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Abstract

Background Timely integration of palliative care has numerous benefits for patients with incurable cancer. Based on
a recent national Delphi study on the timely integration of palliative care in oncology, three recommendations were
formulated regarding 1) advance care planning (ACP), 2) routine symptom monitoring during the last year of life, and
3) involving the Specialist Palliative Care Team (SPCT) during the last three months of life. This pilot study aimed to
assess the feasibility of these recommendations in the Dutch context.

Methods Four Dutch hospitals implemented these recommendations for three months. Feasibility was assessed
in three ways. First, the extent to which the recommendations were applied was assessed by analysis of electronic
medical records (EMRs) of 542 patients with incurable cancer. Second, the extent to which clinicians (n = 27) found
the recommendations applicable was assessed using a questionnaire including the Measurement Instrument

for Determinants of Innovations (MIDI) and self-administrated questions. Last, patients’ experiences (n = 70) were
assessed using the EORTC IN-PATSAT and self-administrated questions regarding using the recommendations.

Results The recommendation on ACP was applied in 49% of eligible patients and the recommendation on
symptom monitoring and SPCT in 58%. Most clinicians agreed that all three recommendations were important to
achieve timely integration of palliative care (85%). The majority reported being able to conduct ACP discussions
(78%), to consider involving the SCPT in case of complexity (73%), and to offer SPCT consultation in case of a life
expectancy of < 3 months (68%). A minority reported being able to pay attention to symptom monitoring across

the four dimensions (42%) and to record outcomes in the EMR (19%). Patients who received care according to the
recommendations were equally satisfied with care compared to those who received standard care, except when
symptoms of social problems were monitored; these patients were more satisfied with care, respectively 83.1(SD 18.7)
vs 71.2(SD 20.1).

Conclusions Implementing the recommendations for timely integration of palliative care in daily clinical oncology
practice seems feasible. The key is to address practical issues, including information exchange about ACP and
symptom management among all involved clinicians.
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Introduction

Improved and novel cancer treatments enable patients
with incurable cancer to live longer, giving rise to pal-
liative care needs [1]. However, despite these medical
advances, cancer remains a leading cause of death world-
wide [2]. It has also been predicted that by 2040 cancer
will be one of the main drivers of the increased need for
palliative care [3]. The WHO defined palliative care as
‘an approach that improves the quality of life of patients
and their families facing life-threatening illness, through
the prevention and relief of suffering through early iden-
tification and impeccable assessment and treatment of
pain and other problems, physical, psychosocial and
spiritual’[4].

A substantial body of literature has highlighted the
importance of the timely integration of palliative care
into oncology care for patients. It has been shown to
improve patients’ quality of life [5-9], reduce depressive
symptoms [10, 11] and caregiver burden [12], increase
satisfaction with care [13], decrease the chance of poten-
tially inappropriate end-of-life care [14] and even prolong
survival [5, 15]. A systematic Cochrane review showed
small effect sizes of early palliative care on patient out-
comes, and emphasizes the need for further research
to assess the effect of early palliative care [16]. These
findings have led to in international guidelines, recom-
mendations, criteria, and statements for early pallia-
tive care integration [17-20]. Thirteen major indicators
of integrated palliative care and oncology for patients
with incurable cancer were identified, such as an inter-
disciplinary hospital palliative care team, routine symp-
tom screening in the oncology outpatient clinic, routine
documentation of advance care plans, and early referral
to specialist palliative care [21]. In the Dutch healthcare
system, timely integration is sought through the applica-
tion of the generalist-specialist model. In this model, all
clinicians are considered palliative care generalists and
provide palliative care as part of standard care, based on
their basic medical skills. They are supported by pallia-
tive care specialists when needed. Palliative care special-
ists are (often) additionally trained in palliative care and
organised in a specialist palliative care consultation team
(SPCT). Clinicians can consult the SPCT for peer-to-
peer consultation or refer patients to the team.

A recent Dutch Delphi study identified essential ele-
ments of the timely integration of palliative care for
patients with incurable cancer [22]. Based on these ele-
ments, three recommendations for advance care plan-
ning, routine symptom monitoring and referral to the
SPCT were formulated, including guidance on when,
how and by whom these recommendations should be

implemented. However, it is unclear whether applying
these recommendations is feasible in everyday oncol-
ogy practice. Therefore, we aimed to assess the feasibil-
ity of these recommendations by pilot testing them in
the Dutch clinical context. Three research questions
were addressed: (1) to what extent were clinicians able
to apply the recommendations in daily clinical practice?,
(2) to what extent are the recommendations applicable to
clinicians?, and (3) how do patients assess the care they
received?

Methods
Study design
The pilot study to assess the feasibility of the recommen-
dations was conducted between November 2023 and
March 2024. The applicability of the recommendations
according to clinicians was assessed in month 4 (post-
measurement) via a questionnaire that included the Mea-
surement Instrument for Determinants of Innovations
(MIDI) (Supplementary material 1) [23] and additional
self-administrated questions. The electronic medical
records (EMR) of patients with incurable cancer who
were clinically admitted or seen as outpatients during
month 3 of the pilot were assessed to analyse the extent
to which clinicians could apply the recommendations
(Fig. 1). During the last month of the pilot period (month
3) patients received a questionnaire to assess their expe-
riences with the received care using the EORTC IN-PAT-
SAT32 and self-administrated questions (Supplementary
material 2).

The pilot consisted of implementing the following three
recommendations for the timely integration of palliative
care:

1) Offer advance care planning (ACP)" to all patients
with incurable cancer and conduct a (follow-up)
ACP discussion in the event of increased symptom
burden, a life expectancy of < 1 year (identified using
the Surprise Question (SQ) “Would I be surprised if
this patient dies within 12 months?’) and/or a change
in line of treatment. Record the outcomes of these
discussions in the EMR and share them with the
primary care physician or other involved institutional
physicians.

Monitor symptoms and perform symptom
management routinely across the four dimensions of
Quality of Life (QoL) (physical, psychological, social

&

! Advance care planning enables individuals to define goals and preferences
for future medical treatment and care, to discuss these goals and preferences
with family and clinicians, and to record and review these preferences if
appropriate. [24]
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Month 1-3 (December ’23 -
February '24)
Applying the recommendations

J

Month 3
(February '24)
Data collection among patients
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Month 4
(March "24)
Data collection among
clinicians and EMR research

Fig. 1 Research timeline by month

and spiritual) in patients with incurable cancer with
a life expectancy of < 1 year. Record the outcomes of
symptom monitoring and corresponding treatment
decisions in the EMR.

3) Consider involving the SPCT in complex cases,
such as when there is symptom burden on multiple
dimensions, and/or if the patient requests their
involvement. Offer a consultation with the SPCT to
patients with incurable cancer with life expectancy
of < 3 months (identified using the adapted Surprise
Question (SQ) “Would I be surprised if this patient
dies within 3 months?’).

As this was an exploratory feasibility study, the process
of applying the recommendations was kept close to the
workflows of the pilot hospitals. No standardised train-
ing or protocol was imposed; instead, hospitals used their
own existing methods to apply the recommendations
during the three-month period. Therefore, the imple-
mentation of the three recommendations was tailored to
each hospital (Supplementary Table 1). After 1.5 months
of applying the recommendations an online meeting was
scheduled with each pilot hospital to evaluate and discuss
the progress. The Strengthening the Reporting of Obser-
vational Studies in Epidemiology (STROBE) and Check-
list for Reporting of Survey Studies (CROSS) checklists
were used for reporting [25, 26].

Setting

The four pilot hospitals were recruited using the expert
panel from the previous Delphi study on elements of
integrated care [22]. All clinicians involved were asked
whether their department would want to participate.
The four participating hospitals (one academic and three
non-academic) included three medical oncology and one
pulmonary oncology department. Three pilot hospitals
implemented the intervention in both the in- and outpa-
tient setting, one hospital only in the outpatient setting.

Measures

Extent to which clinicians applied the recommendations

To assess the extent to which the recommendations were
being applied, a cross-sectional EMR analysis was per-
formed of all patients with incurable cancer who were
admitted to the hospital and/or seen in the outpatient
clinic during month 4 of the pilot. To enhance represen-
tativeness and limit bias, the EMRs were consecutively

analysed by one or more assessors. These assessors were
clinicians and assigned by the pilot hospital. The follow-
ing information was extracted from the EMRs: patient
characteristics (age, gender, tumour type), care set-
ting (in- or outpatient), if the patient had already had
an ACP discussion in the year prior to the study. If so,
it was noted whether the outcomes were shared with the
general practitioner (GP) or involved institutional clini-
cians. Assessors then indicated, based on their own clini-
cal knowledge, whether they would be surprised if the
patient died within 12 months. If answered negatively, it
was recorded whether outcomes of symptom monitor-
ing and corresponding treatment decisions were docu-
mented. Assessors also indicated whether they would be
surprised if the patient died within 3 months. If not, it
was recorded whether the patient was offered a consulta-
tion with the SPCT. We used a one-year timeframe for
ACP discussions to include patients who had had ACP
discussions before the start of the pilot and for whom
there was no indication for another ACP discussion dur-
ing the pilot. Therefore, we examined whether patients
had had an ACP discussion in the year prior to the pilot
study; if so, this would suggest that the recommenda-
tion was already being applied. The number of medi-
cal records to be analysed was set to a maximum of 150
patients per hospital. To ensure face validity, the results
of the EMR analysis were discussed with the participat-
ing clinicians at each of the pilot hospitals. Local data
extraction and management were carried out by the clini-
cal trial offices affiliated with each hospital, in accordance
with local protocols and access procedures. No central
validation or verification of the individual records was
performed.

Applicability of recommendations from clinicians’
perspective

To evaluate the applicability of the recommendations
according to clinicians who had implemented them,
all clinicians received a questionnaire in month 4. This
questionnaire included the MIDI instrument. The MIDI
instrument has 29 items and is divided into four cat-
egories of determinants associated with either the inno-
vation, user, organisation and, socio-political context.
Clinicians received the complete MIDI instrument, but
only the determinants associated with the user (11 items)
are reported since these were most relevant to deter-
mine clinicians’ perspectives. The MIDI uses a 5-point
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Likert scale response format (‘strongly agree, ‘agree; ‘do
not agree, ‘do not disagree; ‘disagree; ‘strongly disagree’)
[23]. The only exception was the question on the num-
ber of colleagues that would adhere to the recommenda-
tions, which used a 7 point Likert-scale (‘all colleagues;,
‘almost all colleagues, ‘a majority, ‘half, ‘a minority,
‘almost no colleague; ‘not a single colleague’). This item
does not concern clinicians’ own application of the rec-
ommendation, but rather their perspective on its broader
applicability among colleagues. For this reason, this item
will be reported separately in the text. Additionally, 16
self- administrated questions were added to the question-
naire to assess clinicians’ experience with the applicabil-
ity of the recommendations (e.g. ‘to what extent were you
able to have discussions with patients with incurable can-
cer on lifegoals, choices and which care suits them now
and in the future?’). The response format was a 5-point
Likert scale (‘very successful, ‘successful, ‘neutral, ‘not
successful; ‘not successful at all’). The participating clini-
cians represented a range of specialties and disciplines
involved in the care of patients with incurable cancer. It is
possible that these clinicians had more affinity with pal-
liative care than average; however, their diversity in back-
ground enhances the representativeness of the sample.

Patients’ experiences with the recommendations

To assess whether patients had received care in accor-
dance with the recommendations, in month 3 par-
ticipating clinicians asked all consecutive patients with
incurable cancer who were admitted to the hospital or
who visited the outpatient department to complete the
questionnaire. Patients were eligible for inclusion if they
were diagnosed with incurable cancer, aged 18 years or
older and able to read in Dutch. Patients were identified
with having incurable cancer based on clinical judge-
ment. Patients received an envelope containing the ques-
tionnaire, an information letter and an informed consent
form that they could complete at home. Questionnaires
could be returned using the included return envelopes.
The questionnaire included 27 self-administrated ques-
tions relating the different aspects of the recommenda-
tions (e.g. ‘Did you discuss your goals, choices and what
care suits them now and in the future with a clinician?’).
Patients were also asked about their experiences with
the received care; whether they experienced the care as
pleasant and helpful and if they were content with the
care they received. These questions were answered on
a 5-point Likert-scale ranging from ‘not at all’ to ‘very
much’ Additionally the questionnaire included the Euro-
pean Organisation for Research and Treatment of Cancer
In-patient Satisfaction with Care Questionnaire (EORTC
IN-PATSAT32), which is a validated instrument measur-
ing in-patient satisfaction with care [27]. Respondents
assessed the skills of clinicians on a 5-point Likert scale
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(ranging from ‘poor’ to ‘excellent’). Scores were linearly
recoded to a 0-100 scale with higher scores indicating
higher satisfaction. The questionnaire was developed
together with a patient representative of the Dutch Fed-
eration of Cancer Patients' Organisations.

Data analysis

Descriptive statistics were used to describe the sociode-
mographic characteristics, the MIDI and self-admin-
istrated questions of the clinicians’ questionnaire, the
EMR analysis, the experiences of patients, including
their perceived satisfaction of care, continuity of care
and continuity of information by patients. Based on pre-
vious research, aspects of the MIDI instrument were
considered important for the applicability if > 80 of the
participants agreed or strongly agreed [28]. A priori, the
minimum application of the intervention was set at 50%,
meaning that at least 50% of the eligible patients should
have received ACP, symptom burden assessment in all
four dimensions and/or been offered SPCT consulta-
tion. If an ACP discussion had taken place, the outcomes
should have been shared with the GP or involved institu-
tional clinicians for at least 50% of these patients. Addi-
tionally, at least 50% of patients identified using the SQ
3 months should have been offered a consultation with
the SPCT. The 50% threshold was chosen based on exist-
ing data, indicating that ACP, routine symptom monitor-
ing and the SPCT are not yet common practice in Dutch
hospitals [22, 29-31]. Given these low baseline levels of
implementation as well as the relatively short duration
of the pilot, a 50% implementation rate was considered
a realistic and meaningful benchmark for assessing feasi-
bility. A T-test for independent samples was used to com-
pare satisfaction of care, continuity of care and continuity
of information of patients who received care in accor-
dance with the recommendations and those who did not.
All analysis were conducted using Stata (version 17.0).

Ethical considerations

The study was assessed by the Medical Ethical Commit-
tee of Brabant (METC NW2023-44) and exempt from
full approval of an ethics committee.

Results

The use of the recommendations

In total, 542 EMRs of patients with incurable cancer were
analysed. Of these, 251 (46%) included male patients. The
median age of the patients was 69 years (ranging from
24-96). The three most common tumour types were
lung (23%), breast (20%) and prostate (13%). 508 (94%)
were records of outpatients and 34 (6%) of inpatients.
All aspects of the recommendations reached the thresh-
old of 50%, except for conducting ACP discussions (49%)
(Table 1). Among patients expected to be in their last year
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Table 1 Applying the recommendations in daily practice: EMR
analysis of patients with incurable cancer (N = 542)

Yes
%
(n)
Advance care planning
Was an ACP discussion conducted in the previous year? 49
(267)

If ACP was conducted: Were the outcomes of the ACP discussion 84
shared with the GP and/or involved institutional physician? (224)

Routine symptom monitoring
A negative answer to the surprise question 12 months (Would I n =

be surprised if this patient died in the next 12 months?’) 220
If SQ 12 months is negative: Were the outcomes of symptom 58
monitoring on the four dimensions and corresponding treat- (127)
ment decisions recorded?

Involvement of SPCT

A negative answer to the surprise question 3 months (‘Would | n=
be surprised if this patient died in the next 3 months?’) 65

If SQ 3 negative: Were these patients offered a consultation with 58
the SPCT? (38)

of life (n = 220), the symptom burden on four dimensions
and treatment decisions were recorded in 58% (n = 127).
More than half of patients with an expected life expec-
tancy of < 3 months (n = 65) were offered a consultation
with the SPCT (58%, n = 38).
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Applicability of recommendations from clinicians’
perspective

A total of 27 clinicians from three hospitals completed
the questionnaire, ranging from 5-16 clinicians per hos-
pital. One hospital did not return any questionnaires.
Respondents were physicians (n = 13), nurses (n = 13),
and nurse practitioner (n = 1) with a mean age of 46 years
(SD 10). Most were female (n = 23) and more than half
(n = 17) had received additional training in palliative care
(Supplementary Table 2).

Between 21 and 23 clinicians agreed with the state-
ments that the three recommendations were important
to achieve timely integration palliative care (84—85%)
(Table 2). A total of 22 clinicians (88%) agreed that the
recommendation fitted in with their tasks. 20 clinicians
(80%) stated they had the required knowledge for imple-
menting it and that it aided in achieving timely integra-
tion of palliative care. Almost half of all clinicians thought
that ‘a majority of their colleagues; ‘almost all of their col-
leagues’ or ‘all of their colleagues’ would adhere to the
recommendations of offering ACP (n = 13 (48%)), start
routine symptom monitoring (n = 12 (46%)) and consid-
ering involving the SCPT in case of complexity and/or at
patients’ request and offering a consultation in case of a
life expectancy of < 3 months (n = 14 (56%)).

Most clinicians reported that they were able to have
ACP discussions (ranging from n = 17 (63%) to n = 21
(78%)) (Table 3). Only 9 (33%) clinicians reported they

Table 2 Applicability according to clinicians: results of the MIDI instrument

Recommendation on Recommendation Recom-
advance care plan-  on routine symptom mendation
ning® (n = 27) monitoringb (n=26) onSPCT(n
=25)
Agree % (n) Agree % (n) Agree % (n)
It is important for achieving timely integration of palliative care for my patients 85 (23) 84 (21)¢ 84 (21)
It fits in with the tasks for which | feel responsible when doing my work 78 (21) 73 (19) 88(22)
Colleagues are supportive when implementing it 74 (20) 77 (20) 64 (16)
| am aware of its content 73 (19)¢ 68 (17)¢ 76 (19)
Patients will be satisfied 70 (19) 65 (17) 72(18)
Patients will cooperate 70 (19) 69 (18) 72 (18)
I'have the required knowledge to implement it 70 (19) 69 (18) 80 (20)
[t will probably aid in achieving timely integration of palliative care for my patients 63 (17) 50(13) 80 (20)
| feel able to implement the activities involved with it 59 (16) 48 (12)9 76 (19)
It benefits me 56 (15) 38 (10) 64 (16)

Bold indicates a score above the threshold of 80%

2Recommendation on ACP: Offer advance care planning (ACP) to all patient with incurable cancer and conduct a (follow-up) ACP discussion in the event of increased
symptom burden, a life expectancy of < 1 year (identified using the Surprise Question (SQ) ‘Would | be surprised if this patient dies within 12 months?’) and/or a
change in line of treatment. Record the outcomes of these discussions in the EMR and share them with the primary care physician or involved institutional physician

PRecommendation on routine symptom monitoring: Routine symptom monitoring and symptom management across the four dimensions of Quality of Life
(Qol) (physical, psychological, social and spiritual) in patients with cancer and a life expectancy of < 1 year. Record the outcomes of symptom monitoring and

corresponding treatment decisions in the EMR

‘Recommendation on the SPCT: 3) Consider involving the SPCT in cases of complexity, such as symptom burden on multiple dimensions, and/or if the patient
requests their involvement. Offer a consultation with the SPCT to patients with cancer and a life expectancy of < 3 months (identified using the adapted Surprise

Question ‘Would | be surprised if this patient dies within 3 months?’)
dMissing n=1



Heipon et al. BMC Health Services Research (2025) 25:1231

Table 3 Applicability according to clinicians: additional self-

Page 6 of 12

Table 4 Social demographic characteristics of patients (N = 70)

questions % (n)
To what extent were you able to... Able Neu- Not Gender

% tral able Male 64 (45)

) %(n) ‘(’”’) Female 36 (25)

n
- - Age (mean (SD); range min—-max) 67 (12); 24-85
Recommendation on advance care planning (N = 27) )
identify patients with incurable cancer’ 96 4(1) Marital status

o

(25) In a relationship, married and living together 74 (52)
...have an ACP discussion (again) when thereisa 78 19(5) 4(1) In a relationship, not married and living together 9(6)
life expectancy of < 1 year Q1 In a relationship, not living together 3(2)
...record the content of ACP discussions inthe 67 26(7) 7(2) Widow/widower/partner deceased 30
EMR (18) Single/no relationship 12 (8)
...have ACP discussions with patients with incur- 65 27(7) 8(2) Educational level
able cancer’ (17) No education or primary education 3(2)
...have this discussion (again) when there is a 63 26(7) 11 Secondary (vocational) education 66 (46)
change in line of therapy (17 €) Bachelor's, master’s or doctorate 29 (20)
...have this discussion (again) when there is an 63 22(6) 15 Other
increased symptom burden? (17) (4) M 30)
,.4.|r.1tegrate these discussions into your daily 59 26(7) 15 Tumour type
clinical work (16) (4)

) ) . Colorectal 9(6)

...share the content of these discussions with the 33 (9) 37 30 8 1611
GP or involved institutional physician? (10 ® reast an
Recommendation on routine symptom monitoring (N = 27) Prostate 19(13)
...identify patients with incurable cancer and 63 22(6) 15 Lung " 1)
a life expectancy of < 1 year using the Surprise (17) 4 Other 36(25)
Question? m 10(7)
...pay attention to symptom monitoring and 42 42 15 Setting
symptom treatment on the four dimensions an an @ Outpatient 47 (33)
(physical, psychological, social and spiritual)?’ Inpatient 53 (37)

...record outcomes of symptom monitoring on 19(5) 44 37
the four dimensions and corresponding treat- (12) (10
ment decisions in the electronic medical record?

Recommendation on SPCT (N = 27)

...consider involving the SCPT at the patients’ 85 15 (4)
request?’ 22)

...consider involving the SPCT in case of com- 73 27 (7)
plexity, such as symptom burden on multiple (19)

dimensions?

...offer patients with an expected life expectancy 68 32(8)

of < 3 months a consultation with the SPCT?9 (17)

...identify patients with incurable cancer and a 65 27(7) 8()

life expectancy of < 3 months using the Surprise  (17)
Question?f

fMissing n=1
9IMissing n =2

were able to share the content with the GP or involved
other institutional clinicians. Regarding symptom moni-
toring, 17 (63%) clinicians stated they were able to iden-
tify patients using the SQ, but only a minority monitored
symptoms across the four dimensions (n = 11 (42%)) and
recorded the outcomes and corresponding treatment
decisions in the EMR (n = 5 (19%)). Most clinicians con-
sidered involving the SPCT in case of complexity and/or
at patients’ request and offered a consultation in case of a
life expectancy of < 3 months (ranging from n = 17 (65%)
ton =22 (85%)).

"Other tumours included melanoma, leukaemia, ovarium, brain, bladder,
multiple myeloma, pancreas, gallbladder, bile duct, liver, lymph nodes and
oesophagus)

Patients’ experiences with the recommendations

A total of 70 patients with incurable cancer completed
the questionnaire (Table 4). The mean age was 63 years,
and most patients had prostate cancer (19%) or breast
cancer (16%).

In total, 62% of the patients reported to have had an
ACP discussion. Whether symptoms had been moni-
tored, according to patients, varied among the dimen-
sions, ranging from 91% for the physical dimension to
38% for the spiritual dimension. More than half of the
patients (53%) reported having had a consultation with a
palliative care consultant (Table 5). Most patients found
having an ACP discussion pleasant (70%) and helpful
(74%). Regarding symptom monitoring, this varied per
domain, with 70% finding it pleasant that the physician
asked about physical symptoms and 46% regarding spiri-
tual issues. When having a consultation with a member
of the SPCT, 58% experienced it as pleasant and 42% as
helpful. General satisfaction with care and continuity
with care did not differ significantly between patients
who did receive care according to the recommendations,
except for symptom monitoring on the social dimension,
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Table 5 Applicability according to patients, their experience of the received care and experienced satisfaction with care (N = 70)

Advance care planning (n = 69)' Yes % (n) No % (n)
Did you discuss your goals, choices and what care suits them now and in the future with a clinician? 62 (43) 38 (26)
| found it pleasant 70 (30)
I found it helpful 74 (32)
I am content with it 74 (32)

Mean (SD) Mean (SD) P-value
General satisfaction with care 77 (21) 75(21) 0.66
Continuity of care 82 (22) 81 (19) 0.79
Continuity of information 89 (20) 90 (23) 0.91
Routine symptom monitoring- physical dimension (n = 69)' Yes % (n) No % (n)
Did a clinician ask about your physical problems? 91 (63) 9 (6)
I found it pleasant 70 (44)
| found it helpful 67 (42)
| am content with it 76 (48)

Mean (SD) Mean (SD) P-value
General satisfaction with care 77 (21) 71 (25) 0.50
Continuity of care 82 (21) 83(18) 0.88
Continuity of information 90 (18) 78 (40) 0.16
Routine symptom monitoring- psychological/emotional dimension (n = 70) Yes % (n) No % (n)
Did a clinician ask about your psychological/emotional problems? 57 (40) 43 (30)
I found it pleasant 60 (25)
| found it helpful 5(23)
| am content with it 64 (27)

Mean (SD) Mean (SD) P-value
General satisfaction with care 79 (19) 73 (23) 0.28
Continuity of care 85(21) 78 (20) 0.16
Continuity of information 93 (15) 84 (26) 0.08
Routine symptom monitoring- social dimension (n = 68) Yes % (n) No % (n)
Did a clinician ask about your social problems? 46 (31) 54(37)
| found it pleasant 65 (20)
| found it helpful 58 (18)
|'am content with it 68 (21)

Mean (SD) Mean (SD) P-value
General satisfaction with care 83 (19 72 (20) 0.03*
Continuity of care 88 (16) 77 (22) 0.03*
Continuity of information 92(17) 86 (24) 0.25
Routine symptom monitoring- spiritual dimension (n = 69)' Yes % (n) No % (n)
Did a clinician ask about your spiritual challenges? 38 (26) 62 (43)
I found it pleasant ( 2)
| found it helpful 0(13)
| am content with it ( 5)

Mean (SD) Mean (SD) P-value
General satisfaction with care 80 (19) 74 (22) 0.30
Continuity of care 78 (25) 84 (18) 0.29
Continuity of information 90 (18) 89 (23) 091
Specialist Palliative Care Team- informed about consultation (n = 68y Yes % (n) No % (n)
Were you informed about the possibility of having a consultation with a PC consultant? 47 (32) 53(36)
| found it pleasant 39(13)
| found it helpful 36(12)
I'am content with it 56 (18)

Mean (SD) Mean (SD) P-value
General satisfaction with care 77 (20) 76 (22) 0.97
Continuity of care 81(22) 81 (20) 0.96

Continuity of information 92 (17) 87 (24) 037
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Table 5 (continued)
Specialist Palliative Care Team- having a consultation (n = 36)* Yes % (n) No % (n)
Did you have a consultation with a palliative care consultant? 53(19) 47 (17)
I found it pleasant 58(11)
| found it helpful 42 (8)
| am content with it 53(10)

Mean (SD) Mean (SD) P-value
General satisfaction with care 72 (20) 81 (24) 0.26
Continuity of care 79017) 90 (20) 0.07
Continuity of information 88(19.9) 92 (25) 0.56

iMissing n=1
IMissingn=2
kMissing n=34

respectively 83.1 (SD 18.7) vs 71.2 (SD 20.2), p = 0.03 and
88.2 (SD 16.2) vs 77.5 (SD 22.3), p = 0.03.

Discussion

Main findings

This pilot study has assessed the clinical feasibility of
implementing three recommendations for timely integra-
tion of palliative care in oncology. Clinicians were able to
apply the recommendations in approximately half to two-
thirds of their patients with incurable cancer. Moreover,
clinicians rated all three recommendations as important,
but some practical implications of the recommenda-
tions require further attention. Most patients for whom
the recommendations were applied found this helpful
and were satisfied with their care. Overall satisfaction
with their care and continuity of care did not differ sig-
nificantly between patients who received care accord-
ing to the recommendations and those who did not,
with the exception of symptom monitoring of the social
dimension.

Advance care planning

In the present study, clinicians were willing to integrate
ACP discussions for patients with incurable cancer into
their daily practice, however applying the ACP recom-
mendation in clinical practice proved challenging. The
recommendation on ACP scored just below the 50%
threshold and a significant number of clinicians reported
being ‘neutral’ or ‘not able’ to integrate ACP into their
daily clinical practice. While this pilot study did not
collect data on barriers experienced, there is a substan-
tial body of literature on barriers for the integration of
ACP. Barriers include knowledge (e.g. having insuffi-
cient understanding of ACP), environmental context and
resources (e.g. time constraints), emotions (e.g. fear of
diminishing patients’ hope) and skills (e.g. lack of train-
ing) [32]. To support clinicians and increase their knowl-
edge and skills about ACP, a variety of tools are available
to introduce and facilitate ACP discussions [33], both

patient-facing tools [34] and interactive web-based ACP
support tools [35].

While time is a well-known barrier, a recent ran-
domised clinical trial demonstrated the durability of
long-term ACP, with a reduction in the use of acute, com-
plex or invasive care and an increase in palliative- and
hospice care in a timely manner in patients’ disease tra-
jectory [36]. This highlights the fact that the time invest-
ment required to integrate ACP will ultimately result in
important benefits for clinicians, patients and the wider
healthcare system.

Only 33% of clinicians shared the outcome of ACP
discussions with the GP or other involved institutional
clinicians, yet this coordination and collaboration with
primary care providers is essential for proper integration
of ACP. This finding is consistent with another national
study that also showed suboptimal sharing of impor-
tant information between oncologists and GPs [37]. A
standardised format and transmural documentation is
needed to improve this exchange and thus continuity of
care. Preferably an automated report derived from the
EMR that can be sent to all clinicians involved after an
ACP discussion is conducted. Having a method of docu-
mentation that is accessible to different clinicians allows
the ACP discussions to be conducted by different clini-
cians at different points in the disease trajectory, such
as the treating physician, trained case managers, oncol-
ogy nurses, or the GP. This reinforces the idea that ACP
should be seen as an ongoing standard of care within the
network of involved clinicians, rather than an optional
consultation.

Routine symptom monitoring

Integrating routine symptom monitoring into cancer
care has been shown to improve health-related quality of
life [38, 39]. Additionally, self-reported information can
facilitate and improve the communication and discussion
between clinicians and patients [40, 41]. Accordingly,
the clinicians participating in the current study reported
that they considered routine symptom monitoring to be
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important. However, clinicians were ambiguous regard-
ing their ability to monitor symptom burden across the
four dimensions and record the outcomes in the EMR.
There are different ways in which clinicians monitor
symptoms, including eliciting symptoms during clinical
visits, often without a structured discussion format, to
using a symptom diary that patients complete in a struc-
tural way. Proper integration of these methods requires a
dedicated place in the EMR. And while a variety of digital
methods and tools for monitoring symptoms with elec-
tronic patient-reported outcomes have been developed
[42-45], many hospitals are still developing fitting (digi-
tal) infrastructure and standard operation of procedure
into their clinical workflow.

Furthermore, less than half of the clinicians believed
that their colleagues would adhere to the recommenda-
tion. This assumption may be due to known barriers to
implementing symptom monitoring, such as concerns
about additional workload, scepticism about the benefits
for oncological treatment and usability issues [46, 47]. To
use patient-reported outcomes, the system used must be
applicable to all patients, easily adaptable, and compat-
ible with the existing workflows [47, 48]. This finding may
also be prompted by the fact that most clinicians who
completed the post-assessment were additionally trained
in palliative care and may therefore have had less positive
experiences and perceptions of their generalist palliative
care colleagues' motivation and ability to integrate pallia-
tive care in a timely manner.

Patients experienced symptom monitoring on the
psychological, social and spiritual dimensions less com-
fortable and helpful than symptom monitoring on the
physical dimension. This may also be related to the
tendency of healthcare providers to focus only on the
physical dimension (e.g., dyspnoea or pain) rather than
adequately addressing psychological or social issues.
Another possible explanation for patients’ reluctance to
discuss psychosocial issues might be the stigma associ-
ated with psychosocial needs [49-52]. Additionally, a
systematic review showed that patients vary widely in
their appreciation of being asked about spirituality. Most
of the included studies reported that patients found it
appropriate for their physicians to ask about religion or
spirituality. However, when dealing with spiritual issues,
patients do not expect or want spiritual guidance from
their physicians, but would rather talk to clergy [53].

Specialist palliative care team

Most SPCTs in the Dutch hospitals have limited occu-
pancy and therefore limited capacity. It is therefore not
feasible to refer all patients with palliative care needs to
the SPCT. It has therefore been suggested that the only
sustainable model is a generalist-specialist model in
which all clinicians provide basic or primary palliative
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care with the SPCT assisting with complex cases [54,
55]. However, it is known that the SPCT is often involved
(too) late in the disease trajectory of patients with incur-
able cancer [31, 56].

This recommendation follows the results of a previ-
ous Delphi study in which clinicians, patients and rela-
tives reached a consensus on the minimum thresholds
for involving the SPCT in a generalist-specialist model
[22]. However, if the SPCT is to be involved in cases of
complexity, further research is needed to define com-
plexity and identify ways of integrating the classification
system into clinical practice [57]. In addition, timeliness
may not be ensured if SPCT involvement is considered
only for symptom burden on more than one dimension,
as symptom burden increases significantly in the last
phase of life, with the greatest increase in the last three
months [58]. Appropriate symptom management at the
end of life can be provided by palliative care generalists
if they are skilled enough to provide high quality general-
ist palliative care. Elements of high-quality generalist pal-
liative care include: general and psychosocial symptom
assessment and management, providing patients with
basic spiritual support, such as a framework to consider
their goals and hopes and timely referral to a spiritual
counsellor if needed; and starting the process of advance
care planning (ACP) soon after the initial diagnosis of
advanced cancer [59]. At present, however, palliative care
training is not integrated into medical education and cli-
nicians are not required to undertake additional training,
although steps are being taken to improve the curriculum
[60].

Not all patients in our pilot found it particularly helpful
to be informed about the possibility to come into contact
with palliative care consultants of the SPCT. This may be
related to the misconceptions about palliative care, for
example that it is the same as terminal care or hospice
care, or that it means stopping all other treatments [61,
62].

Timely palliative care

A substantial number of studies are dedicated to early
palliative care. In these studies, early refers to the
moment of diagnosis, prognosis or a combination of the
two [6, 7, 10, 13, 15]. Specific triggers or characteristics
as defined in the recommendations ensures that pal-
liative care is not integrated too late. However, palliative
care is a dynamic process and should be centred around
patients’ needs [63]. Timely provision of palliative care
therefore focusses on patients’ needs and implies that
palliative care is delivered at the optimal moment for
each patient [64]. The recommendations promote timely
discussions about care wishes, a timely initiation of
symptom monitoring across all four dimensions, ensur-
ing a timely identification of patients’ needs. In the Dutch
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generalist-specialist model, palliative care generalists can
attend to most needs, When necessary they can consult a
consultant of the SPCT.

Strengths and limitations

This study demonstrates the feasibility of three recom-
mendations for the timely integration of palliative care
into standard hospital oncology care. Our study has
several strengths and limitations. A strength was that it
followed the results of a Delphi study and the recommen-
dations were therefore in line with current clinical prac-
tice and ambitions. Additionally, various methods were
used to provide complimentary insights into the feasi-
bility of the recommendations. Some limitations should
also be noted. First, the clinicians using the recommen-
dations in the pilot hospitals may have been more aware
of the benefits of integrating palliative care into oncology
practice. Therefore, both clinician and patient outcomes
may have been more positive than in other hospitals.
Second, when analysing the EMRs, the presence of an
indication that an ACP discussion took place does not
provide a detailed insight into the actual content or
depth of the discussion. This also holds for the indication
of an exchange of information with primary care physi-
cians in the EMR, which does not indicate the method of
exchange (via a telephone call or via a standard informa-
tion letter). Third, as mentioned in the methods section,
there may have been patients who had had ACP discus-
sions before the start of the pilot and for whom there
was no indication to have another ACP discussion dur-
ing the pilot. Therefore, in the EMR analysis, we looked
at whether patients had had an ACP discussion in the
year prior to the pilot study, and if so, this would sug-
gest that the recommendation was already being applied.
However, the study did not collect data on when the ACP
discussions took place. Fourth, the EMR analysis was
not always performed by the treating physician, and the
investigator was asked to answer the surprise questions
of one year and three months based on his or her own
clinical judgement. Fifth, the clinician and patient ques-
tionnaires included self-administered questions that were
not formally pre-tested. While they were developed in
close collaboration with clinical experts, their reliability
and validity have not been established, which may affect
the generalizability of the findings. Sixth, it is important
to acknowledge the possibility of selection bias in the
patient sample, as participation was limited to those who
chose to complete and return the questionnaire—a com-
mon limitation in questionnaire-based studies. Finally,
patient assessment was mainly explorative and descrip-
tive. The pilot was of short duration, which made it
impossible to measure real effects over time.
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Conclusion

Implementing the three recommendations regarding
ACP, routine symptom monitoring, and involvement of
the Specialist Palliative Care Team (SPCT) in daily onco-
logical care for patients with advanced cancer seems
feasible, as clinicians were able to apply the recommen-
dations in almost half of the patients and found them
to be important. To truly improve care with the use of
these recommendations some practical issues need to be
addressed regarding continuity of care, including infor-
mation exchange about ACP and symptom management
amongst all involved clinicians within the hospital and
with primary care clinicians.
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