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Abstract

Purpose In hospital settings, patients, visitors, and staff engage in many interactions outside formal clinical encounters.
Whilst many of these may be inconsequential, others contribute significantly to how patients and their carers experience
cancer and its treatment. This article aims to explore the experiences and significance of interactions that occur outside
formal clinical encounters in hospital cancer treatment settings.

Methods Semi-structured interviews were conducted with cancer patients, carers, and staff recruited from two hospital sites
and cancer support groups. Hermeneutic phenomenology informed lines of questioning and data analysis.

Results Thirty-one people participated in the study: 18 cancer patients, four carers, and nine staff members. The experiences
of informal interactions were grouped into three themes: connecting, making sense, and enacting care. The participants
described how these encounters allowed connection with others in the hospital spaces, facilitating a sense of belonging,
normality, and self-worth. Through these interactions, individuals participated in making sense of their experiences, to bet-
ter anticipate the decisions and challenges that might lie ahead. By connecting with other individuals, they cared for others
and felt cared for themselves, and were able to learn from, teach, and support each other.

Conclusions Outside the confines of the clinical discourses participants negotiate terms of engagement, sharing of informa-
tion, expertise, and their own personal stories that they may employ to contribute to the individuals around them. These
interactions occur within a loose and evolving framework of social interactions, an ‘informal community’, in which cancer
patients, carers, and staff members play active and meaningful roles.

Keywords Communication - Informal interactions - Cancer treatment - Palliative care

Introduction

In hospital settings, patients, visitors, and staff engage in
many interactions outside formal clinical encounters. In
his work on palliative care, Allan Kellehear describes how
hospitalised patients spend approximately five percent of
their time in the presence of health care professionals at
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the end of life [1]. Social research has largely focused on
this brief period that patients are with health care profes-
sionals, and even then, only that portion of it that occurs
within the boundaries of the clinical discourse, paying little
attention given to other elements of hospital care that may
not be recognised as being part of the formal care process.
However, these informal interactions are a universal feature
of the hospital space and the formal care process [2]. They
may take the form of a seemingly inconsequential greeting
in the elevator, a discussion about weather in the corridor,
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or a jocular chat about football whilst preparing for chemo-
therapy [3]. Equally, they may involve profound reflections:
children discussing their dying parents on the hospital ward,
patients sharing their experiences of treatments, and health
professionals, patients, and families sharing their personal
stories and discussing issues and concepts that may be chal-
lenging to address within the confines of the medical dis-
course [4, 5].

These informal interactions occur as an inherent feature
of hospital care, within and adjacent to formal health care
processes [6]. In the setting of cancer treatment, patients,
carers, and staff members are engaged in longitudinal
care, with regular chemotherapy and radiotherapy, clini-
cal appointments, and hospital admissions through which
formal treatment relationships — some of which become
long-lasting — are developed. However, it remains unclear
how the informal elements are experienced and negotiated
by patients within such treatment relationships. Additionally,
as a result of their regular and intense treatment schedules,
patients and carers come frequently and repeatedly into con-
tact in settings of common experiences of cancer, which may
both facilitate interactions and support the development of
ongoing relationships [2, 7].

Whilst there is a considerable body of literature examin-
ing the role of cancer support groups, relatively few studies
have examined interactions between patients in the hospital
setting, and the ways in which they may contribute to social
supports, expand knowledge of illness and its treatment, and
enhance care [3, 6-10]. Whilst it is recognised that patients
often support each other through changes to their health
and social circumstances [11], how family and staff experi-
ence these interactions remains incompletely understood.
Anecdotal evidence suggests that staff members may be an
integral part of these relationships, and the apparently trivial
social exchanges that occur during chemotherapy treatment
may contribute significantly to patient well-being, support
and care, and may even enhance the formal work of health
professionals.

In view of the lack of an established, systematic frame-
work for describing the informal domain of health care, it
may be helpful to clarify some of the concepts used in the
present analysis. The term ‘interaction’ is used to describe
a temporally circumscribed event of social engagement
involving two or more persons [12]. ‘Clinical discourse’ is
used to refer to the rigorous, formalised, systematic modes
of enquiry, observation, and documentation of interactions
with patients applied by health professionals in the set-
ting of hospital care [5, 13]. This clinical discourse incor-
porates certain key elements that define its time course,
order, and structure, including the physical examination,
the hierarchy of knowledge, and recommendations of the
practitioner, which together encompass the ‘formal’ clini-
cal encounter [14, 15]. The term ‘informal interaction’ is
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used to describe those interactions that occur outside the
formal or deliberate clinical encounter. Informal interac-
tions may occur within the clinical consultation but if they
do so they remain outside the formalised dialogues and
agenda of clinical investigation and management [13].

The aim of this study is to understand the experi-
ences and significance of informal interactions in cancer
treatment settings for the various participants, including
patients, family carers, and health care staff.

Methods

This qualitative study utilised semi-structured interviews
to explore the perceptions of informal communities in
cancer treatment settings, informed by phenomenologi-
cal methods [16]. Reporting was conducted according to
the Consolidated criteria for reporting qualitative research
(COREQ) checklist [17]. Ethics approval was obtained
through the St. Vincent’s Hospital Melbourne Human
Research Ethics Committee (#LNR/17/SVHM/59).

Design and procedure

Study participants were patients, family carers, and staff
members, with data collected between May 2017 and Sep-
tember 2018. Eligibility criteria included age over 18 years
and ability to speak English and provide consent.

Participants were recruited from the cancer treatment
settings of a tertiary hospital network (chemotherapy
day unit, oncology, haematology, and two palliative care
wards) and cancer support groups. Patients and carers were
initially sampled via a convenience sampling approach,
with subsequent purposive sampling based on the cancer
treatment approach adopted (curative, chronic, or pallia-
tive). Purposive sampling of staff ensured representation
across roles (doctors, nurses, allied health, administra-
tive) and sites of work (chemotherapy day unit, oncology
ward, palliative care). In addition, a sample of patients
was recruited through cancer support networks using a
convenience and then snowball sampling approach.

One of the researchers (M. G.) approached potential
participants, providing an overview of the research, an
invitation to participate, and a copy of the information
sheet. Written consent was obtained for all patients, staff-
members, and carers, with verbal consent available for
support group members to facilitate telephone interviews.
Interviews were conducted by M. G., a male palliative
medicine physician with experience and training in quali-
tative research, who was not involved in the care of the
participants.



Supportive Care in Cancer (2023) 31:440

Page3of8 440

Data collection

Demographic and clinical (for cancer patients) characteristics
were collected, including gender, age (patients), cancer type
(patients), treatment intent (patients), and clinical role (staff).
All interviews were semi-structured in nature and were adap-
tive to the conversation and experiences of the participants,
following an interview guide with lines of questioning (see
supplementary files, Table 1). The interviews were audio-
taped and transcribed verbatim and were supplemented by
the researcher’s field-notes.

The interview focused on participants’ most recent experi-
ences of interactions within the cancer treatment setting. Partici-
pants were asked to recount these experiences and explore their
significance. Questioning followed eight lines of enquiry, devel-
oped from review of the literature examining patient-patient
interactions [3, 6, 7, 11, 18, 19]. The data relating to each line
of enquiry were reviewed throughout the study and data collec-
tion ceased when all eight lines of enquiry were saturated [20].

Data analysis

Data were analysed by the entire research team, conducted as
an iterative and multiphase process alongside data collection
[21]. The approach was informed by the principles of herme-
neutic phenomenology, examining the experiences shared by
the participants as communicating meaning that was reflective
of social and environmental context and could be interpreted
on multiple levels [16].

The first step in the interpretative process involved familiar-
isation with the data through listening to and transcribing the
interviews, reading, and re-reading these transcriptions [16].
All interviews were analysed together, as from an epistemolog-
ical viewpoint, the relevance of these formal role categories in
the informal domain was uncertain. From this familiarisation
with the data, initial codes were generated. The research team
then attempted to construct thematic categories that reflected
the content of the data. The research discussions and coding
arrangements were documented and reflected upon throughout
the analytic processes. These processes were cyclical, with the
research team discussing their assumptions, pre-conceptions,
and their influence on the interpretation of the data [16]. These
processes of interpretation and categorisation of the data were
repeated until a structure was formed that faithfully repre-
sented the data. NVivo software (QSR International, version
12) was employed to assist with cataloguing data.

Results

Thirty-one participants were interviewed for this study (see
supplementary file, table 2), including 18 people with can-
cer, of whom five were recruited through cancer support

groups, four family carers, and nine staff members. Eighteen
of the participants were female. Interviews ranged in length
from 18 to 93 min, with a mean time of 38 min.

The experiences of these interactions for the individuals
involved were understood through three themes: “connect-
ing”, “making sense”, and “enacting care”. These themes
were described by all participant groups. Table 1 illustrates
the personal experience of these interactions.

Connecting

The participants described informal interactions as a space
where they could connect to others outside the formal clini-
cal encounter. Through connecting with other individuals,
they experienced numerous meanings, including strengthen-
ing of relationships, personal worth, normality, and percep-
tions of commonality or distance.

Belonging

Participants described feeling connected to many of the
other participants, using metaphors such as ‘family’, ‘sup-
port group’, and ‘network’, and referred to the relationships
as ‘friendships’ or being ‘mates’. Being connected to others
enabled them to feel supported and their personal situation
understood.

It’s the sort of thing that maybe in ten years time, if
you met up with them you’d make a celebration out
of it, because you learnt a lot about them. (patient,
chemotherapy day unit)

Commonality and difference

The participants, in particular the patients, described many
common elements they shared with other people in the infor-
mal domain. These commonalities were frequently related
to the illness, their experiences of treatment, or attending
the same environment. However, these interests were fre-
quently social and personal, including football, a similar cul-
tural background, or children of a similar age. These shared
experiences and interests were frequently at the base of the
development of relationships.

When you meet another patient, it is definitely a sup-
port group. When someone comments about my hat or
something, its communication between people who are
going through the same thing. It is a positive thing we
go through, but because of a negative event. (patient,
chemotherapy day unit)

These interactions also provided forums for the partici-
pants to discuss or demonstrate difference, which could be
positive or negative. A remarkable story of cancer treatment
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Table 1 Example of data describing experience of informal interactions

Oh, it’s just general. “How are you? How are you feeling? How'’s your sickness going? Have they worked out the right meds for you now? And
just how’s your day? Have you seen the kids? Have you been out to a big restaurant?” I mean, it’s just all ... a bit of medical and general stuff
in between. Mostly, how they feel and what they’re up to, where they’re going and what they’ve got planned for the weekend. It’s all just like a

normal group, but they're all hospital patients

Shirley” seems to get a lot ... she gets a lot of knowledge, because she’s got ... Oh, shit. What has she got? Yeah, whatever’s she got, plus a men-
tal illness, so she’s not a very easy learner. She’ll ask me a lot of just general questions. Just about the weather sometimes, or ... How could

you put it with Shirley?

She’ll ask you anything and everything. Whatever you teach her or tell her, she writes down. Then she’ll go home and she’ll learn what you've
taught her. Then she’ll come back and tell you what you've taught her. That’s how I do it with her. Pen and paper. Because she really can’t
remember. Her depression and all that is very, very, high. But that’s how I work with her

She just went one day and got pen and paper and said, “Right. Let’s go. This is what I need to know. Can you help?” I'll help with whatever she
asks. Who knows what it’s going to be. If I can answer it, I'll answer it. If not, I'll go find out for her, then I'll come back and tell her. That’s

how we do that

Johan" just gets friendship because he lives in the country”. He just gets friendship, and a bit of knowledge. “With your medications and that,
go easy on it. Don’t OD on that stuff. Don’t take too much.” Because he might say, “Oh, I took six of those,” and I'll go, “Why for?” “Oh,
the buzz.” “Yeah, but when the buzz runs out, you run out, don’t you?” Just stuff like that. Just your general stuff. Be careful. But he gets the

friendship. A little bit of learning knowledge. That’s how he goes

Dan” is pretty much the same. He’s on a learning curve because he’s only a pup. Yeah, so pretty much, we just all learn off each other. We try
and learn off each other, so we can help each other next time around. That’s about it

Yeah, it’s a big support group. That’s what it is. It’s just an in-house support group. Then we go home, within a week or two of everybody getting
better, then we start our out-house support group. That’s when we start meeting up

- Patient, palliative care ward

“Names and places have been altered

or life experience often stimulated interactions, enabling
others to access to new information and understandings.
Other participants perceived that they were different to the
others in the hospital environment on a range of personal,
illness, or social factors. They identified this as a reason why
they did not engage with others in interactions, or only in a
superficial manner.

But a lot of them are sad sacks. I can’t be a sad sack,
so I didn’t stay. Yeah, nah. Nah. I get sad days, don’t
get me wrong, but I can’t be a sad sack. Nup. (patient,
palliative care unit)

Feeling valued

Connecting with others allowed the participants to feel val-
ued and appreciated. Sharing personal stories and informa-
tion with another person seemed to establish this perception
of value, as people felt respected as a result of both being lis-
tened to and having personal information shared with them.

It’s valuable to be just to be recognised as: oh, he’s
not just my doctor, he’s another human being. (staff,
haematologist)

Well, a sense of connection, obviously. Yes, they’re
good to have, those kind of conversations. I like talk-
ing about books and movies a lot...I don’t need to say
anything because they pick it up. They come in with a
pile of books. (patient, hospice)

@ Springer

Being normal

The informal interactions frequently took the focus away
from cancer, instead moving attention to other aspects of the
participants’ lives. In these conversations, the foci were fre-
quently social events, food, amusing narratives, and special
interests or life experiences. These interactions inserted ele-
ments of social and personal identity into the hospital space,
beyond the role as a cancer patient, nurse, or pastoral carer.
Participants described this as allowing them to feel normal,
forget about their cancer, and bring the outside world into
the hospital environment.

All of a sudden they weren’t so reduced to their symp-
toms. In this dynamic, they could be themselves, how
they were outside of our hospital walls. (staff, psy-
chologist)

It’s a bit easier to talk to people that’ve got the same
problems as you. When they said talk to somebody
that’s so-called normal, of course they don’t have a
clue what you're talking about because they haven’t
been through that experience. (patient, chemotherapy
day unit)

Making sense

The interactions process facilitated participants to engage
in sense making around their experiences, cancer and treat-
ment, and their understanding of what the future may be.
Through learning of patient’s and carer’s experiences, staff
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gained a much fuller and nuanced understanding of cancer
treatment and the patient.

Sharing experiences

Experiences were shared of illness, stories of life, and per-
sonal history. These discussions frequently focused on the
experiences of cancer, often conveyed in narrative form.
Although staff did not, for the most part, have their own
personal experience of cancer, they might relay the narra-
tives they had heard from patients to other patients and car-
ers. Carers shared their own stories, and the effects of cancer
diagnosis and treatment on their life and health.

If you find people in a relatively small area and they
were getting the right treatment, and at night-time
‘cause you're sitting there for an hour. “Oh, where
are you from? How many treatments have you had?”
Before you know it, “Do you mind giving me a num-
ber and we can swap notes.” Before you know it, you
talked about it. (cancer support group member)

You know that those girls understand how shit the
chemo really is ‘cause they’ve had it. (patient, oncol-
ogy ward)

Comparing

The participants engaged in the sharing of experiences
through contrasting and comparing. This could be done as an
individual, comparing others’ experiences to their personal
situation. One participant described a group of patients that
frequently met whilst at the hospital when they compared
and sought to make sense of experiences.

It’s always nice to know what’s happening with other
people — to compare yourself and see where they are
at. It gives you a bit of an idea of where you are. Some-
times you are passing on the goods, you know. (carer,
chemotherapy day unit)

Unpredictability

The view of the unpredictable nature of cancer was com-
monly discussed. The participants reported that the medical
discourse around cancer was often narrow and did not con-
sider the uncertainty that was part of the experience of diag-
nosis and treatment. Through sharing personal experiences,
the participants explored a range of potential outcomes
related to cancer and how it may affect their future. Some
participants perceived the uncertainty in these discussions
as being confronting, making them feel scared and more
pessimistic about their future. For others, these experiences
promoted greater understanding, and as a result greater con-
trol of their personal situation.

1 find a lot of times, people will go and say I've had
that drug and they didn’t like it and that’s fine. That’s
good for them to be informed because that shows to
me that they actually want to be involved. But, at the
same time, it’s a bit of a double edge sword. (staff,
haematologist)

One important domain described by the participants
was the experience of loss and dying. This topic was per-
ceived as distressing, but also one they explored, noting that
understanding others’ experiences could inform their own
approach.

He’s in a better place. That’s it. He’s home now. He's
better. He can’t hurt anymore, so he’s happy. We're
happy. (patient, palliative care ward)

Enacting care

The participants described that through these interactions,
they cared for others and were cared for.

Emotional and social support

Through these interactions the participants discussed how
they supported others, emotionally and socially. This might
be achieved through listening to them, providing support, or
displaying empathy. These qualities of support were present
within these interactions even when there were no direct
references to emotionality or suffering. These acts of con-
necting and sharing, such as discussions about football or
holidays, were perceived as being key social processes that
supported their well-being.

But if we make it a good day, like if we make it posi-
tive, they’ll go away happy. (staff, administration)

As I said, to meet other people with metastatic cancer
and how they’re coping with it, what they do, what they
kind of think.... I still find it so supportive, as I did.
Good for my emotional and mental health, in having
that context. (patient, hospice)

Teaching and learning

Participants described using their own information and
experience to provide advice to others within these interac-
tions. They thus became an advisor or teacher, particularly
for those less experienced patients and carers. This included
discussing the different clinical trials, advising on the use
of particular medications, or how to frame a question to the
doctor in a specific way to arrive at the desired outcome. It
could also include sharing advice on the best local restau-
rants and football tips. The process of learning and teaching
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was valuable to expanding their own knowledge and helping
others.

Some will ask about different medications that they've
seen, read, or heard of, or they’ve got but they don’t
fully understand ‘em, so you try and find some way to
help them understand what they do and what theyre
going to do for you. (patient, palliative care ward)

I am not entirely at the mercy of the medical people
who — they do have success and they do cure peo-
ple, but there are lots of consequences along the way.
There is also that feeling of self-determination that 1
can, I don’t have to just put myself in the hands of
other people — I can do something about it. (support
group member)

Discussion

This study describes, from three different perspectives (peo-
ple with cancer, their family carers, and hospital staff), a
range of experiences of informal interactions in hospital
cancer treatment settings. The significance of these expe-
riences is similar to that commonly associated with many
other social interactions, such as connecting with others and
gaining a sense of belonging, self-worth, and normalising
their experiences [22]. Through sharing and comparing their
experiences, and thereby engaging with uncertainties that
were likely to be ongoing, participants were able to develop
a deeper appreciation of their situations and thus achieve a
greater sense of agency. Participants engaged in learning
and care through these interactions, which enriched their
capacity to understand their experiences and treatment, and
supported development of these relationships [23, 24]. These
results are consistent with those of previous studies describ-
ing the experiences of cancer support groups, where sup-
port, learning, and care occur as social processes through the
development of interpersonal relationships, and where the
understanding of others’ experiences facilitates the ability
to shape meanings of illness and to enact change [25-27].
A striking finding was the significance of the social
connectivity, which was apparent through all three themes
of the results. The participants used various names to
describe these bonds, such as support group, ‘commu-
nity’, ‘friendship’, and ‘companionship’. These processes
of relating to others enabled individual participants to
engage in acts of meaning creation, to enact care, and to
make sense of illness and treatment. This connectivity
was often facilitated by further conversations outside the
clinical discourses of the formal domain in which interac-
tions were negotiated between individuals independently
of (yet likely still influenced by) rigid role and discourse
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structures [13]. In this informal discourse, the participants
had a sense of greater agency over the content and direc-
tion of social relationships, in which they could exercise
control over the information that was exchanged and seek
support if needed [26]. The content of these discussions
often focused on personal stories and experiences, relat-
ing information that was indivisible from the storytellers
and their identities. The sharing of personal information
facilitated the development of close relationships, in which
participants interacted freely and equally, consistent with
the existing literature about patient-patient interactions [3,
18, 28-30]. This is in marked contrast to formal care rela-
tionships, which are primarily experienced in accordance
with their outcomes, focused on meeting the informational
and care needs of the patient, and the professional needs
of the health practitioner [31, 32]. This supports the con-
clusion that social connectivity is a structural element of
these interactions and, through enacting care, learning,
and sense-making, can strengthen the bonds of these rela-
tionships. The interactions exhibit recurring and patterned
processes, which we propose is appropriately understood
as constituting a novel, “informal” kind of “community”
[2, 33].

The communities established through this interplay of
informal interactions involving cancer patients and their
carers are fluid and dispensable — or “liquid”, as described
by the sociologist Zygmunt Bauman [34, 35]. Bauman’s
late-modern concept of community is in contrast to those
enduring and immovable forms of community, such as the
family and village, that are a feature of modernist and pre-
modernist sociology [34, 36]. The greater connectivity
of the current age allows individuals to interact through
multiple social assemblages that may be geographically
dispersed and culturally diverse, and are realised either
face-to-face or via a range of media [35]. This fluidity
allows individuals not only to engage contemporaneously
in a great many communities, but also to move seam-
lessly between them. The “informal communities” thereby
established may be transient or enduring, and embrace
both intimate relationship and ones lacking in depth [34].
Similarly structured communities have been described in
occupational settings that arise spontaneously in response
to stimuli such as common experiences, values or beliefs,
or shared goals or organisational inadequacies [37, 38].
Snowdon and Schulte describe how these informal commu-
nities function parallel to, and in support of, formal organi-
sations and through their fluidity are able to address needs
for which the rigidity of formal structures constrain their
response [37, 38]. Our results, which emphasise the cen-
trality of communication processes for the establishment of
meaning, providing support, and realisation of objectives
[37, 39], strongly support these conclusions.
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Implications for practice, policy, and research

Our study suggests that the informal interactions in which
patients and carers engage in the cancer treatment settings
we have described are experienced as patterned, stable social
processes with clearly identifiable dynamics and a potent
meaning-creating purpose. These informal communities
constitute an important — although hitherto largely invis-
ible — component of the therapeutic context; the exact roles
of which, and the extent to which they can be shaped and
directed, remain to be fully elaborated.

This research focuses on the retrospective experience and
meaning of informal interactions, and further research would
seek to characterise in more precise detail the ways in which
the communities are formed, develop, and disperse over
time, and how they interact dynamically with the more for-
mal social structures of the hospital. Ethnographic methods
might be employed to understand the behaviours, dynam-
ics, and communication of these groups in their natural set-
tings, enabling a detailed appreciation of their functioning,
content, and nature, adding important data to support these
findings [40]. Further qualitative studies might also explore
their outcomes and how participants interface with and
move between the formal and informal domains, and poten-
tial unwanted or unforeseen consequences of these inter-
actions. The alignment — or misalignment — of informal
communities and formal care systems may carry important
implications for clinical practice and policy, and this further
understanding would inform health practitioners and health
managers to optimally engage with these groups.

Strengths and limitations

This qualitative study engaged with a wide range of partici-
pants with differing experiences, roles, and stages of treat-
ment. Lines of questioning were focused on recent expe-
riences of informal interactions, with the interviewer then
asking the participants the meanings they attributed to these
encounters, and how they may have understood other rela-
tionships and processes through treatment. The phenomeno-
logical approach, incorporated into both data collection and
the analytical design, enabled methodological consistency,
and a rich and textured account of the individual experience
of engaging in informal interactions. The interviews were
conducted by one researcher, yet analysis involved all the
researchers, and began with foregrounding the pre-existing
perceptions and interpretations of the interviewer, examining
how these may have influenced initial interpretations, and
the resultant coding and thematic structure. The structures
of formal health care and social influences reflect the setting
of the participants (in a developed country), influenced by
local socio-cultural and health system factors, which may
differ in other settings.

Conclusions

Outside the confines of formal clinical discourses, patients,
family carers, and staff members within the broad context
of the hospital engage with each other in fluid, sometimes
ephemeral, haphazard, and unpredictable ways. Within these
informal interactions, individuals negotiate the terms of
engagement, and share information, expertise, and personal
stories, that they may employ to contribute to the individu-
als around them. The participants described relationships
that could be profound, yet brief, or enduring and of lim-
ited depth, as well as others that have evolved to become
integral to their social networks and support environments.
Words such as support group, friendship, and community
were often used to describe these engagements, and a wide
range of meanings was elaborated that extended far beyond
immediate cancer treatment. We propose that these interac-
tions occur within a loose and evolving social network, an
‘informal community’, in which cancer patients, carers, and
staff members play active and meaningful roles.

Supplementary Information The online version contains supplemen-
tary material available at https://doi.org/10.1007/s00520-023-07900-6.
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