
provide care and services to the HCC population, despite a 
lack of knowledge among hepatologists about what exactly is 
provided by these services. The expansion of palliative and 
supportive care services is a relatively new discipline, which 
evolved from pain management at end of life [30]. The broad-
ening of the palliative care services skill set beyond this scope 
has been well documented within the speciality but has failed 
to be communicated beyond existing silos [30]. The inherent 
trust that has been borne out of this area to the specialists 
involved is likely from patients’ perceived benefit from the 
care input, which is communicated back to the referring hepa-
tologists. Whilst this phenomenon of patient attitudes towards 
services displays sociological aspects of collectivistic culture 
in terms of a relationship oriented, interdependent, holistic 
thinking style focusing on group harmony, the application to 
the complexity of interactions in referral behaviours between 
medical specialities has not been highlighted [31, 32].

Patient and family level barriers to palliative and sup-
portive care in liver cancer as perceived by clinicians were 
explored in this study. These findings were consistent with 
the literature in other cancer types when discussing pallia-
tive and supportive care [33–38]. One factor highlighted by 
participants was the level of patient and family anxiety and 
fear, limiting acceptance of referral. All healthcare workers 
expressed concerns that the offer of palliative care would 
raise preconceived perceptions of attitudes among patients 
and carers, including perceptions that death is imminent, 
and that active treatment will be withdrawn [30]. This was 
compounded by a perception of poor health literacy by 
the respondents; however, this has not been explored with 
patients and carers, who’s viewpoints would add clarity to 
this picture. Healthcare literacy in palliative care consists 
of a complex interplay between patient, carer, clinician, and 
system issues. Targeted interventions providing end-of-life 
care support has been shown to improve end-of-life care 
literacy and could addressed the gaps in communication 
between clinician, patient, and carers [39].

Another barrier identified by clinicians included the spe-
cific difficulties experienced when engaging and discuss-
ing palliative care with CALD populations. As large num-
bers of liver cancer patients in Australia come from CALD 
backgrounds, these populations need culturally appropriate 
communication methods and patient education resources to 
address these barriers [40]. Communication surrounding 
palliative care and its benefits has been shown to be more 
difficult in culturally and linguistically diverse communities 
compared to their Anglo-Saxon counterparts [41]. Rebrand-
ing ‘palliative care’ to ‘supportive care’ to enable early inte-
gration into cancer treatment pathways has been considered 
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and endorsed by governing societies; however, the roll-out 
into the broader healthcare environment has not been fully 
realised [30, 42]. Suggested insights from participants at 
the one site who had integrated palliative care had removed 
this connotation by rebranding it ‘supportive care’ and had 
significantly decreased patient associated barriers to accept-
ance of referral.

One of the most common barriers to provision of pal-
liative care elucidated in this study was the lack of educa-
tion and training regarding various aspects of supportive 
care for healthcare professionals who manage patients with 
HCC. This was not limited to one area within this domain 
but encompassed symptom management and communica-
tion with patients surrounding the underlying fatal nature of 
their disease. This generalisation is not limited to healthcare 
professionals providing HCC care and is prevalent across 
several specialities as demonstrated in the literature [33, 35, 
38, 43].

Strengths and limitations

This study was conducted across four major public tertiary 
centres providing interdisciplinary liver cancer care in 
NSW, Australia. Thus, the results may not be representa-
tive of all health professionals who provide care to patients 
with HCC. It is important to note that this may not pre-
cisely represent the perspectives of healthcare profession-
als predominantly situated in private sector medicine. The 
four tertiary centres are in metropolitan Sydney, but all four 
accept referrals from across the state of NSW. Neverthe-
less, the experiences of gastroenterologists, hepatologists, 
and palliative care staff who work in regional centres were 
not captured, and this should be a priority for the future. 
The findings are context-specific to the four clinics which 
operate under the constraints of the Australian health sys-
tem. Therefore, the results may not be transferable to other 
settings internationally.

We employed methodological approaches to mitigate the 
likelihood of bias in the interpretation of the qualitative data. 
This included analysis by skilled qualitative researchers who 
were independent of the data collection process and were 
not involved or affiliated with the four liver clinics, double-
coding and inter-coder agreement testing and conflict resolu-
tion, and critical reflection and expert discussion.

Future research

The remit of palliative and supportive care for patients 
with HCC has many unique attributes as the disease occurs 
most frequently in the setting of cirrhosis. Hence, a large 

proportion of patients are managed during their entire dis-
ease course by liver specialists who have unique expertise 
in the management of cirrhosis and its complications. To 
realign with the current manifest needs, there needs to be 
significant research investment to (a) further establish per-
spectives and attitudes towards palliative care in liver cancer 
with an endeavour to capture patients and carers viewpoints, 
(b) establish earlier setpoints for initiation of palliative care 
referral not just for patients with liver cancer but also for 
those with end-stage liver disease, (c) define what these 
set points are for this specific population, and (d) increase 
education of healthcare providers on the roles and benefits 
of palliative and supportive care in the liver cancer patient 
journey.

Conclusion

There is limited integration of hepatology services with 
palliative care services and limited referral pathways, com-
pounded by the complexity created by different palliative 
care services and their acceptance criteria and geographi-
cal boundaries. Clinical guidelines that provide evidence-
based recommendations regarding the timing of referral and 
the specific palliative care needs of patients with HCC are 
needed to optimise care. There is a need for interdisciplinary 
education opportunities to upskill liver cancer teams in pal-
liative care while at the same time upskilling palliative care 
teams in the management of HCC. Clinicians experienced 
significant stigma and limited understanding of the role of 
palliative care for their patients, especially for those from 
CALD populations. Targeted accessible patient information 
resources in multiple community languages and in multiple 
formats should be co-designed and distributed through liver 
clinics and in primary care settings.
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