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Abstract

Background: There is evidence that early integration of palliative care improves quality of life, lowers spending and helps clarify
preferences and goals for advanced cancer patients. Little is known about the feasibility and acceptability of early integration.

Aim: Assessing feasibility of early integration of palliative care, and exploring concerns perceived and problems encountered by
patients, relatives and oncologists.

Design: A phase 2 mixed-methods study (ClinicalTrials.Gov:NCT02078700).

Methods: Oncologists of two outpatient clinics offered a specialised palliative care intervention integrated with standard oncological
care to all consecutive newly diagnosed metastatic respiratory/gastrointestinal cancer patients. We interviewed samples of patients,
relatives and oncologists to explore strengths and weaknesses of the intervention.

Results: The intervention was proposed to 44/54 eligible patients (81.5%), 40 (90.1%) accepted, 38 (95.0%) attended the first
palliative care visit. The intervention was completed for 32 patients (80.0%). It did not start for three (7.5%) and was interrupted
for three patients who refused (7.5%). The Palliative Care Unit performed 274 visits in 38 patients (median per patient 4.5), and
24 family meetings with relatives of 16 patients. All patients and most relatives referred to the usefulness of the intervention,
specifically for symptoms management, information and support to strategies for coping. Oncologists highlighted their difficulties
in informing patients on palliative intervention, sharing information and coordinating patient’s care with the palliative care team.
Conclusion: Early integration of palliative care in oncological setting seems feasible and well accepted by patients, relatives and, to a
lesser extent, oncologists. Some difficulties emerged concerning patient information and inter-professional communication.

Keywords

Cancer, palliative care, phase 2

'Arcispedale Santa Maria Nuova-IRCCS, Reggio Emilia, Italy 8Surgical, Medical and Dental Department of Morphological Sciences

2Fondazione IRCCS Istituto Nazionale dei Tumori, Milan, Italy
3Palliative Care Unit, Arcispedale Santa Maria Nuova-IRCCS, Reggio
Emilia, Italy

“Pulmonology Unit, Arcispedale Santa Maria Nuova-IRCCS, Reggio
Emilia, Italy

5Oncology Unit, Arcispedale Santa Maria Nuova-IRCCS, Reggio Emilia,
Italy

¢Department of Health Professions, Arcispedale Santa Maria Nuova-
IRCCS, Reggio Emilia, Italy

’Department Infrastructure Research and Statistics, Arcispedale Santa
Maria Nuova-IRCCS, Reggio Emilia, Italy

related to Transplant, Oncology and Regenerative Medicine, Universita
degli Studi di Modena e Reggio Emilia, Modena, Italy
9Psycho-Oncology Unit, Arcispedale Santa Maria Nuova-IRCCS, Reggio
Emilia, Italy

Corresponding author:

Massimo Costantini, Arcispedale Santa Maria Nuova-IRCCS, Viale
Umberto |, 50, 42123 Reggio Emilia, Italy.

Email: massimo.costantini@asmn.re.it


https://uk.sagepub.com/en-gb/journals-permissions
http://journals.sagepub.com/home/pmj
mailto:massimo.costantini@asmn.re.it
http://crossmark.crossref.org/dialog/?doi=10.1177%2F0269216317731571&domain=pdf&date_stamp=2017-09-27

Costantini et al.

47

What is already known about the topic?

cancer patients.

tive care are often reported, but not well explored.

What this paper adds?

(over 90% accepted the intervention).

Implications for practice, theory or policy

patients and relatives.

e There is evidence from randomised trials about the effectiveness of an early integration of palliative care for advanced

e Problems encountered by patients, relatives and professionals in dealing with offering/receiving early integration of pallia-

e In this unselected series of consecutive advanced cancer patients, early integration of palliative care after diagnosis was
feasible (the intervention was proposed to over 80% of eligible patients), and well accepted by patients and relatives

e All interviewed patients and most relatives referred to the usefulness of the intervention with specific reference to
symptom management, information and support to strategies employed to cope with illness.

e Most interviewed oncologists highlighted their difficulty in informing patients on palliative intervention, sharing informa-
tion and coordinating patient’s care with the palliative care team.

e An early integration of palliative care is proposed to advanced cancer patients with a high degree of satisfaction from

e An honest presentation of the early palliative care intervention and its goals was well accepted by patients, relatives and,
to a lesser extent, oncologists. The initial perplexity disappeared after the first visit.

Introduction

The World Health Organization advocates that palliative
care principles ‘should be applied as early as possible in the
course of any chronic, ultimately fatal illness’.! The differ-
ence with previous recommendations is substantial, as the
role of palliative care was limited to patients not responsive
to curative therapy during their last period of life.

The rationale of the current recommendation relied on
the recognition that palliative care had the potential to
improve the quality of life (QOL) of patients and their
relatives during the whole trajectory of an incurable dis-
ease, through an effective management of psychological
and physical symptoms, an effective communication and
support in the decision-making process.

The results of randomised trials>7 showed the effec-
tiveness of early integration of palliative care in improving
QOL3*%6 and satisfaction with care of advanced cancer
patients,” reducing treatment aggressiveness® and con-
sumption of resources’® at the end of life and increasing
survival in selected studies.>® The American Society of
Clinical Oncology guidelines recommend that advanced
cancer patients, with a prognosis of 6 to 24 months, should
be early referred to interdisciplinary palliative care teams
concurrently with active treatment.” One trial was also
recently performed in 21 Italian centres. It randomised 217
advanced pancreatic patients to receive systematic early
palliative care or palliative care on demand.®®

There are challenges in transferring this evidence into
clinical practice that limit a wider implementation.!® First,
early integration is a complex intervention requiring a

clear definition of what it is and which components are the
‘active ingredients’.!! In published randomised trials, the
interventions differed in timing, modality and duration.>-
Second, the concept of integration was poorly defined. A
systematic review identified 38 clinical, education,
research and administrative indicators to assess the level of
integration,!? but only some studies have explored the
opinions of patients,!3-15 relatives!3 and health profession-
als.'®!7 Third, this intervention should be generalisable
across different settings, but, as all complex interventions,
it is highly sensitive to the context where it is delivered. It
follows that studies of the experiences of the different
‘actors’ involved in the integration process could provide
useful information on both strengths and weaknesses of
early integration, and offer suggestions on how to general-
ise the approach.

The aim of this study was to assess the feasibility of
early integration of oncology and palliative care in
advanced cancer patients. We also aimed at exploring the
experience of patients, relatives and oncologists, with spe-
cific reference to the concerns perceived and the problems
encountered.

Patients and methods

According to the Medical Research Council framework,
for complex interventions,'®!? this is a mixed-methods
phase 2 study on early integration of palliative care in
advanced cancer patients.!?
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Settings and population

The study was performed at Santa Maria Nuova Hospital
in Reggio Emilia, Italy, a 900-bed public research hospital,
accredited as a Clinical Cancer Centre by the Organisation
of European Cancer Institutes.

Patients with a new diagnosis of cancer are referred to
the outpatient clinics of the Oncology Department (all can-
cers) and the Respiratory Disease Department (respiratory
cancers). During the first visit, the physician communi-
cates the diagnosis and proposes a therapeutic plan. For
the purpose of this article, all these physicians are referred
as ‘oncologists’.

The Palliative Care Unit is a specialised hospital-
based unit with no beds. It was established in April 2013
with a remit of specialist consultations in wards and in a
clinic for oncological outpatients and their relatives. At
present, it includes two senior physicians and two
advance practice nurses, dedicated full-time to hospital
palliative care. A patient or a family member can self-
refer to the unit, but usually consultations are requested
by a hospital physician according to the patient needs. A
psychologist is involved in weekly team meetings and in
the care of patients and relatives with severe psychologi-
cal suffering. The team uses the Edmonton Symptom
Assessment Scale?? and the Palliative Care Outcome
Scale?! for clinical purposes.

Population in study

All patients with newly diagnosed respiratory (lung, pleu-
ral) or gastrointestinal (pancreas or stomach) cancer admit-
ted to the two Departments were consecutively screened
for their eligibility.

Eligibility criteria included a new diagnosis of cancer
(non—small-cell lung cancer or small-cell lung cancer,
stage [1Ib—IV; mesothelioma, stage III-IV; pancreas, stage
IV; gastric, stage [IIb-1V), age >18 years, no specific ther-
apy for any cancer during the previous 12 months, a per-
formance status (measured with the Eastern Cooperative
Oncology Group (ECOG) scale) between 0 and 2, and the
ability to fill in a questionnaire.

The early palliative care intervention

Oncologists were asked to offer to all consecutive eligible
patients the participation to the study that included the
early palliative care intervention integrated with standard
oncological care. Patients who gave their consent were
referred to the palliative outpatient clinic.

The intervention was provided by the Palliative Care
Unit through periodical consultations, the first within 30
days from the consent. Subsequently, patients were sched-
uled monthly, although differences were allowed accord-
ing to the patients’ needs. The team also considered family

meetings to improve communication among the patient,
family members and health professionals, for sharing
patient status, goals of care and planning.??

The unit provided consultations also during hospital
admissions. Patients were followed until death, referral to
community teams, refusal or other reasons. More specifi-
cally, the goals of integrating palliative care earlier during
the disease included the following:

e A specific attention to individual preferences for
information, including patient prognostic under-
standing/awareness;

e A prompt physical and psychological symptom
detection and management;

e A continuous explanation of treatment goals and
support to patient decision making;

e Elements of advance care planning, progressively
introduced, according to the patients’ wishes;

e The possibility for relatives to meet the
professionals.

The intervention was introduced to patients and relatives
using the words ‘specialised palliative care’ and ‘specialised
palliative care physician/nurse’. The team explained the
nature of the intervention and its goals by explicitly stress-
ing the difference with an intervention focussed on the last
days/weeks of life. Some sentences used for this communi-
cation are reported as Supplementary Material.

Integration with the oncological teams was planned
through the whole disease trajectory. Although we did not
have a specific structure for liaising with the oncologists,
meetings and case conferences were performed periodi-
cally with specific attention to critical turning points such
as periodical re-assessments, disease progression and
major modification of the therapeutic plan. Whenever
possible, the two teams had preliminary discussions to
reach a shared clinical proposal to the patient to the maxi-
mum extent possible. All disagreements were negotiated
within the meetings.

The quantitative assessment

We consecutively registered all newly diagnosed respira-
tory and gastrointestinal cancer patients, eligible patients
(and reasons for ineligibility), patients who were asked to
participate to the study (and reasons for not) and patients
who accepted to participate (and reasons for not).

We registered all visits with patients and relatives.
Information about hospital admissions, chemotherapies
and referral to community services were collected from
medical records. The information provided to the patient
during the first visit, with specific attention to the diagno-
sis disclosure, and the poor prognosis, referred to the
impossibility for the patient to recover from the disease,
were reported in medical records.
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We assessed the feasibility of the intervention by esti-
mating the proportion of cancer patients who accepted to
participate and attended the first palliative care visit.
According to the study protocol, we planned to recruit 40
consecutive eligible study participants. We considered the
feasibility of the intervention to have been addressed with
an acceptance proportion higher than 65%.

Patient-reported outcome measures

Two questionnaires were proposed to the patients, after
the consent (t0), at 42 = 7 days (t1) and at 84 = 7 days
(t2) after t0. QOL was measured with the validated Italian
version of the Functional Assessment of Cancer Therapy—
General (FACT-G) which assesses four dimensions,
physical well-being (seven items, score 0-28), social-
family well-being (seven items, score 0-28), emotional
well-being (six items, score 0—24), functional well-being
(seven items, score 0-28), and allows to calculate a
FACT-G total score (27 items, score 0—108). For lung
cancer patients, we also administered the FACT question-
naire addressing seven symptoms specific for these
patients, and we could estimate three more scales, the
Lung Cancer Subscale (seven items, score 0-28), the
Trial Outcome Index (21 items, score 0-84) and the
Functional Assessment of Cancer Therapy—Lung
(FACT-L) total score (34 items, score 0-136). For all
FACT scales, higher scores indicate a better QOL.

Mood was assessed with the validated Italian version??
of the 14-item Hospital Anxiety and Depression Scale
(HAD) which assesses symptoms of anxiety (seven items,
score 0—21) and depression (seven items, score 0-21). For
both scales, a high score indicates a high level of distress.
For each scale, we reported mean, standard deviation and
the proportion of patients scoring >7, which is suggestive
of anxiety or depression.

Statistical methods

We included all data collected until 1 September 2016. We
calculated mean and standard deviations for each QOL
dimension at t0, t1 and t2, and we estimated the mean dif-
ference between tl, t2 and paired data collected at t0. For
each comparison, ¢ tests for paired data were performed
and p values calculated accordingly. The corresponding
95% two-sided confidence intervals were calculated rely-
ing on ¢ distribution.

The qualitative assessment

Consent for qualitative assessment was requested to a con-
secutive series of six patients and six relatives (from
patients not previously selected) who had attended at least
three visits in the outpatient clinic, and to a sample of six
oncologists.

The method followed for qualitative assessment was
the Framework Method,?*?5 which is particularly suitable
for helping inter-professional and interdisciplinary
research team in analysing and managing qualitative data.
Researchers use this method to address research questions
concerning the meaning people give to their experience,
allowing a comprehensive thematic analysis which can be
shared and discussed within the research team. Its main
feature is to provide the researchers with a matrix which is
used to analyse the data and highlight differences and/or
commonalities within resulting themes.*

Data collection

Information was gathered through semi-structured inter-
views exploring the experience of the different ‘actors’ of
the intervention, that is, patients, relatives and the oncolo-
gists involved in the study.

Interviews with patients and relatives focussed on per-
ceived benefits and concerns of the early intervention.
Interviews with oncologists focussed on exploring
strengths and weaknesses of the intervention with refer-
ence to both the respondents’ view on patients’ and family
caregivers’ experience, and their own role within the study,
including specific tasks they are required to perform.

A member of the research team (S.D.L.) developed the
interview guide. Anonymity and non-traceability criteria
were duly presented to all interviewees. Explicit permis-
sion was requested for the interview to be audio-recorded.
Interviewers were two nurse managers (M.G. and D.M.)
and one psychologist (S.D.L.) with expertise in palliative
care, but not involved in the implementation of the
intervention.

Data analysis

Tape recordings of the interviews were transcribed verba-
tim, and then analysed using thematic analysis to explore
the content and context of responses.2°

In the first step, one researcher (S.D.L.) developed a cod-
ing framework covering themes congruent with the struc-
ture of the interview guide. Two researchers (M.G. and
D.M.) independently analysed the transcripts and catego-
rised all potentially relevant segments of the text. Throughout
an iterative process, they inductively identified several sub-
themes. In the second step, the two researchers compared
the categorisations, reconsidered and discussed any differ-
ence in interpretation to reach an agreement, and to develop
a unique preliminary categorisation. Finally, a third
researcher (S.D.L.) revised both the transcripts and the pre-
liminary categorisation, regrouped and renamed some
themes and sub-themes highlighting commonalities and dif-
ferences between the perspectives of the three ‘actors’
enquired. The supervision of an external auditor contributed
to assuring the methodological rigour of the analysis.
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(N.=136)

All consecutive newly diagnosed cancer
patients (respiratory, gastric, pancreas)
admitted to the two outpatients clinics

T

not eligible for stage (N.=79)
competitive study (N.=1)
living far from hospital (N.=2)

eligible patients
(N.=54)

:

not proposed (N.=2)
need to start immediately CT
(N.=8)

PC programme)
(N.=44)

the physician offered the
participation to the study (the early

-

refusals (N.=4)

(N.=40)

the patient accepted the proposal
of PC intervention

I

refusals (N.=2)

(N.=38)

the patient attended the first visit
with the Palliative Care Unit

Figure |. Flow chart of the study.

The Ethics Committee of Reggio Emilia approved the
study protocol (code 148/2012, 18 June 2013).

Results

From 1 July 2013 through 30 April 2014, 136 consecutive
newly diagnosed cancer patients were assessed for their
eligibility (Figure 1). Eighty-two patients were ineligible,

mainly due to the early stage of their illness (N = 79). The
palliative care intervention was proposed to 44 of the 54
eligible patients (81.5%), 40/44 (90.9%) signed the
informed consent and 38/40 (95.0%) attended the first visit
with the Palliative Care Unit at a median (range) interval
from diagnosis of 4 (1-13) days. Overall, 38/54 (70.4%)
eligible patients were proposed the intervention and
attended the first visit.
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Table |. Patient characteristics at diagnosis (N = 40). Table 2. Output of hospital palliative care intervention.
Age (years) Output N %
Mean = standard deviation 67.7 + 12,6 Completed as expected
Median (range) 69 (36-84) Transition to palliative home care 14 35.0
N % Transition to generalist home care 4 10.0
Transition to inpatient hospice 7 17.5
Gender Deceased in hospital followed by the 7 17.5
Males 25 62.5 Palliative Care Unit
Females 15 375 Not completed as expected
ECOG performance status Sudden home death I 25
0 17 47.2 Deceased in hospital not followed by I 25
| 12 333 the Palliative Care Unit
2 7 19.4 Early interruption for change of hospital I 25
Unknown 4 Early interruption for refusal | 25
Primary tumour Temporarily suspended for stable disease 2 5.0
Non-small-cell lung cancer 27 67.5 Never started 2 5.0
Small-cell lung cancer 2 5.0 Total 40 100
Mesothelioma I 25
Gastric 3 7.5
Pancreas 7 17.5 by the Palliative Care Unit (Table 2). The intervention did
Stage not start for three patients (7.5%) and was interrupted
I 2 5.0 because three (7.5%) decided not to participate after they
v 38 95.0 signed the consent. Other reasons include a sudden and
Chemotherapy unexpected home death, and one patient who deceased in
Yes 34 850 another hospital without a Palliative Care Unit. The inter-
No 6 15.0 vention, in agreement with the oncologists, was suspended
Degartn;ent 17 05 for two patients who had stable disease.
R;T:i)r:tgzry disease 23 57: 5 . The Palliatiye Care Un.it performe.d 274 outpatient vis-
FACT-G dimensions (% below the median) its with 38 p.atlents (medlan per patlel:nt 4.5; range 0.—27)
Physical well-being 4 10.8 and 24 family meetings with relatives of 16 patients
Social-family well-being 7 18.9 (median per patient 0; range 0—4; Figure 2). Overall the
Emotional well-being 9 25.0 unit performed 312 visits/meetings (mean for patient: 7.8).
Functional well-being 29 80.6 During the study period, the 40 patients experienced 62
HAD scales (% with score >7) hospital admissions, and the unit could perform one or
Anxiety 14 35.0 more consultations for 39 (62.9%) of them.
Depression 7 17.5 Eight deaths occurred during the QOL assessment, six

ECOG: Eastern Cooperative Oncology Group performance status;
HAD: Hospital Anxiety and Depression Scale (a score >7 is suggestive
for a possible case of depression or anxiety); FACT-G: Functional As-
sessment of Cancer Therapy—General (the lower the score the worse
the quality of life).

We consecutively recruited a higher proportion of res-
piratory cancer patients (N = 30; 75.0%) as compared
with gastrointestinal (N = 10; 25.0%). Most patients were
in stage IV (95.0%) with a good performance status
(ECOG 0-1 = 80.6%). Six patients (15%) did not start any
chemotherapy (four respiratory and two gastrointestinal).
ECOG scores at enrolment were missing for four patients,
but according to the clinical documentation, it was possi-
ble to estimate the ECOG between 0 and 1 (Table 1).

The palliative care hospital intervention was completed
for 32 patients (80.0%). Twenty-five patients were referred
to community services (18 to domiciliary teams, 7 to the
inpatient hospice); seven patients died in hospital followed

before the second assessment and two within the third assess-
ment. Patients compliance, defined as received/expected
questionnaires, at t0, t1 and t2 was 37/40 (92.0%), 29/34
(85.3%) and 24/32 (75.0%), respectively. Reasons for non-
compliance were refusals (N = 5), poor clinical condition
(N =5), change of residence (N = 3) or staff error (N = 3).

The distribution of the FACT-G scores shows a stability
over time for all dimensions but for physical well-being
(Table 3), that showed a significant deterioration at the
second assessment (mean: —2.4; 95% confidence interval
= —4.6 to —0.3; p = 0.027) and at the third assessment
(mean: —2.3; 95% confidence interval = —4.4to —0.1; p =
0.037) as compared with baseline. No significant changes
were observed for the depression HAD subscale, while a
significant improvement in the anxiety subscale was
observed at the second assessment (mean: —1.7; 95% con-
fidence interval = —2.9 to —0.4; p = 0.010) and at the third
assessment (mean: —2.1; 95% confidence interval = —3.8
to —0.5; p = 0.014) as compared with baseline.
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Figure 2. Palliative care visits and family meetings during the study period.

According to what was reported in the medical records,
of the 38 patients that received the first visit, 36 (94.7%)
were informed about their cancer diagnosis and 34 (89.5%)
about the lack of available curative treatment.

The qualitative assessment

We interviewed six patients, six relatives and six oncolo-
gists. One patient refused to be interviewed and was replaced
with the following eligible subject. Patients’ and relatives’
interviews lasted between 6 and 20 min (mean: 11), physi-
cians interviews between 10 and 29 min (mean: 20).

Three themes and 14 interrelated sub-themes were
identified (Table 4) and are described below, pointing out
commonalities and differences between the views of
patients, relatives and physicians.

Perceived benefits and strengths of the
intervention

Improved symptom control. All respondents reported that
the early palliative care intervention allowed better symp-
tom control. Patients highlighted this point even when
their symptoms were only partially relieved:
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Table 4. Themes and sub-themes identified through qualitative analysis of the interviews by respondent groups.

Themes and sub-themes

Patients Family members Oncologists

Perceived benefits/strengths
Improved symptom control
Being reassured by a physician dedicated to
symptom control
Honest information about illness
Time for the patient
Psychological support
Practical support
Improved communication skills
Perceived concerns/weaknesses
Less useful in absence of symptoms
Too much early palliative care
Too many information about illness
Problems in communication with relatives
Difficult communication between professionals
Suggestions for improvement
Making the intervention available to other patients
Introducing the intervention permanently in
hospital clinical practice

X X XXX XX
. XX 1 X XX
XXX XXI XX XX

Lo
DS
x|

There is nothing to do with asthenia ... but anyway there is
the chance to call the service at any time. (Patient)

Both patients and oncologists connected such a benefit
to early referral, and the subsequent possibility to timely
recognise and address problems related to cancer illness:

I am in favour to this type of service, [ am convinced, because
most of the problems we experienced were sorted out, or at
least were tackled quickly, immediately. (Oncologist)

Being reassured by a physician dedicated to symptom con-
trol. All respondent groups viewed the palliative doctor as
a reassuring presence for his or her expertise in symptoms’
control:

I am sure that psychological support is very important. When
you know that you can count on ... When you receive accurate
information on side effects and that there is a remedy for these
too, this immediately reassures you. (Patient)

Relatives emphasised this issue, and explained how
palliative doctors were effective in alleviating patient and
relatives’ anxiety:

It was a positive surprise. In fact, we could face the doctor,
she gave us some useful advices ... Even if at the beginning
one worries to hear the word ‘palliative care’. But the support
was effective, both for me and my wife. (Relative)

Honest information about illness. All respondents unani-
mously expressed the advantages of providing honest
information about illness to patients and relatives. Patients

reported on the relevance of receiving from the palliative
doctor explanations concerning causes of their symptoms
and treatments available to alleviate them. One patient
emphasised her satisfaction about the possibility to discuss
preferences and wishes on the place of care, after been
informed by the palliative doctor on her poor prognosis:

I had to deal with a big problem, the consultation with another
oncologist ... Both my mother and my husband wished I asked
for consultation all around ... I did not want to do this because,
first, I trust the doctors ... second, I have a 4 months old
daughter, and I thought ‘I want to spend time at home!’. The
physician explained to my mother that another consultation
would have been useless, and that solved the problem.

Relatives appreciated that information regarding
expected changes in patient clinical condition and meas-
ures to adopt for coping with them were constantly
updated:

I received all information with a very soft approach ... When
I asked not to tell the truth to my uncle, they explained to me
pros and cons. (Relative)

According to the oncologists, the process of shared
decision making during palliative care consultations made
the communication between oncologists, patients and rela-
tives easier:

Before this study, the relatives used to send emails like ‘can
we meet outside and alone?’ Now it happens less frequently,
and they often ask about the disease in presence of the patient.
This is an achievement. (Oncologist)
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Time for the patient. Patients and oncologists perceived
time availability in consultations as a crucial aspect. Some
patients referred to be surprised in seeing the palliative doc-
tor not in a hurry. Oncologists reported they were not able
to dedicate as much time to patients as palliative physi-
cians, and therefore, they could not address relevant issues
for the patients such as giving prognostic information.

Psychological support. All respondents highlighted the
focus of palliative care intervention on the patient as a
whole person. Patients felt themselves fully listened to by
palliative doctors:

You do not feel like a number, you feel like a person! And that
is important. (Patient)

Practical support. All respondents reported the palliative
doctors’ availability and flexibility, for example, they were
perceived as capable to organise clinical consultations
with the oncologists, and available to be contacted by
phone or email for any problem or question. Readiness of
palliative colleagues to respond to both patient and relative
practical needs was also recognised by oncologists. Family
caregivers perceived the coordination between palliative
physicians and colleagues from other disciplines:

My wife appreciated the team organisation very much, and
the work done by the team. (Relative)

Improved communication skills. Because of their active partici-
pation in the various steps of the intervention and the coordi-
nation with palliative physicians, oncologists referred to feel
more confident and less resistant to communicate about ill-
ness when they had to introduce the early intervention to eli-
gible patients and during the whole care process. The
acquired confidence and skills were attributed to the consul-
tations with their palliative colleagues, and the possibility to
see how communicating on a bad prognosis was possible.

Perceived concerns and weaknesses

Less useful in absence of symptoms. Some patients expressed
their perplexity towards the intervention, since they felt
themselves quite well, and without physical symptoms.
Some oncologists expressed similar considerations and
highlighted how some asymptomatic patients mainly per-
ceived palliative care consultations as an additional,
unnecessary burden:

Given that the patient did not experienced major problems,
for her attending the visits was a burden. She perceived it as
an unnecessary additional task. (Oncologist)

Too much early palliative care. Oncologists reported their
difficulty in introducing palliative care during the first

visit, together with giving information on cancer diagno-
sis, stage of illness and care plan:

It may be too early to refer the patient to the Palliative Care
Unit before the start of chemotherapy. Because there is always
some hope, expectations. (Oncologist)

Some oncologists felt too busy and not skilled enough to
perform such communication tasks. They did not feel con-
fident in coping with patients’ emotional reactions to this
information. Some reported not to have intentionally used
the word ‘palliative’, others that they had desisted from
proposing the study to patients whose relatives were against
the patient being fully informed about their illness.

Too much information about illness. According to some
oncologists, palliative colleagues tended to deliver too
much information to patients about their illness, some-
times ‘destroying’ their hopes:

I agree about delivering the information, but may be ...
disclosing too early what the natural history of the disease
will be, and the problems that could occur ... well, perhaps it
is too much. (Oncologist)

Problems in communication with relatives. One family car-
egiver expressed some disappointment about the commu-
nicative approach the palliative doctor had with her and
her husband. She perceived the approach as indelicate, and
that the physician did not consider the deep discomfort
caused by such communication:

... (the palliative doctor) asked my husband about who was
his trusted person, in case he would not have been able to take
decisions himself. He said ‘my wife’. When I heard him
saying this ... I was petrified. (Relative)

Problems in communication between professionals. Some
oncologists reported they really did not know which of
their patients were involved in the intervention; others
complained that their palliative colleagues did not update
them about these patients, particularly with reference to
prognostic information:

Some patients do not want to know details about their
condition. It occurred that the communication with the patient
was not shared with us oncologists ... We should share a
common line to follow, from the beginning. (Oncologist)

Suggestions for improvement

All patients and most family caregivers suggested that the
intervention should be available to all patients who could
benefit from it. Oncologists suggested to regularly intro-
duce such intervention in hospital clinical practice together
with palliative physicians, and by improving communica-
tion between professionals during the whole care process.
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Discussion

Main findings of the study

The results of this study show that an early integration of
specialised palliative care after the diagnosis of advanced
cancer is feasible and well accepted by patients, relatives
and, to a lesser extent, oncologists. In this consecutive series
of advanced cancer patients, oncologists proposed the early
integration to over 80% of eligible patients, and over 90%
accepted the intervention. Compliance with proposed visits
was highly satisfactory, and the intervention was completed
as expected for 80% of the patients. Overall, over 70% of
eligible patients were proposed the intervention and attended
the first visit with the Palliative Care Unit.

Strengths and weaknesses of the study

The compliance at the proposal was rather high also con-
sidering the burden of filling in many questionnaires (two
for clinical purpose and two for the planned assessment).
This burden might have influenced the willingness of some
patient to participate to the study, independently by what
they thought about the early palliative care intervention.

The early palliative care intervention was modulated
according to the patient needs. With a virtually complete
follow-up, it is possible to estimate that an early interven-
tion requires, on average, about seven to eight visits/meet-
ings per patient plus consultations during hospital
admissions. A Lancet Editorial,”” commenting a cluster-
randomised trial on early palliative care,* objected that, for
a matter of costs and for the scarcity of specialists, it is
unrealistic to provide early palliative care to all advanced
cancer patients. Although the objection is reasonable, our
results suggest that an early intervention is feasible, in
terms of resources and expected output, at least for the
hospitals that already have a specialised team. This is in
line with the evidence reported in the literature.?® An effi-
cient integration of early palliative care into comprehen-
sive cancer care requires both specific training of
oncologists and the need for additional expertise offered
by palliative care physicians.?® Future research is needed
to identify subgroup of patients that could benefit more
from early intervention.?’

Our findings show that an early palliative care interven-
tion is acceptable for both patients and relatives. While
patients and relatives were frightened when it was intro-
duced, they also reported that the explanation of the ration-
ale of the intervention partially reassured them. A qualitative
study on patients and relatives involved in the Canadian
cluster trial reported a similar initial negative feedback
about the introduction of an intervention named ‘palliative
care’.'* A debate is ongoing about the term ‘palliative care’,
and a change of name to ‘supportive care’ was proposed.30-3!
In our research, we discussed about the best way of intro-
ducing the intervention, as we dealt with the negative stigma

of a poor prognosis associated with this expression. We
decided to provide an honest communication, that is, we
always used the term ‘palliative care’ and, during the first
visit, we openly discussed this stigma with patients and rela-
tives. Some reported a kind of diffidence and perplexity that
seemed to disappear in the following days/weeks. Only two
patients prematurely interrupted the visits. Although some
oncologists complained about the difficult task of introduc-
ing the intervention just during the first consultation, where
patients are dealing with distressing information, the high
rate of proposals and of acceptance partially contradicts this
view. We therefore argue that both patients and relatives,
after an initial hesitation, fully understand the potential ben-
efits of the intervention.

The early integration between oncologists and palliative
professionals was associated with the provision of an early
communication about diagnosis and prognosis. Such find-
ings are substantially unusual for the Italian context.3233 It
was estimated that only 37% of Italians deceased of cancer
in 2002 had received information about diagnosis, and only
13% about the poor prognosis of their disease.?

This study shows that communicating bad news to
advanced cancer patients is possible also in ‘difficult con-
texts’, when it is performed by skilled professionals. We
observed a significant decrease of patients’ anxiety and no
changes in patients’ depression in the 3 months after diag-
nosis. Interviewed patients and, to a lesser extent, relatives
seemed to appreciate the palliative care physicians’ avail-
ability to deliver open and honest communication about
illness, and to be regarded as whole persons. Oncologists,
conversely, seemed not to share this view, disagreeing in
some cases towards the amount of information delivered to
patients. Strengthening coping and cultivating illness
understanding and prognostic awareness in a responsive
and time sensitive approach is recognised as important
component of palliative care visits and, as reported by
Jacobsen et al.,!! the earlier and longer relationship
between physicians and patients may allow the time and
opportunity to face such complex issues.

Oncologists reported that participating in the interven-
tion has improved their communication skills. They also
referred difficulties in communicating with their palliative
care colleagues and in delivering care in coordination with
them. In opposition, relatives openly mentioned collabora-
tion and communication between professionals as a
strength of the intervention itself.

A few reasons could explain such oncologists’ per-
ceived difficulties. The mandate to develop and implement
the early integration of oncology and palliative care was
given a few months after the Palliative Care Unit was
established within the hospital. We started being involved
in multidisciplinary tumour boards and implementing sev-
eral educational programmes on palliative care for all pro-
fessionals. The unit is active only 5 days a week, and it was
placed far from the Oncology department, making it
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difficult for palliative care professionals to be embedded in
the oncology clinic. Communication and coordination
between palliative care and oncology is also demanding,
due to the lack of a common documentation system.

A small, but not negligible, proportion of patients were
symptomatic for physical symptoms at diagnosis. The pro-
portion of patients with HAD scores potentially evocative
of anxiety and depression are rather similar to those
reported in the Temel study.? These results confirm the
high physical and psychological distress suffered by meta-
static cancer patients at diagnosis. All interviewed patients,
relatives and oncologists perceived a benefit of the special-
ised intervention, in terms of improved symptom control,
and of advantages related to the reassuring attitude and the
prompt availability of a team concerned towards the man-
agement of physical suffering. The partial discrepancy
between quantitative and qualitative assessment could be
explained by the different construct of the two assess-
ments, the former being more focussed on how the patient
was really affected by the symptoms and the latter being
more influenced by how the patient was satisfied with
symptoms control.

This is a feasibility study performed on a small sample
of subjects, where a consecutive series of unselected newly
diagnosed advanced cancer patients were recruited. The
lack of a control group makes the evaluation of the effect
of the intervention impossible. Nevertheless, we gathered
both quantitative and qualitative data, and interpreted such
rich amount of information as a whole. Only patients and
relatives with at least three visits were interviewed. These
selection criteria were aimed at including patients and rela-
tives informed and aware about the palliative care service.
This may have biased the results towards a higher degree
of acceptability of the service.

Conclusion

This study strongly suggests that early integration between
oncology and palliative care is feasible, and well accepted
by patients, relatives and, to a lesser extent, professionals.
Qualitative evaluation has indeed identified some critical
points concerning patient information and inter-professional
communication. The stigma associated with the terms pal-
liative care should be taken into consideration although the
change of name cannot be considered an effective strategy.
These aspects need specific attention. The introduction of
the intervention from the oncologists and subsequently from
the palliative physicians should be performed in a sensitive
mode, taking the time required for dealing with patients’ and
relatives’ concerns and worries.
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