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Abstract

Background. Timely integration of palliative care (PC) into standard oncology hospital care
offers significant benefits to patients with incurable cancer and their families. International
recognition of the importance of timely PC has shifted the focus from integration to deter-
mining the optimal timing for introducing PC. The specific care responsibilities of oncology
clinicians acting as generalists in PC and the optimal timing for involving PC specialists remain
uncertain.

Objectives. This study aimed to (1) explore how the concept of “timely PC” is understood by
oncology clinicians and patients with incurable cancer and (2) investigate how PC is provided
in a timely manner in daily clinical practice.

Methods. An interview study was conducted with 18 oncology clinicians (7 physicians, 1
physician assistant, and 10 nurses/nurse practitioners) and 12 patients with incurable cancer.
The interviews were conducted between October 2022 and June 2023 and a thematic analysis
of the interviews was performed.

Results. Three main themes emerged regarding “timely PC”: (1) timely PC is individual and
situational, (2) identification of the right time is an ongoing challenge, and (3) proactive care is
essential. Regarding the provision of timely PC, 3 themes were identified: (1) having a strong
collaboration among various clinicians, (2) having the courage to start a clear and sincere
conversation, and (3) being sensitive and personal.

Significance of results. Being timely is not a fixed point in time, but depends on the indi-
vidual patient and their situation. Clinicians should be proactive and gradual in bringing up
PC-related topics and be careful to use the right words. Tools such as the surprise question can
support in timely integrating PC but being timely PC highly depends on a patient’s individual
context. Therefore, clinicians should be aware that timely PC is a constant search for the most
fitting moment.

Introduction

With the expected increase in cancer incidence over the coming decades, it has been predicted
that by 2040 cancer will be one of the main drivers of palliative care (PC) needs (Bray et al. 2024;
Etkind et al. 2017). Timely integration of PC into the care of patients with incurable cancer and
their families has been shown to improve quality of life and satisfaction with care, reduce symp-
tom burden and potentially inappropriate end-of-life care, and may even improve survival rates
(Bakitas et al. 2015; Boddaert et al. 2020; Temel et al. 2010; Vanbutsele et al. 2018; Zimmermann
et al. 2014). This extensive body of literature has led to international guidelines and recom-
mendations from high-level associations, such as the American Society of Clinical Oncology
(ASCO), which states that PC should be integrated within 8°weeks of diagnosis of advanced can-
cer (Ferrell et al. 2017). A consensus study among members of the Multinational Association of
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Supportive Care in Cancer (MASCC) and the European Society
for Medical Oncology (ESMO) identified 13 indicators of oncol-
ogy and PC (Hui et al., 2015a). This international recognition of
the importance of timely PC has shifted the focus from whether
PC should be integrated into standard oncology care to identifying
the optimal timing for its introduction.

The Dutch healthcare system adopted an integrated generalist
and specialist PC model, in which all clinicians provide basic PC
based on their medical training. This includes basic symptom man-
agement and discussion of prognosis and treatment goals (Kaasa
et al. 2018; Quill and Abernethy 2013). When needed, such as in
complex symptom burden, clinicians in the hospital are supported
by consultants of the specialist PC team (SPCT). These PC con-
sultants are nurses, nurse specialists or physicians with additional
expertise and broad experience in PC. Since 2017 every Dutch
hospital caring for oncology patients is obliged to have an SPCT.
Clinicians can call upon the PC consultants for peer-to-peer con-
sultation or they can refer patients and their families. It has been
suggested that the generalist-specialist model is the most feasible
model for integrating PC into oncology, since there are not enough
PC consultants to attend to all patients with PC needs (Periyakoil
et al. 2022; Quill and Abernethy 2013). Ensuring timely PC within
this model means both timely generalist PC: all clinicians should be
able to identify potential PC needs and have adequate communica-
tion skills to discuss and manage basic PC needs, as well as timely
specialist PC: clinicians should consider involving a PC consultant
of the SPCT and do so when needed, in a timely manner.

Previous studies on the integration of PC in oncology have
looked at when patients should be referred to a PC consultant,
often using the word “early” instead of “timely” “Early” was defined
as a specific point in time (e.g. within 2 months of diagnosis of
advanced cancer; Maltoni et al. 2016; Temel et al. 2017), prognosis
(Zimmermann et al. 2014), or a combination (estimated prognosis
of <12 months and within 3 months after diagnosis (Vanbutsele
et al. 2018)). “Timely” PC does not necessarily refer to a specific
point in time, but rather to care that is tailored to the needs of the
patient and family, and provided at the optimal time and setting
(Hui et al. 2022). However, there is no concrete definition of timely
generalist PC that describes when oncology clinicians should inte-
grate PC into their standard care. It also remains unclear which
moment is the most optimal for timely referral to PC consultants
(Hui et al. 2015a, 2018b, 2014).

Therefore, the aims of this study were (1) to explore how the
concept of “timely PC” is understood by oncology clinicians and
patients with incurable cancer and (2) investigate how PC is pro-
vided in a timely manner in daily clinical practice.

Methods
Study design

An interview study was conducted using semi-structured inter-
views. The Consolidated criteria for Reporting Qualitative research
(COREQ) were used for reporting (Tong et al. 2007).

Participants and setting

Three hospitals were selected based on the following information:
prior participation in a Delphi study on integrated care, in which 21
Dutch hospitals took part (Heipon et al. 2024); data from a national
survey of Dutch hospital-based SPCTs that included the assessment
of PC integration indicators (e.g., inpatient services, outpatient
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clinics, interdisciplinary staffing, early referrals, symptom moni-
toring, and curriculum adherence) (Netherlands Comprehensive
Cancer Center (IKNL) 2022); adherence to SONCOS guidelines,
which serve as a benchmark for oncological care quality (Platform
Oncology - SONCOS 2023); individual clinician interviews to
further understand each hospital’s PC practices; hospital type (1
academic and 2 non-academic); and spread across the Netherlands.
Based on these assessments, the research team reached a consensus
on the final selection. To ensure a broad perspective on the timely
integration of PC, different types of oncology clinicians (nurses,
nurse specialists, physician assistants, and physicians) working in
different departments of the hospital (medical oncology, hematol-
ogy, gastroenterology and pulmonary) with and without additional
PC training were invited to participate in an interview. Patients
were recruited in the 3 participating hospitals. Eligible patients
included inpatients and outpatients diagnosed with incurable can-
cer, aware of their diagnosis and able to speak Dutch. Patients
were interviewed to obtain new insights and topics besides those
obtained by the interviews with clinicians. Patients’ perspectives
were considered complementary to those of clinicians.

Recruitment

We used purposive sampling for the recruitment. The criteria
for purposive sampling for clinicians were the following: treat-
ing patients with incurable cancer, having additional expertise and
knowledge of PC, or not having this additional expertise. Clinicians
were recruited via a designated contact in each hospital, who
reached out to colleagues and forwarded the email addresses of
those interested. The researcher then emailed them a description
of the study and invited them for an interview. The interviews were
conducted either at the hospital or online. Face-to-face participants
received an informed consent form before the interview, and the
online participants signed and returned the forms by email.

The criteria for purposive sampling for patients were the fol-
lowing: being diagnosed with incurable cancer and aware of this
diagnosis, a minimal age of 18 years, and the ability to speak Dutch.
Eligible inpatients were approached by their treating clinician or
by the PC consultants of the SPCT and then contacted by the
researcher (C.S.H.) to confirm that they had read the information
and were willing to be interviewed. Eligible outpatients received the
information leaflet during a visit to the outpatient clinic and, after
consent, had their contact details securely emailed to the researcher
(C.S.H.), who then arranged an interview at the hospital or the
patient’s home.

Data collection

Two topic lists were developed, 1 for clinicians and 1 for patients
(Supplementary materials I and II). The topic lists were based
on key publications regarding the timely integration of PC in
oncology (Hui et al. 2015a; Kaasa et al. 2018) and the domains
of PC as defined in the Netherlands Quality Framework for PC
(Netherlands Comprehensive Cancer Center (IKNL) 2017). The
patient topic list was pilot-tested with 2 patient representatives
after which it was slightly adapted (Supplementary material II). All
interviews were conducted between October 2022 and June 2023
by C.S.H., a female researcher with a background in anthropology.
The average length of the interviews was 35 min for clinicians and
69 min for patients.

All interviews were audio-recorded and transcribed verbatim.
The process of data collection was cyclical and iterative, with the
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researchers (C.S.H. and L.B.) analyzing the interviews after they
had taken place and discussing emerging findings. Interviews were
conducted until saturation was reached.

Data analysis

Thematic analyses were conducted according to the 2 stages
described by Braun and Clarke (2012) using the qualitative soft-
ware package ATLAS.ti (version 23.1.1) (Muhr 1991). Interviews
with clinicians and patients were analyzed separately. The analy-
sis of the clinicians’ data was completed first. During the patient
interviews and data analysis, many connections were observed.
Therefore, it was decided to merge the 2 coding trees. Two
researchers (C.S.H. and L.B.) independently coded 2 transcripts to
establish the inter-observer reliability of the coding procedure. The
constant comparative method was used to compare codes within
and across interviews. C.S.H. coded the other transcripts and the
codes were discussed in frequent meetings with the research team
(C.S.H,, L.B., and N.J.H.R.). Relevant quotations were selected to
illustrate the themes.

Ethical consideration

The study was conducted according to the Declaration of Helsinki.
The Medical Ethics Committee of Brabant (NW2021-71) reviewed
the study and exempted it from full approval of an ethics committee
(CCMO, 2020). Written informed consent for participation (and
recording) was obtained from all individual participants. In addi-
tion, the Dutch Personal Data Protection Act was followed in the
data collection and analysis procedures.

Results

A total of 18 clinicians and 12 patients were interviewed. The
majority of clinicians were female (78%), and most patients were
male (58%). The median age of the clinicians was 43 years (range
29-61), and the median age of the patients was 64 years (range
56-83). 72% of clinicians had additional training in PC (Table 1).
In 7 patient interviews, the partner was also present during the
interview to support the patient.

In exploring “timely PC,” 3 main themes emerged from the anal-
ysis of both the interviews of clinicians and patients, namely (1)
timely PC is individual and situational, (2) identifying the right
time is an ongoing challenge, and (3) proactive care is essential. In
the context of providing timely PC in a generalist-specialist model,
3 further themes were identified, namely the importance of (1) hav-
ing a strong collaboration among various clinicians (between both
physicians and nurses, and PC-generalists and the PC consultants),
(2) having the courage to start a clear and sincere conversation, and
(3) being sensitive and personal (Table 2). All themes are described
below from the perspective of clinicians and patients.

Gaining a deeper understanding of timely PC

Theme 1.1: Timely PC is individual and situational

Clinicians found it challenging to define when initiating discus-
sions about care preferences, possible future scenarios, or referring
patients to a PC consultant was considered “timely.” Clinicians said
it was difficult to identify a specific point in time that could be
expressed in months or years. Rather, they spoke of moments in
the disease trajectory, such as (shortly after) diagnosis of incurable
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Table 1. Sociodemographic characteristics of clinicians (n = 18) and patients
(n=12)

Clinicians Patients
Age in years (median, range) 43 (29-61) 64 (56 - 83)
N (%) N (%)

Sex

Female 14 (78) 5 (42)

Male 4(22) 7 (58)
Hospital type

Academic 6 (33) 5 (42)

Teaching hospital 5(28) 2 (17)

Community hospital 7(39) 5 (42)
Profession

Oncology nurse 5(28)

Nurse practitioner oncology 5 (28)

Medical oncologist 4 (22)

Other physicians 4(22)
Additional training in PC 13 (72)

Nine-day course in palliative care for 5(38)

physicians

Two-year palliative care CME for 1(8)

physicians

Nurses with 1-year palliative care CNE 7 (54)
Marital status

Married 7 (58)

In a relationship, living together 2 (17)

In a relationship, not living together 1(8)

Living alone Widowed 2 (17)

CME, continuing medical education; CNE, continuing nursing education.

Table 2. Identified main themes per subject

Identified main themes

1. Exploring the
concept of “timely 1.1 Timely PC is individual and
PC” situational

1.2 Identifying the right time is an
ongoing challenge

1.3 Proactive care is essential

2. How timely PC is Identified themes

delivered a . .
eneralist-specialist 2.1 Having a strong collaboration
Ewdel P between various clinicians

2.2 Having the courage to start a clear
and sincere conversation

2.3 Being sensitive and personal

cancer, when symptom burden is high, or when there is a possibility
that the next treatment will not be effective.

I think it [timely] is when you get to a point where the therapy might cause
problems or that you arrive at yet another line of treatment. But I find it
quite difficult to be very black and white; when is timely? It depends on the
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individual, of what is going on, the context of the patient, and how urgent is
it to have certain conversations with people. (Oncology nurse practitioner)

Clinicians reported that the timing varied from patient to patient
and was strongly influenced by patients’ attitudes and coping strate-
gies. Clinicians initiated advance care planning discussions earlier
(e.g. shortly after diagnosis of incurable cancer) with patients who
were open and had discussed their care wishes with family mem-
bers compared to patients who were reluctant to discuss anything
besides anticancer treatment.

More than half of our patients arrive with a stage IV disease, so that means
that the treatment that is started is a palliative treatment. How much time
and attention is spent on discussing the palliative part or the systemic
therapy very much depends on the patient’s symptom burden and how
the patient feels. If you have a very young person with a relatively low
tumor load that you give a treatment that you most likely can prescribe for
quite a long period, then discussions will be a bit more focused on symp-
toms that the patient copes with, the current treatment, and side effects.
(Pulmonologist)

Clinicians did not identify a specific point in time with regard to
the timely involvement of a PC consultant. Rather, they involved
them there was a combination of aspects that made the situation
difficult.

Often it’s the complex patients, for example, if they have a vulnerable sit-
uation at home which makes living at home impossible. Or patients with
physical problems, such as pain that cannot be managed properly or in case
of difficult palliative sedation. But also when you notice that a patient has
alot a lot going on for which you want additional expertise, then you often
consult the specialist palliative care team. (Oncology nurse)

Clinicians who felt confident in providing generalist PC referred
patients to a PC consultant when they felt they could not really
reach the patient, could not put their finger on the patient’s prob-
lem, and therefore felt they could benefit from the fresh perspective
of a PC consultant.

Especially if you have known a patient for a longer period of time you start
to see him or her in a certain way. That’s when I like getting my colleagues’
opinion. And it’s also very nice for patients, who sometimes try very hard
to tell me that everything is going great because I am the gatekeeper to their
next treatment, to talk to someone else about what they would like if things
are not going well. (Medical oncologist).

In their efforts to define timely PC, patients reflected on their own
experiences and expressed that their perspective might be different
from that of other patients. Having specific symptoms or needs (e.g.
questions about their illness and prognosis or fears) and different
moments in the disease trajectory (e.g. after being diagnosed with
incurable cancer and being on the last line of anticancer treatment)
were considered timely moments for integrating PC. Patients dif-
fered in whether they experienced feeling physically and mentally
well as timely. Some did, while others wanted to focus on their
anticancer treatment while things were going well.

I would have appreciated it if 2 weeks after [diagnosis of incurable can-
cer] there had been an appointment with a palliative care consultant who
would have told me a bit more about what was going on. That my diagnosis
does not mean that you die immediately and that you can still go through
chemotherapy or radiotherapy, not to get better, but to prolong your life.
(Patient)

Theme 1.2: Identifying the right time is an ongoing challenge
When trying to define timely PC, clinicians often referred to situa-
tions where PC was either integrated too late or too early. Examples
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of PC being integrated too late were in the case of a (medical)
crisis or when patients were already experiencing a high symp-
tom burden. However, discussing quality of life or introducing
the possibility of meeting with a PC consultant at a patient’s first
appointment after being diagnosed with incurable cancer was con-
sidered too early. At this time, patients may be too emotional and
overwhelmed.

It’s just very difficult to make a proper assessment of how things are going to
go. There are a lot of uncertainties. And patients can also become anxious
if they are in an early phase of treatment, when you do not know if you are
going to respond to a treatment, and you mention the specialist palliative
care. It can make patients wonder if we are doing everything we can to make
the treatment work. (Pulmonologist)

Clinicians also stated that they needed time to build trust and rap-
port before discussing possible future scenarios and a patient’s care
wishes for when the anticancer treatment is no longer effective.

Ido not do it [ask about care wishes or possible future scenarios] when I see
people for the first time. Often, you have known patients a bit longer and
therefore they feel a bit safer to talk about these topics. And some patients
quite clearly say that they would like to leave it for now and that it will come
in due course, while others give you a more extensive reply, that can be very
different. (Oncology nurse practitioner)

Patients also felt that it was too early to start talking about PC dur-
ing the appointment at which they were first told that their cancer
was incurable. They expressed that they needed time before they
felt able to discuss care preferences and treatment options. This
time was needed to mentally process the diagnosis, the impact it
might have on their lives, and to focus on the anticancer treatment.

In the first phase, the first 6 months, the first year, you need to get your
thoughts in order and you have to start organizing things. During that time
so much is happening in your life besides treatment. (Patient).

Theme 1.3: Being timely means being proactive

Clinicians’ examples of how they integrated PC showed a very
proactive approach. They elaborated on looking ahead and actively
discussing the possible consequences of certain treatment options,
even when there was no immediate reason to do so or, for example,
when patients had a life expectancy of months or years.

And what I also often try to do, when things are going well and you actually
have time to spare, is not to think, well, things are going well now and I will
be done in 10 min and I will be well ahead of my clinic, but to ask, well,
how are things actually going? Or do you ever think about what it might be
like in the future? (Oncology nurse practitioner)

According to clinicians, proactively integrating PC was a gradual
process. This meant that PC topics were not discussed in a single
conversation but were spread out over several appointments. Early
in the disease trajectory, clinicians tend to focus on the physical
dimension and explaining the disease. Later in the disease trajec-
tory, they addressed topics related to other domains (psychological,
social, and/or spiritual).

We know that if you talk about palliative care too late, people may feel that
they have not had time to really think things through. So it is good to men-
tion it early, but sometimes you have to take it step by step. For example,
you might mention palliative care at a patients’ first appointment, just to
give them something to think about. That also gives you a sense of whether
the patient is open to it or not. (Pulmonologist)

Clinicians emphasized the importance of being able to prioritize
what to discuss now and what to discuss later in order to integrate
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PC proactively and gradually. In their view, introducing a particular
PC-related topic does not necessarily mean that it has to be fully
explored. Topics might remain unaddressed for months, but briefly
mentioning them early on can make it easier to discuss them in
depth later.

Paying attention doesn’t mean that you have to do everything right away.
But that you can say: “Well, I hear a number of things in your story that
need attention (...). What are things that are important now and what can
wait until next time? Or should we involve someone else to help with those
worries?” You can also make a kind of roadmap with patients, what needs
to be done today and what can be done another time. (Medical oncologist
and consultant of the SPCT)

Patients varied in their willingness to proactively discuss non-
physical issues, potential future scenarios, or their care preferences.
Some wished they had been informed earlier about the possibility
of seeing a PC consultant right after being diagnosed with incurable
cancer, while others only felt ready when their symptoms wors-
ened or when they reached the final stage of anticancer treatment.
Patients also highlighted the importance of a gradual approach to
integrating PC.

I do not think you need to talk about it every time. We have discussed it
[end-of-life topics], so at this moment I do not see the need to discuss it
again. By the time I get sicker we will pick it back up, that is how I feel. I
do not think I need to talk about my final phase every time. I cannot say if
that is different for someone else, but that is my opinion. I do not have to
talk about my illness trajectory and how I am coping every time. (Patient)

Providing timely PC in daily practice in a
generalist-specialist model

Theme 2.1: Strong collaboration between clinicians

Clinicians explained that a strong collaboration was essential for
the timely integration of PC. This included the collaboration
between different disciplines (e.g. medical oncologists and spir-
itual counselors), between physicians and nurses, and between
PC generalists and PC consultants. Clinicians stated that strong
collaboration and short lines of communication allowed them to
draw on each other’s expertise, providing different perspectives
on patients’ symptoms. Additionally, clinicians highlighted how
close collaboration between treating physicians and nurses con-
tributed to earlier identification of PC needs, for they have different
focuses and complementary skills in caring for patients. Nurses
mentioned that their training, skills, and experience made them
feel equipped to explore symptoms in all 4 dimensions: physical,
social, psychological, and spiritual.

The advantage of being a nurse is that you see a patient very often.
Compared to a doctor, you more often hear a patient say what they want or
do not want. Another advantage is that a nurse does not have the ‘burden’
of medical knowledge, where you think: according to studies there is a 2%
chance that a patient will make it through. Nurses just look at a patient and
think about what it is they notice in a patient; is he deteriorating or not, last
admission he was still walking, now he can no longer go to the toilet on his
own? (Nurse turned physician assistant gastrointestinal and liver diseases)

Strong collaboration between PC generalists and PC consultants
was seen as essential for timely integration of specialist PC.
Clinicians mentioned that the approachability of PC consultants
was key, not only in terms of logistics such as being easily accessi-
ble and having time to see patients, but more importantly through
their open and supportive attitude. Consequently, clinicians did not
experience any barriers to approach and involve a PC consultant.
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They always respond very normally, it is never too much. They are never
angry or irritated. When you call them, they always check if there is time.
And they always say that they really appreciate you calling them and that
they will make sure they come over. (Oncology nurse)

The role of nurses in the timely identification of PC needs was
also highlighted from the patients’ perspective. Patients felt more
comfortable expressing their feelings to nurses, because nurses
dedicated time to listening, asked more and varied questions, and
fostered a more personal connection.

The nurse asks about [my emotional well-being]. Last time when I spoke to
her I cried and it all came out. I think the doctor is more for the treatment
and with the nurse we have more conversations about my mental health
and emotions. I don’t think the doctor has time for that, his responsibility
and focus is more on the treatment I think. (...) [The nurse] asks different
questions. It's more of a chit-chat. With the oncologist you talk more about
the kind of treatment we are going to do and with [the nurse] it is more
about how things are going. Yes, more chit-chatting. Maybe more about
the person behind the disease. (Patient)

Theme 2.2: Having the courage to start a clear and sincere
conversation

Clinicians emphasized the importance of using the right words to
integrate PC in a timely and well-received manner. This included
providing clear explanations about PC, while being sincere about
treatment prospects and potential side effects. According to clini-
cians, these conversations require courage, as the topics are sensi-
tive and it is never certain how a patient will respond. Nevertheless,
they emphasized the importance of having the courage to initiate
these conversations.

When people are obviously incurably ill, I do not think you should hide
that. So already at our first appointment I tell all my patients: you are not
going to get better from this and the chances are very high that you will die
from this. We still have these and these treatments to go, we are going to
focus on that as well. We are obviously going to hope that you will live to
be 100, but at the same time I also want to focus with you on what if you
do not. (Medical oncologist)

Although they were sincere and clear, clinicians were still very care-
ful about how they phrased things. They had seen how patients
could become anxious or think that their health was rapidly dete-
riorating if PC-related topics were introduced without a certain
degree of subtlety.

Over the years I have noticed how important it is how you deliver and
introduce [PC-related topics]. Because people may be shocked and think:
everything was going well and now you are bringing this up, that must mean
that I will probably die soon. So you really have to introduce it in a sense
of: it is not relevant right now because things are going really well, but it
ever does become relevant, what do you think about this or that? Or do
you already have wishes or thought about it or how do you feel about it? So
that you bring it with some caution. (Oncology nurse practitioner and case
manager)

Patients also reflected on the way in which PC was introduced dur-
ing the course of their disease. They felt that the key was to give a
clear explanation of what PC is and how it can support them and
their families.

You have to start with telling people that there is a department and can
help you to make it as bearable as possible, to ensure you keep enjoying the
things you enjoy doing. And if you are missing anything, then they can see
what you need. A special chair, a wheelchair, this or this or that. Then later
you can say “and we call that palliative care” (Patient)
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When patients are first offered a consultation with the SCPT, they
find it very important to be given a clear definition of PC and
an explanation of the role of a PC consultant. A clear defini-
tion takes away any initial fears and associations with terminal
care.

[When introducing the SPCT the physician assistant] said nowadays if you
have cancer that does not mean you die immediately. There are so many
good medicines with which people have a longer life expectancy. That is
why it might be helpful to see the specialist palliative care team, so you can
draw your horizon a bit more closer toward you. (Patient)

Theme 2.3: Being sensitive and personal

Clinicians were asked how they identified patients’ PC needs in
a timely manner when they were not using a specific timeline to
integrate PC. The examples they gave illustrated their tactfulness
and sensitivity to issues that patients did not always express ver-
bally. They explained that to achieve this, they used skills such as
actively listening to patients’ stories and asking follow-up questions
to uncover and identify the underlying PC needs.

Sometimes you do not measure being sick by blood values, you measure
it by what someone will or will not be able to do in the future. So before
anything else listen closely to the patient and do not rush into medical
details and start a whole conversation based on medical reasoning. First
hear how the patient sees their life and what they want or do not want to
endure in order to undergo that treatment, because that is basically what it
comes down to. (Nurse turned physician assistant gastrointestinal and liver
diseases)

When patients were asked what they appreciated about their treat-
ing physician they often did not reflect on their technical skills
or knowledge but instead focused on their attitude, using words
such as involved, open, warm, compassionate, empathetic, gentle,
humorous, sincere, and transparent. This attitude made patients
feel comfortable asking anything and allowed for a more open
discussion about treatment and care preferences.

You do notice that some doctors are more human-doctors, others are
doctor-doctors. For example, whenever I call my own gastroenterologist
she will call back the same day. When I called my urologist [previous treat-
ing physician] he did not call back. (...) He was very businesslike. As if I
was just another patient. With all due respect, I did not feel like that was the
doctor with whom I actually had a connection as a human being. I thought
why do you not ask about my thoughts, what and how I feel, and what I
choices I want to make? (Patient)

Discussion
Main findings

This qualitative study shows that clinicians and patients with incur-
able cancer view “timely PC” as individual and situational, rather
than a fixed point in time. This requires a constant search for the
most fitting moment to integrate PC, for which a proactive and
gradual approach is essential. In daily clinical practice, PC is deliv-
ered in a timely manner through a strong collaboration between
various clinicians. As clinicians find PC a sensitive topic they start
integrating it by showing courage (just doing it), using the right
words, and being sincere. Important communicative skills for dis-
cussing PC include being sensitive to issues underlying a patient’s
story and maintaining a personal approach. Patients also value this
personal connection, as it makes them feel they can ask and say
anything.
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How communication and a clear understanding of PC can
help in the search for the fitting moment

The finding that clinicians found it difficult to define timely PC
in a concrete and unambiguous way is consistent with a qualita-
tive study that found that clinicians had different understandings of
when to initiate discussions about foregoing anticancer treatment
at the end of life (Laryionava et al. 2015). That study found that
clinicians use different approaches to initiate these discussions. The
anticipatory approach, i.e. preparing patients gradually through-
out the course of the disease, seems most in line with what both
clinicians and patients in this study consider optimal for timely
integration of PC. However, foregoing anticancer treatment is only
one of many PC-related topics, moreover, at the end of life is late
rather than timely. Other studies on timely integration of PC focus
on timely referral to a PC consultant but do not discuss timely
generalist PC (Crimmins et al. 2021; Hui et al. 2018b, 2022).

Our study shows that timely generalist PC is not one-size-
fits-all and both clinicians and patients emphasized the impor-
tance of considering the individual patient and their situation.
This ongoing assessment of a patient’s character and situation
is particularly important as clinicians’ perspectives may dif-
fer from those of patients. For example, our study shows that
when patients are feeling well, clinicians view this a timely
moment to proactively integrate PC, whereas patients were more
ambivalent about wanting to discuss PC when they were (still)
feeling well.

Despite the difficulty of defining the concept of timely PC as
a fixed point in time, some form of standardized moments at
which to integrate PC is necessary. This standardization ensures
that the timely integration of PC does not depend solely on clini-
cians’ training or patients’ preferences, thereby preventing PC from
being integrated too late, as is often the case in current daily clin-
ical practice (Adamidis et al. 2024; Boddaert et al. 2021). In the
Dutch context of a generalist-specialist model, this standardiza-
tion is 2-fold: standardized moments for integrating generalist PC
(including symptom management and assessment and initiating
advance care planning discussions) and standardized moments for
involving a PC specialist. Standardization for both the integration
of generalist and specialist PC can be embedded through care path-
ways (Groenewoud et al. 2021; van der Padt-Pruijsten et al. 2021),
automated alerts in the electronic health record (Bush et al. 2018;
Picker et al. 2017), or the development of guidelines and recom-
mendations for the timely integration of PC into oncology (Ferrell
et al. 2017; Hui et al. 2018a; Jordan et al. 2018; Kaasa et al. 2018;
SONCOS, D.F.0.0.5 2017).

Results of this study show that the most optimal moment
for integrating timely PC in a generalist-specialist model should
be based on a patient’s needs rather than on a specific point
in time (Hui et al. 2016). This calls for a structural discussion
of patients’ needs and monitoring of symptoms in all 4 dimen-
sions (physical, psychological, social, and spiritual). Studies have
emphasized the importance of routine symptom monitoring, as
it improves patient outcomes, including health-related quality of
life and symptom control (Basch et al. 2017, 2016, 2022). While
the literature regarding monitoring symptoms focuses mostly on
finding the most fitting tools for both clinicians and patients,
our study showed that most clinicians identify patients’ needs
by picking up verbal and non-verbal cues. This emphasizes that
identifying and monitoring symptoms is a communicative pro-
cess, in addition to using a tool or interpreting patient-reported
outcomes.
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The importance of clinicians’ communicative sensitivity and
demeanor when providing timely PC

Our study shows that it is necessary to be clear and sincere in
order to have timely discussions about PC in daily clinical practice.
While this sounds straightforward, it is actually a difficult skill that
requires communicative tact and subtlety. Other studies have also
illustrated this difficulty by stating that clinicians should be honest
but hopeful (Guetterman et al. 2024) or honest without being rude
(Bensing et al. 2011).

Our findings show that timely PC integration requires sensitiv-
ity for picking up on patients’ non-verbal cues and for exploring
issues expressed non-verbally, for example by asking follow-up
questions. Another qualitative study showed that non-verbal cues
were one of the ways in which GPs recognize that their patients are
worried, and how picking up on these cues can effectively reassure
patients (Giroldi et al. 2020). A grounded theory study stated that
asking follow-up questions after verbal or non-verbal cues demon-
strates empathetic listening, which makes patients feel heard and
understood (Guetterman et al. 2024). While this communicative
sensitivity may come more naturally to some clinicians than others,
training and practice can improve active and empathic listening
(Pehrson et al. 2016; Thangarasu et al. 2021).

Our study also found that patients appreciate a clinician who
sees the person behind the disease and that patients were more
likely to describe a clinician’s attitude than their technical skills
when asked what they appreciated in their treating physician. This
is in line with what another study calls “clinical demeanour,” which
is explained as the subjective assessment of a clinician’s behavior
and one of the clinical attributes through which patients experience
empathy (Sanders et al. 2021). While clinical demeanor is difficult
to capture, it is essential for being perceived as personal and empa-
thetic. There are many communication trainings, some with a spe-
cific focus on cultivating empathy (Kelm et al. 2014), although their
effect on patients’ outcomes remains unclear (Selman etal. 2017). A
proposition paper from the European Society of Medical Oncology
that elaborates on clinicians’ communicative tasks offers a possible
explanation. It states that communication is more than a specific
set of skills and requires constant judgment and interpretation of a
patient’s situation and context. To improve clinicians’ competence
and confidence, effective communication training should focus on
clinicians’ lived experiences (their own feelings and attitudes) as
well as society’s discourse about cancer.

Strengths and limitations

A strength of this study is its inclusion of different perspectives,
such as those of clinicians (both PC-generalist and PC-specialist),
as well as those of patients, providing a comprehensive overview of
the attitudes toward the timely integration of generalist and special-
ist PC. However, some limitations should be noted. First, clinicians
were recruited through a contact person who was an oncology clin-
ician, resulting in potential selection bias. To minimize bias, the
researcher encouraged outreach to clinicians with less affinity with
PC or who did not refer many patients to a PC consultant. Still,
some PC-generalists expressed apprehension because they felt that
they did not know enough about PC. Therefore, this may have led
to the inclusion of PC-generalists with more expertise than the
average generalist. Similarly, patient recruitment through treating
clinicians or PC consultants may have introduced selection bias
due to “gatekeeping,” in which clinicians may select certain patients
and exclude others (Kars et al. 2016). To minimize the risk of bias,

https://doi.org/10.1017/51478951525100333 Published online by Cambridge University Press

patients were recruited from different departments. Additionally,
the varied perspectives, e.g. some patients preferring PC discus-
sions soon after the diagnosis of incurable cancer, while others
preferred focusing on treatment, were seen by the researchers as
an indication of minimal bias. Another limitation is that patients
can only reflect on their own disease trajectory, whereas clinicians
can reflect on their practice based on a wide range of patients.
Some patients found it difficult to identify the most appropriate
time to discuss PC. We decided to merge the 2 coding trees to
ensure a broad perspective on timely PC. Finally, the meaning of
a term such as sincerity and what patients want to know about
their illness and prognosis is largely influenced by a patient’s cul-
tural background. This study predominantly included white Dutch
patients who were aware of their diagnosis of incurable cancer.
Thus, this study does not represent the cultural diversity of the
Netherlands.

Conclusion

Timely PC in the care for patients with incurable cancer is individ-
ual and situational and therefore is not a one-size-fits-all approach.
Tools such as the surprise question can support in timely integrat-
ing PC but timely PC depends on a patient’s individual context.
Therefore, finding the right time to integrate PC is a constant
challenge and clinicians should be aware that timely PC is a con-
stant search for the most fitting moment. It requires clinicians
to frequently assess and interpret a patient’s situation and con-
text. A proactive and gradual approach prevents clinicians from
being too late and allows them to gauge how PC-related topics are
received by the patient. Solid collaboration between different clini-
cians within the hospital allows for a more holistic view of patients
and allows clinicians to easily call on each other’s expertise when
needed. Patients appreciate tactful, sincere, and clear communica-
tion. These communicative tasks require clinicians to pick up on
and respond to patients’ non-verbal cues and to reflect on their own
visions and lived experiences.

Competing interests. The authors declare none.

References

Adamidis F, Baumgartner NS, Kitta A, et al. (2024) Timely integration of pal-
liative care. The reality check. A retrospective analysis. Supportive Care in
Cancer 32(8), 518.

Bakitas MA, Tosteson TD, Li Z, et al. (2015) Early versus delayed initiation
of concurrent palliative oncology care: Patient outcomes in the ENABLE III
randomized controlled trial. Journal of Clinical Oncology 33(13), 1438-1445.

Basch E, Deal AM, Dueck AC, et al. (2017) Overall survival results of a
trial assessing patient-reported outcomes for symptom monitoring during
routine cancer treatment. Jama 318(2), 197-198.

Basch E, Deal AM, Kris MG, et al. (2016) Symptom monitoring with patient-
reported outcomes during routine cancer treatment: A randomized con-
trolled trial. Journal of Clinical Oncology 34(6), 557-565.

Basch E, Schrag D, Henson S, et al. (2022) Effect of electronic symptom moni-
toring on patient-reported outcomes among patients with metastatic cancer:
A randomized clinical trial. Jama 327(24), 2413-2422.

Bensing JM, Deveugele M, Moretti F, ef al. (2011) How to make the medical
consultation more successful from a patient’s perspective? Tips for doctors
and patients from lay people in the United Kingdom, Italy, Belgium and the
Netherlands. Patient Education and Counseling 84(3), 287-293.

Boddaert MS, Pereira C, Adema J, et al. (2020) Inappropriate end-of-life can-
cer care in a generalist and specialist palliative care model: A nationwide
retrospective population-based observational study. BMJ Support Palliat
Care 12(el), e137-€145.


https://doi.org/10.1017/S1478951525100333

Boddaert MS, Stoppelenburg A, Hasselaar J, et al. (2021) Specialist palliative
care teams and characteristics related to referral rate: A national cross-
sectional survey among hospitals in the Netherlands. BMC Palliative Care
20(1), 175.

Braun V, and Clarke V (2012) Thematic Analysis. Washington, DC.: American
Psychological Association.

Bray F, Laversanne M, Sung H, et al. (2024) Global cancer statistics
2022: GLOBOCAN estimates of incidence and mortality worldwide for
36 cancers in 185 countries. Ca: A Cancer Journal for Clinicians 74(3),
229-263.

Bush RA, Pérez A, Baum T, et al. (2018) A systematic review of the
use of the electronic health record for patient identification, commu-
nication, and clinical support in palliative care. JAMIA Open 1(2),
294-303.

Crimmins RM, Elliott L and Absher DT (2021) Palliative care in a death-
denying culture: Exploring barriers to timely palliative efforts for heart
failure patients in the primary care setting. American Journal of Hospice and
Palliative Medicine® 38(1), 77-83.

Etkind SN, Bone AE, Gomes B, et al. (2017) How many people will need
palliative care in 2040? Past trends, future projections and implications for
services. BMC Medicine 15(1), 102.

Ferrell BR, Temel JS, Temin S, et al. (2017) Integration of palliative care
into standard oncology care: American Society of Clinical Oncology
clinical practice guideline update. Journal of Clinical Oncology 35(1),
96-112.

Giroldi E, Timmerman A, Veldhuijzen W, et al. (2020) How doctors recognise
that their patients are worried: A qualitative study of patient cues. Patient
Education and Counseling 103(1), 220-225.

Groenewoud AS, Wichmann AB, Dijkstra L, et al. (2021) Effects of an inte-
grated palliative care pathway: More proactive GPS, well timed, and less
acute care: A clustered, partially controlled before-after study. Journal of the
American Medical Directors Association 22(2), 297-304.

Guetterman TC, Sakakibara R, Baireddy S, et al. (2024) Incorporating ver-
bal and nonverbal aspects to enhance a model of patient communica-
tion in cancer care: A grounded theory study. Cancer Medicine. 13(14),
€70010.

Heipon CS, Brom L, van der Linden YM, et al. (2024) Characteristics of timely
integration of palliative care into oncology hospital care for patients with
incurable cancer: Results of a Delphi Study. Supportive Care in Cancer 32(5),
324.

Hui D, Bansal S, Strasser F, et al. (2015a) Indicators of integration of oncology
and palliative care programs: An international consensus. Annals of Oncology
26(9), 1953-1959.

Hui D, Cherny NI, Wu J, et al. (2018a) Indicators of integration at ESMO
Designated Centres of Integrated Oncology and Palliative Care. ESMO Open.
3(5), e000372.

Hui D, Hannon BL, Zimmermann C, et al. (2018b) Improving patient
and caregiver outcomes in oncology: Team-based, timely, and tar-
geted palliative care. Ca: A Cancer Journal for Clinicians 68(5),
356-376.

Hui D, Heung Y and Bruera E (2022) Timely palliative care: Personalizing the
process of referral. Cancers 14(4), 1047.

Hui D, Kim SH, Roquemore J, et al. (2014) Impact of timing and setting of
palliative care referral on quality of end-of-life care in cancer patients. Cancer
120(11), 1743-1749.

Hui D, Mori M, Watanabe SM, et al. (2016) Referral criteria for outpatient spe-
cialty palliative cancer care: An international consensus. The Lancet Oncology
17(12), e552-€559.

Jordan K, Aapro M, Kaasa S, et al. (2018) European Society for Medical
Oncology (ESMO) position paper on supportive and palliative care. Annals
of Oncology 29(1), 36-43.

Kaasa S, Loge JH, Aapro M, et al. (2018) Integration of oncology and pal-
liative care: A Lancet Oncology Commission. The Lancet Oncology 19(11),
€588-e653.

https://doi.org/10.1017/51478951525100333 Published online by Cambridge University Press

Carly S. Heipon et al.

Kars MC, van Thiel GJ, van der Graaf R, et al. (2016) A systematic review of
reasons for gatekeeping in palliative care research. Palliative Medicine 30(6),
533-548.

Kelm Z, Womer J, Walter JK, et al. (2014) Interventions to cultivate physician
empathy: A systematic review. BMC Medical Education 14, 1-11.

Laryionava K, Heufiner P, Hiddemann W, et al. (2015) Framework for tim-
ing of the discussion about forgoing cancer-specific treatment based on a
qualitative study with oncologists. Supportive Care in Cancer 23(3), 715-721.

Maltoni M, Scarpi E, Dall’Agata M, et al. Early Palliative Care Italian Study
Group (EPCISG). (2016) Systematic versus on-demand early palliative care:
A randomised clinical trial assessing quality of care and treatment aggres-
siveness near the end of life European Journal of Cancer 69, 110-118. 10.
1016/j.ejca.2016.10.004.

Mubhr T (1991) ATLAS/ti—A prototype for the support of text interpretation.
Qualitative Sociology 14(4), 349-371.

Netherlands Comprehensive Cancer Center (IKNL) (2022) Palliatieve Zorg
in Nederlandse ziekenhuizen: Resultaten 2020.

Netherlands Comprehensive Cancer Center (IKNL), P, Dutch Institute
for Palliative Care (PZNL) (2017) Netherlands Quality Framework for
Palliative Care.

Pehrson C, Banerjee SC, Manna R, et al. (2016) Responding empathically to
patients: Development, implementation, and evaluation of a communication
skills training module for oncology nurses. Patient Education and Counseling
99(4), 610-616.

Periyakoil VS, Gunten CFV, Fischer S, et al. (2022) Generalist versus specialist
palliative medicine. Journal of Palliative Medicine 25(2), 193-199.

Picker D, Dans M, Heard K, et al. (2017) A randomized trial of palliative care
discussions linked to an automated early warning system alert. Critical Care
Medicine 45(2), 234-240.

Platform Oncology - SONCOS (2023). Multi-disciplinary standardisation of
oncology care in the Netherlands. SONCOS Standardisation Report 11 2023.

Quill TE and Abernethy AP (2013) Generalist plus specialist palliative care—
Creating a more sustainable model. New England Journal of Medicine
368(13), 1173-1175.

Sanders JJ, Dubey M, Hall JA, et al. (2021) What is empathy? Oncology patient
perspectives on empathic clinician behaviors. Cancer 127(22), 4258-4265.

Selman LE, Brighton LJ, Hawkins A, et al. (2017) The effect of communica-
tion skills training for generalist palliative care providers on patient-reported
outcomes and clinician behaviors: A systematic review and meta-analysis.
Journal of Pain and Symptom Management. 54(3), 404-416.e405.

SONCOS. (2017). Standardisation of multidisciplinary cancer care in the
Netherlands. Utrecht.

Temel JS, Greer JA, El-Jawahri A, et al. (2017) Effects of early integrated pal-
liative care in patients with lung and GI cancer: A randomized clinical trial.
Journal of Clinical Oncology 35(8), 834-841.

Temel JS, Greer JA, Muzikansky A, et al. (2010) Early palliative care for
patients with metastatic non-small-cell lung cancer. New England Journal
of Medicine 363(8), 733-742.

Thangarasu S, Renganathan G and Natarajan P (2021) Empathy can be taught,
and patients teach it best. Journal of Medical Education and Curricular
Development 8, 23821205211000346.

Tong A, Sainsbury P and Craig J (2007) Consolidated criteria for reporting
qualitative research (COREQ): A 32-item checklist for interviews and focus
groups. International Journal for Quality in Health Care 19(6), 349-357.

Vanbutsele G, Pardon K, Van Belle S, et al. (2018) Effect of early and systematic
integration of palliative care in patients with advanced cancer: A randomised
controlled trial. The Lancet Oncology 19(3), 394-404.

van der Padt-pruijsten A, Leys MBL, Oomen-de Hoop E, et al. (2021) Effects
of implementation of a standardized palliative care pathway for patients with
advanced cancer in a hospital: A prospective pre- and postintervention study.
Journal of Pain and Symptom Management. 62(3), 451-459.

Zimmermann C, Swami N, Krzyzanowska M, et al. (2014) Early palliative care
for patients with advanced cancer: A cluster-randomised controlled trial. The
Lancet 383(9930), 1721-1730.


https://doi.org/10.1017/S1478951525100333

	Timely integration of palliative care into standard oncology care: An interview study with clinicians and patients with incurable cancer
	Introduction
	Methods
	Study design
	Participants and setting
	Recruitment
	Data collection
	Data analysis
	Ethical consideration

	Results
	Gaining a deeper understanding of timely PC
	Theme 1.1: Timely PC is individual and situational
	Theme 1.2: Identifying the right time is an ongoing challenge
	Theme 1.3: Being timely means being proactive

	Providing timely PC in daily practice in a generalist-specialist model
	Theme 2.1: Strong collaboration between clinicians
	Theme 2.2: Having the courage to start a clear and sincere conversation
	Theme 2.3: Being sensitive and personal


	Discussion
	Main findings
	How communication and a clear understanding of PC can help in the search for the fitting moment
	The importance of clinicians' communicative sensitivity and demeanor when providing timely PC
	Strengths and limitations

	Conclusion
	References


