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Abstract

Background: The palliative care initial encounter can have a positive impact on the quality of life of patients and family carers if it
proves to be a meaningful experience. A better understanding of what makes the encounter meaningful would reinforce the provision
of person-centred, quality palliative care.

Aim: To explore the expectations that patients with cancer, family carers and palliative care professionals have of this initial encounter.
Design: Qualitative descriptive study with content analysis of transcripts from 60 semi-structured interviews.

Setting/participants: Twenty patients with cancer, 20 family carers and 20 palliative care professionals from 10 institutions across Spain.
Results: Four themes were developed from the analysis of interviews: (1) the initial encounter as an opportunity to understand what
palliative care entails; (2) individualised care; (3) professional commitment to the patient and family carers: present and future; and
(4) acknowledgement.

Conclusion: The initial encounter becomes meaningful when it facilitates a shared understanding of what palliative care entails and
acknowledgement of the needs and/or roles of patients with cancer, family carers and professionals. Further studies are required to
explore how a perception of acknowledgement may best be fostered in the initial encounter.
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What is already known about the topic?

e Palliative care aims to improve the quality of life of patients and family carers by meeting their individual needs.
e The initial encounter is the starting point for establishing a therapeutic alliance.

What this paper adds?

e The initial encounter is seen as an opportunity to understand what palliative care entails.

e It becomes a positive experience if it facilitates a shared understanding and acknowledgement of the needs and/or roles
of patients with cancer, family carers and professionals.

e A relationship of trust and safety must be established from the outset.
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Implication for practice, theory or policy

e We propose an explanatory model showing how the core goals of palliative care may be met in the initial encounter.
e A key task for palliative care professionals in the initial encounter is to identify priority areas of care.

Background

The primary aim of palliative care is to improve the qual-
ity of life of patients and their family carers, preventing
and alleviating suffering? through an individualised
approach to needs?* (managing symptoms, addressing
concerns and the challenges faced).> The process of
meeting this goal begins in the initial encounter (the lat-
ter defined as the first or first and second appointments
with the palliative care team) between the patient, family
carers and the palliative care team,5 the starting point
for establishing a therapeutic alliance — the positive con-
nection between patient, family carer and the healthcare
professional established through collaboration, commu-
nication and respect — and drawing up a care plan.®
Importantly, a strong therapeutic alliance has been linked
to greater acceptance of life-threatening illness, and it
can have a positive impact on the quality of life of patients
and families.!! The initial encounter must therefore pro-
vide patients the opportunity to express all their needs,
which includes broaching the difficult topic of death and
dying.13 This is important as unmet needs are associated
with greater emotional distress and increased costs of
end-of-life care.14-17

As in the triangle of care model that has been
described in relation to dementia,'® palliative care
involves a collaborative relationship between patient,
family carers and health professionals, one for which the
initial encounter can set the tone.® Although some stud-
ies explore conversations related to palliative care and
end of life care;1%20 to our knowledge, no previous study
has examined in depth the expectations that patients
with cancer, family carers and professionals have of this
first encounter. Exploring their respective views would
provide greater insight into what makes the initial
encounter meaningful.

Methods
Design

We conducted a qualitative descriptive study informed by
naturalistic inquiry as Sandelowski?! proposes, to explore
the expectations of patients with cancer, family carers and
health professionals with regard to the palliative care ini-
tial encounter. This methodological approach was chosen
as it allows to explore and describe the experiences and
views of participants in relation to the initial encounter as
a phenomenon in a given context (palliative care).

Setting

Participants were recruited from a variety of palliative
care services of patients with cancer of 10 institutions
across Spain: inpatient service, outpatient clinic and dom-
iciliary care services.

Population

Participants were adult patients with cancer, family carers
and palliative care professionals (physicians and nurses)
from the palliative care service of ten institutions across
Spain recruited after their initial encounter (we refer to
the initial encounter as the first or first and second
appointment with the palliative care team).

Sample

Patients, and family carers after the first encounter with
the palliative care team. We also included physicians and
nurses after attending the first encounter with patients
and family carer. We used purposive sampling of maximum
variability as it was intended to explore the typology of
patients in terms of demographic variability, setting and
type of cancer. The ultimate goal of this intentional sam-
pling was to obtain information-rich participants for the
study. Table 1 shows the inclusion and exclusion criteria.

Recruitment

Participants were recruited after their initial encounter in
the palliative care service. Patients were referred to pallia-
tive care by their oncologist. Patients and family carers
were invited to participate in the study by the palliative
care professional after the appointment.

Data collection

Data were collected through semi-structured individual
interviews conducted between October 2020 and January
2022. This data collection technique is directed toward
discovering the who, what, where and how was the expe-
rience of the first encounter in the palliative care service,
guestion of special relevance to practitioners and policy-
makers. The interview guide (Table 2) was developed
based on the results of a previous systematic review.12 All
interviews were conducted by the same researcher
(BGF), whose professional background is in oncology
nursing. Video-based online interviewing was used due
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Table 1. Eligibility criteria for patients, family carers and palliative care professionals.

Health professionals . Physicians or nurses

. From inpatient or outpatient palliative care settings
. Who had an active role in the initial encounter (defined as the first and second visit)2° with the patient
. And who had a minimum of 2 years of experience in palliative care

. Had recently had their initial encounter with the palliative care team

. Whose symptoms were controlled at the time of interview (according to physician criteria)

. Who were informed about and understood why they had been referred to palliative care

1
2
3
4
1
2. Who were attending an outpatient or inpatient palliative care service
3
4
5
6

. And who were considered good informants according to the clinical leads from each participating

Patients . Patients with cancer
institution
Family carers 1. Main caregivers of a patient with cancer

w N

. Who were present during their relative's initial encounter with the palliative care team
. And who were aware of their relative's diagnosis and prognosis

Table 2. Questions guiding the semi-structured interview.

Palliative care professional

e | would like to know how you approach the initial encounter (the first, or first and second appointments) with patients and their
family carers. Could you say something about how you go about it?

e How do patients react to this? Do they expect you to ask them these things?

e What for you is the most important thing to achieve in this initial encounter?

e At the end of the interview, what does the patient's expression tell you about the impact it has had on them?

e Do you think they are surprised by any of your questions or the topics you raise?

Patient/family carer

e What did you think or feel when you were told about the referral to palliative care? (Did it make you think or feel anything in

particular?)

e Do you remember what your main problems were, the things that most made you suffer at the time you first met with the

palliative care team?

e Could you tell me something about how you felt during and after that first meeting?
e What did they ask you about in the first meeting? Was there anything that surprised you?
e Based on what you as the patient/family carer would expect or hope for from the first meeting, what recommendations would

you give to the palliative care team?

to restrictions associated with the COVID-19 pandemic.??
The fact of connecting virtually with the participants,
helped us to carry out a sampling of maximum variabil-
ity. Interviews lasted between 22 and 78 min (mean 52,
SD: 16), and they were all audio-recorded and tran-
scribed. All participants provided written informed con-
sent prior to the interview. Recordings and transcripts
were assigned an alphanumeric code to ensure anonym-
ity of data; the letter in the code indicated the type of
informant (patient with cancer, family carer, health
professional).

Data analysis

Transcripts were read and re-read by one of the research-
ers (BGF) to develop a broad understanding of the content
and were then analysed line-by-line and coded. A content
analysis was carried out, a typical analysis strategy of
descriptive qualitative studies.?! Content analysis was

performed following the approach proposed by
Graneheim and Lundman.z Content analysis yielded a
total of 752 codes, which were then grouped into catego-
ries, subthemes and, at a more interpretative level of
analysis, four main themes.?2 This initial interpretation
was discussed within the research group, and the pro-
posed themes were reviewed by three other researchers
(CMR, IC, DP) to enable triangulation of data. After inter-
viewing ten participants in each of the three groups of
informants no new information emerged. However, a
total of 20 semi-structured interviews per group were
conducted to confirm data and ensure greater variability.
Data were categorised using ATLAS.ti 9.

Rigour and trustworthiness of the analysis

To ensure analytical rigour we took into account the crite-
ria of credibility, transferability, dependability and con-
firmability (Table 3).24
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Table 3. Criteria for ensuring rigour and trustworthiness, based on Lincoln and Guba.?*

Credibility

Triangulation of data by researchers

Ensuring data saturation

Transferability and dependability
Confirmability

Description of participants and the setting
Description of the data analysis process

Interpretation supported by numerous quotes from interviews with participants

Table 4. Demographic characteristics of participants.

Patients Family carers Health professionals
Gender Male: 13 Male: 9 Male: 6
Female: 7 Female: 11 Female: 14
Mean age (years) £+ SD 70.80 £ 6.25 53.40 = 14.23 46.65 = 7.71
Professional background Nurse: 8
Physician: 12
Experience in palliative care (years) = SD 13.28 = 8.73

Primary work setting

Type of cancer

Living situation

Inpatient service: 9
Outpatient clinic: 8
Domiciliary care: 3

Lung: 6

Gastrointestinal: 5
Genitourinary: 5

Breast: 2

Bone marrow: 1
Liposarcoma: 1

With spouse/partner: 14
With son or daughter: 2
With other relatives: 1

Inpatient service: 7
Outpatient clinic: 11
Domiciliary care: 2

With the patient: 11

With spouse/partner: 8

Alone: 1

Inpatient service: 7
Outpatient clinic: 8
Domiciliary care: 4
Long-stay facility: 1

Alone: 3
Relationship to patient

Type of cancer of their relative

Spouse or partner: 10

Son or daughter: 9

Other family relationship: 1
Lung: 5

Gastrointestinal: 6
Genitourinary: 3

Breast: 2

Gynaecological: 2

Brain: 1

Oral cavity: 1

Ethical approval

The study was approved by the Research Ethics Committee
of the Universitat Internacional de Catalunya (ref. MED-
2018-10), as well as by the review boards of the 10 partici-
pant institutions.

Results

Qualitative semi-structured interviews were conducted
with 60 participants from ten palliative care services

across Spain. Table 4 lists the demographic characteristics
of participants.

Four themes were developed from the analysis of
interviews: (1) initial encounter as an opportunity to
understand what palliative care entails, (2) individualised
care, (3) professional commitment to the patient and fam-
ily carers: present and future; and (4) acknowledgement,
which derived as a conclusion of the previous themes.
Table 5 shows the main themes, sub-themes and catego-
ries, along with illustrative quotes for each.
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Theme 1. Initial encounter as an
opportunity to understand what palliative
care entails

The initial encounter was described as an opportunity to
address the fear of palliative care that derives from its
association with the end of life, and to enable a better
understanding of what palliative care entails.

Subtheme 1. Fear of palliative care: Barrier to care.
Patients and family carers spoke of their fear about being
referred to palliative care, due to the association of the
word ‘palliative” with the end of life, and hence the refer-
ral was often experienced as threatening. This feeling was
sometimes heightened in cases where a family member
had already died in the context of palliative care.

When they told me I'd be seen by the palliative care team, |
thought the worst, | thought about the end [. . .]. When you
hear ‘palliative care’ . . . well, you think you’re going to die.
(Patient 19)

For their part, health professionals considered that the
scope of what they could offer was not well understood,
and they were keenly aware of the ‘cultural connotations
of palliative care as the end of life’ (Professional 17, physi-
cian). They also felt that oncologists and other specialists
were often afraid of the impact that a referral to palliative
care might have on patients and families, such that refer-
rals were often made late in the process, thus limiting
what the palliative care team could do.

We're a last resort . . . they’ve been treating someone with
advanced disease, and eventually they get to the end of the
road, and there’s this fear and they make the referral, but by
then it can be hard to find a way in to accompany and support
families. (Professional 3, nurse)

This perception of palliative care as the end of life leads
many professionals to question whether it is the most
suitable term to describe what they do. In fact, the major-
ity of those we interviewed referred to themselves as the
‘support or symptom management team’ (Professional
10, physician). Some patients or family carers also referred
to the ‘pain team’ (Family carer 13) or ‘symptom manage-
ment team’ (Patient 11), as this was how the palliative
team care had introduced itself.

Subtheme 2. Understanding palliative care and the thera-
peutic strategy. For professionals, it was important ‘to use
the term, to explain what palliative care means’ (Profes-
sional 2, physician), and to get across the idea that it is part
of the treatment process as a whole. However, they also
said that before using the word ‘palliative’, it was necessary
to explore how much patients know and what their expec-
tations are. In this respect, the initial encounter is seen as

part of the therapeutic strategy and as an opportunity to
help patients and family carers understand more about
what palliative care entails. Importantly, many of the
patients and family carers we interviewed said that their
view of palliative care changed following the initial encoun-
ter, with some of them recognising that it was about ‘being
able to have a better quality of life’ (Family carer 11).

Another aspect highlighted by professionals was the
need for contact with palliative care services (inpatient
and outpatient services) to be introduced as early as pos-
sible so as to counteract the negative connotations associ-
ated with it. Doing so can help patients to perceive a more
coordinated approach to their treatment and to under-
stand that the palliative care and oncology teams have dif-
ferent but complementary roles to play.

The earlier the patient gets to know us the better, because
we work alongside oncology, and once they grasp that there
are two teams involved, patients are able to separate what
they talk to the oncologist about from what they share with
us. (Professional 10, physician)

Theme 2. Individualised care

The initial encounter was also described as reflecting a holis-
tic person-centred approach, in which it was important to
encourage patients and family carers to become active par-
ticipants in the care process and decision-making.

Subtheme 1. Holistic approach to the needs of patients
and family carers. Patients and family carers said they
expected the initial encounter to address physical symp-
toms, with an emphasis on managing pain, as this was the
most common reason for their referral to palliative care.

At the time | thought they’d sent me to a specialist to sort out
my pain. That’s what | thought, as the focus was on pain
[. . .]. (Patient 9)

While both patients and family carers considered that
needs of this kind had been addressed, they were sur-
prised to be asked about other aspects of the disease and
the impact it was having on their lives (the family, loss of
autonomy, etc.). However, they felt helped by this more
holistic approach.

| was surprised, because | thought it was going to be, | don’t
know, more medical, more focused on symptoms . . . and
then they asked me all those other things and | thought it
was great, | was grateful to be able to talk about all that was
bothering me. (Patient 4)

Professionals also highlighted the importance of adopt-
ing a holistic approach to needs in the initial encounter:
‘my aim is to identify whatever is causing distress in the
patient’ (Professional 4, physician).
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Subtheme 2. Encouraging active participation in care and
decision-making. For professionals, a key objective in the
initial encounter was to involve patients and family carers
in ‘care and [. . .] decision-making’ (Professional 7, physi-
cian). The family carers we interviewed expressed a will-
ingness to participate in both these aspects. As for
patients, although they said they had been invited to par-
ticipate in decision-making and did so, none of them
described this specifically as a need.

Professionals were clear that family carers could play
an important role as ‘facilitators’ (Professional 2, physi-
cian) of the therapeutic alliance and in helping to under-
stand the patient's needs, and patients themselves
considered family support to be fundamental. For their
part, family carers were grateful to be treated as active
participants in the initial encounter.

Very good in terms of getting the family to participate, and so
we decided things together with the professional we saw
upon admission, and well, you appreciate and are grateful for
that. (Family carer 10)

Theme 3. Professional commitment to the
patient and family carers: Present and
future

The commitment to patients and family carers is reflected
in the importance that professionals ascribe to building a
relationship of trust and safety and to anticipating future
needs.

Subtheme 1. Building a relationship of trust and safety.
Not only patients but also family carers and professionals
referred to palliative care as a safety net. For patients and
their family carers, knowing that the team was there for
them was a calming influence and made them feel safe.
Professionals likewise aimed in the initial encounter ‘to
make them feel safe’ (Professional 2, physician), and they
also highlighted the need to ensure that patients and fam-
ilies knew that they would be accompanied to the end.

You tell them [the patient and family carers] that we’ll always
be there for them, accompanying them, and that we'll try to
help them in all these aspects. (Professional 12, Nurse)

For the professionals there is a need to convey confi-
dence to the patient in order to build a therapeutic rela-
tionship. Palliative care professionals fear harming the
patient while assessing their needs and therefore, they
refer the need to show empathy to build a bond of trust to
allow a complete conversation with the patient and family
carer. Professionals state that building this bond is impor-
tant as they feel rejection by patients and family carers
due to social association of palliative care with the end of
life. Professionals also stressed the importance of active
listening in the initial encounter so as to understand the

patient’s needs in greater depth. In their view, focusing on
the patient’s primary needs and worries helped to create
a climate of trust and safety, thus strengthening the thera-
peutic alliance.

Subtheme 2. Preparing for the future. Some patients said
they saw the end of life as something distant and hence
they preferred to focus on their current needs and con-
cerns: ‘It’s not something | want to talk about, because it’s
not part of my thinking, | see it as far off [. . .] as if right
now it doesn’t exist; my concern right now is the pain’
(Patient 19). They also expressed uncertainty about the
possibility of suffering, and this generated an aversion to
talking about the future. By contrast, some professionals
felt it was important to anticipate a patient’s future needs:
‘And you need to plan for the future and anticipate what
may emerge as the disease progresses. That's important
for them’ (Professional 10, physician).

Professionals also remarked that conversations about
the future were useful for exploring, in the initial encoun-
ter, a patient's possible fears about suffering. However,
they felt it was important to decide on a case-by-case
basis whether to broach the subject, as some patients did
not wish to talk about the end of life.

Another important aspect of the initial encounter for
patients and family carers was being informed about the
prognosis and expected disease course: ‘I want to know
how long I've got left’ (Patient 13). Professionals too con-
sidered that it was easier to assess a patient's needs, both
present and future, if the patient was well informed: ‘If
patients know what the prognosis and diagnosis are, then
you can begin to ask them about their values in life, what
it means to them to have this happen to them, what are
they turning to for support’ (Professional 14, physician).

Theme 4: Acknowledgement

A common theme running throughout the narratives of all
three groups of participants was the need for acknowl-
edgement in the palliative care initial encounter. This
theme derived as a conclusion of theme 1, 2 and 3. For
patients, this manifested in having their different needs
heard and attended to, such that they felt understood as
a person above and beyond their physical illness. Family
carers felt acknowledged by being invited to be active par-
ticipants in care and decision-making, and through recog-
nition of their role in supporting the patient. As for
professionals, it was important for them that patients and
family carers gained an understanding both of what pallia-
tive care entails and of the fact that the team was there to
support them throughout the therapeutic process.

Explanatory model

Finally, on a more interpretative level of analysis, one of the
researchers (BGF) re-analysed the categories, sub-themes
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Figure 1. Explanatory model of the initial encounter in
palliative care.

and themes and developed an explanatory model of how
the core goals of palliative care may begin to be met in the
initial encounter (Figure 1).

The model illustrates how patients with cancer, family
carers and palliative care professionals can form a thera-
peutic partnership in the initial encounter. The basis of
palliative care is provided by professionals (the base of
the triangle in Figure 1), but their contribution feeds into
the experiences of patients with cancer and families,
such that together those involved can reach a shared
understanding of their respective needs and/or roles
(apex of the triangle). The four main themes we identi-
fied appear in the model in sequential order (from base
to apex). Thus, an understanding of what palliative care
entails (Theme 1) must first be achieved so as to enable
the development of an individualised and holistic care
plan, one that goes beyond symptom management
(Theme 2). This individualised approach then paves the
way for a professional commitment to the patient and
family carers, both now and in the future (Theme 3).
These three interconnected themes reflect what needs
to be addressed in order to meet the core goals of pallia-
tive care, and by doing so all those involved (patient, fam-
ily carers and professionals) may feel acknowledged
(Theme 4) as elements of a therapeutic partnership in a
meaningful initial encounter.

Discussion
Main findings of the study

The initial encounter was seen as an opportunity to under-
stand what palliative care entails. In the view of profes-
sionals, the fact that the term ‘palliative’ is associated

with the end of life?>-2° often led to late referrals to their
service, thereby limiting what they were able to offer
patients.30-32 Although the term is widely used, profes-
sionals were nonetheless concerned about its potentially
negative impact on patients,32 and as other studies have
found,26:27.33 they sometimes used synonyms such as ‘sup-
port’ or ‘symptom management’ team. It has been argued
that referring to supportive rather than palliative care
may encourage referral to this service,3%3435 although
doing so might hinder a fuller understanding of palliative
care by equating it with symptom management.3637 This
is not a trivial issue, insofar as palliative care is also about
preventing, not merely ameliorating suffering, hence the
importance of early intervention of this kind, as this can
have a positive impact on patients’ quality of life,3841
symptom management,38-40 |evels of emotional distress*?
and even survival.3843 At all events, it is important to
address not only patients' physical symptoms but also
their psychosocial and spiritual needs,1244-46 which if left
unmet can undermine quality of life.* Accordingly, pallia-
tive care needs to be tailored to the biological and psycho-
social needs of each individual patient*” through a holistic
approach that is able to address all aspects of their
personhood.

Our results support previous research that has high-
lighted the importance of engaging patients and family
carers as active participants from the outset.*¥-30 Shared
decision-making has been found to have a positive impact
on patients' quality of life>152 and to enhance their per-
ceived control.>® There is also evidence that it reduces
healthcare costs.>* Although some studies have found
that patients are keen to participate in decision-mak-
ing,525% those we interviewed did not regard it as a spe-
cific need. This may reflect their trust in the palliative care
team, or perhaps a wish to leave decision-making ulti-
mately to the professionals.

Another key issue to emerge from our analysis was the
importance of professional commitment to patients and
family carers, and this included anticipating what their
future needs may be. However, professionals and patients
often differed in their preference for talking about the
future as opposed to focusing on the present, with many
patients opting for the latter, which could be due to con-
cerns about the possibility of future suffering. Hannon
et al.?7 argue that being able to talk about future-related
fears and preferences is beneficial for patients, reflecting
the view that timely conversations about death and dying
need to form part of palliative care, provided that the
patient's readiness to engage in such conversations is
taken into consideration.?®

Finally, and underpinning all the aforementioned
themes, our analysis suggests that the palliative care
initial encounter becomes meaningful when it facili-
tates a shared understanding and acknowledgement of
the needs and/or roles of all those involved. For patients,
this means being acknowledged in all aspects of their
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personhood,>¢ for family carers it manifests through
their active participation in care and decision-making,>”
while for professionals it is about successfully communi-
cating all that they and the palliative care service can
offer.>®

What this study adds

Based on the themes and sub-themes that were devel-
oped from our analysis of interviews with patients with
cancer, family carers and professionals, we propose an
explanatory model showing how the core goals of pallia-
tive care may begin to be met in the initial encounter. The
model comprises four interconnected aspects or levels,
which when addressed in an integrated way foster the
creation of a partnership of care. As in Maslow’s pyramid
of needs,5® the most basic need — in this case, an under-
standing of what palliative care entails — must be
addressed first, as it is this which paves the way for the
development of an individualised care plan and a profes-
sional commitment to patients and family carers, the aim
of which is to meet their present needs and anticipate
future ones.

Based on this model we would argue that the palliative
care initial encounter becomes a positive and meaningful
experience when it facilitates a shared understanding and
acknowledgement of the needs and/or roles of all those
involved. This is consistent with the notion of skilled com-
panionship that has been suggested as a way of viewing
the nursing role, and where the third level of care corre-
sponds to shared understanding between nurse and
patient.®® At all events, further studies are required to
explore how the perception of acknowledgement may
best be fostered in the initial encounter.

Strengths and limitations

The primary limitation of this study concerns the specific
characteristics of participants, namely clinically stable
patients with cancer, family carers of such patients and
palliative care physicians and nurses. It is unclear, there-
fore, to what extent our findings may be generalizable to
other populations, that is to say, patients with other life-
threatening illnesses and end-of-life care professionals
from other disciplines (e.g. psychologists, social workers).
Future studies should aim to explore the perspective of
these groups regarding the palliative care initial encoun-
ter. The major strength of our study is the large number of
interviews conducted, allowing data saturation to be
reached, as well as the fact that participants were
recruited from ten different palliative care settings. A fur-
ther strength is the triangulation of informants and of
data by researchers, which reduces the likelihood of bias
in our interpretation.

Conclusion

Our findings highlight the importance of the initial encoun-
ter in palliative care and suggest that it must serve not only
to explore and address the needs of patients and family car-
ers but also to communicate a holistic vision of end-of-life
care. Central to this is the establishment of a therapeutic
alliance in which a shared understanding and acknowledge-
ment of needs and roles can emerge, thus enabling a part-
nership of care to be formed. When this is achieved, the
initial encounter may become a positive and meaningful
experience for all those involved. The explanatory model
we propose illustrates how the core goals of palliative care
may begin to be met in the initial encounter.
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