
Contents lists available at ScienceDirect 

Patient Education and Counseling 

journal homepage: www.elsevier.com/locate/pec 

“Eh – What type of cells are these – flourishing in the liver?” Cancer 
patients’ disclosure of existential concerns in routine hospital 
consultations 

Berit Hofset Larsena,d,1,⁎, Tonje Lundebya, Jennifer Gerwingb,2, Pål Gulbrandsenb,c,3,  
Reidun Førded,4 

a Department of Oncology, Oslo University Hospital, Oslo, Norway 
b Health Services Research Unit, Akershus University Hospital, Lorenskog, Norway 
c Division of Health Services Research and psychiatry, Institute of Clinical Medicine, University of Oslo, Oslo, Norway 
d Centre for Medical Ethics, University of Oslo, Oslo, Norway    

a r t i c l e  i n f o   

Article history: 
Received 6 September 2021 
Received in revised form 8 November 2021 
Accepted 9 November 2021 
Available online xxxx  

Keywords: 
Advanced cancer 
Existential suffering 
Uncertainty 
Patient-physician communication 
Coping 

a b s t r a c t   

Objective: Advanced cancer poses a threat to all aspects of being, potentially causing existential suffering. 
We explore what kind of existential concerns patients with advanced cancer disclose during a routine 
hospital consultation, and how they communicate such concerns. 
Methods: We analyzed thirteen video-recorded hospital consultations involving adult patients with ad
vanced cancer. The study has a qualitative and exploratory design, using procedures from microanalysis of 
face-to-face-dialogue. 
Results: Nearly all patients disclosed how the illness experience included losses and threats of loss that are 
strongly associated with existential suffering, displaying uncertainty about future and insecurity about self 
and coping. Patients usually disclosed existential concerns uninvited, but they did so indirectly and subtly, 
typically hiding concerns in biomedical terms or conveying them with hesitation and very little emotion. 
Conclusions: Patients may have existential concerns they want to address, but they may be uncertain 
whether these are issues they can discuss with the physician. 
Practice implications: Health professionals should be attentive to underlying existential messages em
bedded in the patient’s questions and concerns. Acknowledging these existential concerns provides an 
opportunity to briefly explore the patient’s needs and may direct how the physician tailors information and 
support to promote coping, autonomy, and existential health. 

© 2021 The Author(s). Published by Elsevier B.V. 
CC_BY_4.0   

1. Introduction 

Severe illness, such as advanced cancer, poses a threat to all as
pects of being, and thus brings existential suffering to the ones af
fected [1–3]. This has implications for what kind of information and 
support the patients need to cope and to remain autonomous agents 
in their lives [4,5]. Person-centered care involves attention to the 
whole person, including existential concerns [6–8]; however, cancer 
patients report unmet existential needs [9]. 

Existential aspects of the illness experience involve not only the 
spiritual domain, but also the physical, psychological, and social 
dimensions of being [10]. An extensive literature review by Boston 
et al. found 56 different definitions of existential suffering used in 
palliative care settings, none of which was stringent or rigorous [11]. 
However, the authors identified various expressions associated with 
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existential suffering; for example, fear of death, fear of the future, 
physical decline, loss of self, loss of autonomy, loss of dignity, loss of 
relations, loss of social roles, dependency, lack of power, lack of trust 
and lack of/search for hope, meaning and purpose in life. Building on 
previous work by Yalom [12], Kissane summarized the major forms 
of existential challenge in a typology that includes death anxiety, 
loss and change, freedom with choice, dignity of the self, funda
mental aloneness, altered quality of relationships, search for 
meaning, and mystery about what seems unknowable [1]. Others 
have emphasized more uplifting aspects of existential experience 
when seriously ill, such as increased sense of meaning and purpose 
and improved existential health, affecting quality of life in a positive 
way [13], as well as the possibility of “existential maturity” [14]. 

Due to its complex nature and conceptual ambiguity in the lit
erature, Tarbi and Meghani conducted a comprehensive concept 
analysis to explore and clarify the full spectrum of “existential ex
perience” in adults with advanced cancer [15]. They describe the 
existential experience as a dialectic movement between existential 
suffering and existential health, preceded by being confronted with 
one’s own mortality and with the capacity for personal growth. 
Patients need to redefine their existence in relation to body, time, 
others, and death. Coping strategies may assist individuals in facing 
existential challenges and moving toward existential health, which 
is associated with positive thoughts and emotions such as hope, 
peace, gratitude, love, meaning and connectedness. Lack of coping, 
however, is associated with negative thoughts and emotions such as 
fear, uncertainty, regret, shame, hopelessness, anxiety, power
lessness, grief and loneliness [15]. 

Previous research has provided valuable insights through inter
view studies in which patients were asked explicitly about their 
existential experience following severe illness. To assist individuals 
in coping, clinicians need knowledge of how cancer patients com
municate existential concerns in a clinical context [16,17]. We know 
from communication studies that patients in oncology consultations 
reveal fear, uncertainties and hopes indirectly and with minimal 
emotion [18], and that patients across diagnoses tend to raise their 
concerns using hints and cues, rather than explicit talk [19]. How
ever, cancer patients’ disclosure of existential concerns during rou
tine medical encounters is still poorly investigated. The aim of this 
study is therefore to explore what existential concerns patients with 
advanced cancer disclose during a routine hospital consultation, and 
how they communicate those concerns. 

2. Materials and methods 

We analyzed video-recorded consultations involving patients 
with advanced cancer. The study has a qualitative and exploratory 
design, using analytical principles and procedures from micro
analysis of face-to-face-dialogue (MFD) [20], which enables a focused, 

inductive approach while being structured and systematic in the 
detailed examination of observable communicative behavior. MFD is 
based on two theoretical assumptions, that interlocutors use “both 
visible and audible communicative resources, which are tightly in
tegrated with each other” and that “their actions must be under
stood as coordinated and mutually influential” [20]. 

2.1. Participants and study setting 

In a previous project studying patient-physician-communication, 
497 medical encounters were video-recorded [21] during 2007–08 
at a large university hospital in the capital area of Norway, serving a 
population of around 500.000. In connection with this project, 
contextual information was collected (eg., whether the patient knew 
the doctor from before). The present study is situated in a broader 
program aiming to explore aspects of patient autonomy in case of 
advanced cancer, including patients’ need for information and sup
port. Two members of the research team (BHL and RF) inspected a 
sub-set of all recordings involving cancer outpatients (n = 33) and, 
for this study, decided to include only videos involving adult cancer 
patients having a poor or uncertain prognosis (n = 13); that is, the 
patients were in an incurable situation or in a situation with relapse. 

2.2. Analysis 

2.2.1. Transcripts, analytic unit, selection process, and definitions 
The first author (BHL) transcribed the videos verbatim, ad

ditionally noting features of speech (e.g., gaps, pauses, breathing, 
laughter, emphasis), facial expressions and bodily conduct when 
these provided relevant additional information. We did analysis 
from both videos and the transcripts. The unit of analysis was each 
patient utterance.We interpreted the utterances in their immediate 
communicative context against the backdrop of what had been said 
so far, reflecting on why this patient is saying or asking this now. 

To select relevant utterances, we applied Healing’s inductively- 
derived definitions for types of information patients provide in 
utterances during oncology consultations: patient-centered vs. bio
medical vs. small talk vs. other[20,22]. We focused subsequent ana
lysis on patient-centered utterances, within which we expected to 
find existential information. 

The operational definition used for identifying existential utter
ances was developed during research team discussions based on the 
emerging observations and review of the literature. See Table 1 for 
operational definitions and Table 2 for inclusion criteria. Fig. 1 il
lustrates the inclusion process. 

The first author (BHL) was the primary analyst. To en
sure analytical consistency, the second author (TL) coded the data 
independently, first identifying patient-centered utterances using 
one randomly selected video, then identifying existential utterances 

Table 1 
Operational definitions.    

Analytical concept Definition  

Patient utterance 
(=unit of analysis) 

The smallest meaningful verbal expression from the patient, from as short as a 
single word to as long as a full sentence in the transcripts. 

Patient centered utterance 
(Adopted from Sara Healing’s framework for sorting patient utterances into 
five categories; small talk, generic response, biomedical, patient centered or 
other) 

A question asking for information or implicitly asking the physician to confirm that 
the patient is understanding OR [a statement] containing information with an 
explicit indication from the patient whether or how the illness, treatment, side- 
effects, or symptoms are either (1) affecting the patient’s life, (2) interfering with 
the patient’s activities, or (3) tolerable to the patient, OR including information 
about the patient’s hopes, dreams, plans, goals, preferences, decision-making- 
preferences, wishes, concerns or fears. 

Existential utterance 
(Developed through research team discussions based on the emerging 
observations and the literature) 

An utterance containing information about the illness/treatment being a threat to 
the person’s physical, psychological, social or spiritual being, that is; loss or threat 
of loss of something/someone significant to the person OR expressions of illness 
related concerns, fears, uncertainty or vulnerability OR information about the 
person’s hopes, dreams, goals or search for meaning. 
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using all 13 videos. We discussed all minor inconsistencies until 
arriving consensus. The first author translated quotes used for il
lustration from Norwegian to English and then two co-authors and a 
bilingual research assistant checked them for accuracy. 

2.2.2. Analytic steps 
We analyzed all existential utterances along two lines: according 

to content and according to function and speech delivery. For content, 
we first labeled existential utterances according to the topics raised 
on a literal level (e.g., malignant tumor, sense of not making it). Then 

we categorized them according to what emerged as significant to 
that specific patient in the context, that is the existential, often 
unstated implications (e.g., fatal disease, loss of control), and grouped 
those into main categories at a more abstract level (e.g., threat to life, 
threat to autonomy). Finally, we grouped the existential utterances 
according to domain (physical, psychological, social and spiritual). 

For function and speech delivery, we categorized existential 
utterances according to whether the patient was providing informa
tion or seeking information from the physician. Then we noted details 
of speech delivery. These descriptive labels were not necessarily 

Table 2 
Inclusion criteria, existential utterance.      

Criteria existential utterance Example Coding/assessment Included   

a) Content criterion: according to 
definition, AND  

b) Significance criterion (heaviness): 
considered significant to the person, AND  

c) Relevance criterion: related to the illness 
experience (including treatment) 

(No, I) don’t want to be in hospital either, I just see 
that now (.) I’ m having trouble (.) Yeah, it's awful 
when it…  

a) Yes: Loss of independence, need 
hospitalization  

b) Yes: Express trouble, wish to avoid hospital 
stay, may be long term/permanent  

c) Yes: Related to illness, symptom burden and 
function loss 

Yes 

Then I was afraid that I might have eh become very (.) 
[D: addicted], addicted [D: yes] but I managed 
quite well  

a) Yes: Loss of control, addiction  
b) No: Temporary, was worried (past), managed 

well, not worried now  
c) Yes: Related to treatment/ symptom 

management (morphine for pain) 

No 

Illustration of how we coded utterances according to the inclusion criteria for existential utterance. D = doctor. *We developed rules for assessing what emerged as significant to 
the individual patient, accounted for in the codebook.  

Fig. 1. Inclusion process, patients’ existential utterances.  
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mutually exclusive. We also noted whether the existential utterance 
was elicited by the physician, and whether it was accompanied with 
any verbal or non-verbal expression of emotion (e.g., crying). Table 3 
illustrates the analytic steps. 

The analytic work was an iterative process between parts and 
whole, which provided increasingly deeper insight [23]. Throughout 
the process, we sought a reflective and critical attitude towards our 
own interpretation. As part of this process, the first author met with 
different groups of colleagues (from varying disciplines and practice 
orientations), a group of researchers who conduct inductive video 
analysis of clinical interactions using MFD-methodology. We devel
oped a codebook describing the analytic process in more detail 
(available from the first author on request). 

2.3. Ethical and privacy considerations 

The study is part of a project that was approved by the Regional 
Committees for Medical and Health Research Ethics (REC) of South 
East Norway (project number 2018/474 D). Participants in all videos 
provided broad consent for use of the videos in further commu
nication studies. All physicians are referred to as “she”, and patients 
are given a pseudonym to protect their identity. 

3. Results 

The patients, ten male and three female, had various forms of 
advanced cancer, all living at home. Six patients did not know the 
doctor from before, six knew the doctor a little, and one patient 
knew the doctor well. The consultations lasted an average of 22 min 
and 14 s, and focused primarily on disease control and/or treatment 
assessment. See Table 4 for details about participants and contextual 
factors. 

We identified a total of 1967 patient utterances in the en
counters. As presented in Table 5, 658 were patient centered, showing 
that the patients actively displayed concerns, posed questions, and 
shared with the physician how the illness affected their life. High 
numbers of generic responses reflect that the patients also received a 
considerable amount of information. Few utterances being small talk 
and other indicate that the time was mainly used for discussing ill
ness related topics. Within the category of patient-centered utter
ances, 127 fit the definition of existential utterances. Although the 
amount per consultation varied considerably (0−40), we identified 
existential utterances in all encounters except one. Table 5 provides 
an overview of different categories of patient utterances. 

3.1. Existential concerns disclosed by patients 

During these routine hospital consultations, patients disclosed 
how the illness constituted a threat to all aspects of being. As ex
pected, none of the patients used the terms “existential”, “threat” or 
“suffering”, however, they expressed various losses and threats of 

loss of something significant to them, resulting from the illness or 
treatment and its consequences. Table 6 provides quotes and ex
amples of existential topics raised by the patient. 

The most prominent patient concerns were related to the illness 
being a threat to life itself. It also became apparent that illness posed 
a threat to a good life, as several patients expressed concern about 
current or future ailments. Some patients conveyed that symptoms 
like pain, nausea or breathlessness reminded them of their dire si
tuation. Patients also expressed worry related to function loss or 
changed appearance (weight loss, sexual dysfunction, hair loss and 
fatigue) preventing them from being the person they used to be, 
thus disclosing a loss of self. Across the encounters, there were 
utterances testifying to loss of autonomy, independence, and control, 
as patients who were accustomed to relying on themselves now 
expressed insecurity about their ability to cope. One patient ex
plicitly expressed that the illness affected his decision-making ca
pacity (Table 6, Example 12). 

Patient utterances testified that the illness also posed a threat to 
personal relations and social roles. Some patients expressed worry 
about their loved ones, without explicitly mentioning the impending 
separation. Others revealed that close relationships had been altered 
due increased dependence on their next-of-kin. One patient ex
pressed concern about the possible prospect of not being able to 
work. The patients’ awareness of their dependency in the patient- 
physician relation sometimes became apparent through their re
quests for information and support (Table 6, Example 19). Several 
patients expressed that having trust in the physician was profoundly 
important to them, yet not something they took for granted. None of 
the patients displayed any mistrust in the current physician. How
ever, several patients expressed a lack of trust in other health per
sonnel or institutions due to previous experiences. 

Few patients explicitly expressed their hopes, dreams, goals or 
search for meaning. Still, many of them disclosed a hope for (better) 
disease control, and/or symptom control. Thus, hope was closely re
lated to available treatment options. None of the patients expressed 
how religious beliefs or other convictions affected their perceptions 
of life and death, or their coping. 

3.2. How patients disclosed existential concerns 

3.2.1. Uninvited, yet hesitantly 
Although there were examples of physicians eliciting existential 

concerns, it was more common for patients to bring them up. Yet, 
they often did so with some degree of hesitation, observable through 
features of speech and body gestures. Examples of such speech de
livery were: taking a breath or clearing the throat before “claiming 
the floor”, stuttering, speaking rapidly, pausing within own turn of 
speech, whispering/using a low voice or suddenly cutting off, fol
lowed by restarting or abandoning own utterance. Similarly, body 
gestures displaying discomfort, like: sitting uneasily, frowning, 
pulling hand over face or gazing away. Such non-verbal signs were 

Table 3 
Analytic steps, existential utterances.           

WHAT existential concerns patients disclosed (content) HOW patients disclosed existential concerns 

Patient utterance 
(Quote) 

Topic 
(Literal level) 

Sub category 
(Existential 
implications) 

Category 
(Abstract 
level) 

Domain Function Features of 
speech 

Elicited by 
physician 
(yes/no) 

Expression of 
emotions 
(yes/no)  

Yeah ‘cause it is malignant, isn’t it, Malignant tumor Fatal disease Threat to life Physical Seek info In-direct 
Biomedical 

No No 

(.) but e (.) just a few days ago I felt 
that (.) I won’t make it, 

Sense of not 
making it 

Loss of control Threat to 
autonomy 

Psycho- 
logical 

Provide info Explicit 
Pauses 

No No 

No (.) I'm not disappointed (.) the 
way you think (.) but eh I'm just 
sad because (.) it was not 
possible to do anything 

Sadness related 
to lack of 
treatment 
options 

Fatal disease Threat to life Physical Provide info Explicit 
emotion 
Pauses 

Yes Yes 
(sad) 
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notably less present when the utterance contained more neutral 
information. In some cases, the patients displayed existential con
cerns with increasing clarity; as if they were “trying the floor” with 
subtle or in-direct questions at first, and then gradually becoming 
clearer and more specific when encouraged to elaborate. A quote 
from Karen can illustrate this. While the physician and Karen’s 
husband engaged in small-talk and jokes about people from his 
home country, Karen interrupted with a question disclosing her 
concerns about her future prospects (Table 6, Example 4). 

3.2.2. Subtle and in-direct 
Existential utterances were rarely explicit and unequivocal; ra

ther, they were often implicit, subtle, and indirect. For example, 
none of the patients explicitly expressed fear of death or dying, in
stead they chose other words when touching upon their uncertain 
future. Karen, for example, expressed concern about the possibility 
of “not getting well”. When Olav, atypically, uttered an explicit ex
pression of grief, he chose the words, being “sad because (.) there was 
nothing to do about it”, referring to the lack of treatment options. 

3.2.3. Wrapped up in biomedical terms 
Although we found all the existential utterances within the ones 

coded patient-centered, many of them were still wrapped up in 
biomedical terms. We also found that patients often displayed their 
existential concerns through what information they sought from the 
physician. Concerns about disease progression and how it would 
affect the patient’s life, typically became apparent through questions 
about test results, tumor growth, or treatment options. Olav for 
example, frequently used medical terms in his questioning, as in this 
example, “Eh (.) what type (of cells) are these, and (.) which one of 
those (.) eh flourishing in the liver is this, is it the most dangerous, or is it 
the mildest ones, or (.)?”. Given the grave news he just received about 
multiple liver metastases, one can fairly assume that his question is 
not primarily rooted in an academic interest about cellular growth. 
Additionally, his use of the term “dangerous” positions cellular 
growth in relation to himself (dangerous to him), disclosing a con
cern about his future prospects. Olav rephrases his questions in 
various ways, repeatedly signaling a need to know what will happen 
to him and what to expect in the future: how quickly his condition 
will progress, how much time he has left, how the physician intends 

Table 4 
Patient characteristics.      

Pseudo-nym Age Diagnosis and received therapy Reason for attendance and contextual factors  

Miriam 20–29 Cancer in head and neck area 
Radiation Chemotherapy 

Control after oral infection (due to cancer treatment). Fatigue and swallowing difficulties affects her daily 
life. Miriam disclosed worry about the need for additional radiation. Lives with her parents. 

Carl 80–89 Kidney cancer Assessment for surgical removal of large renal tumor, which the physician strongly recommends. Carl is 
skeptical. He now lives an active life and he is worried that complications will affect his condition. 

Peter 60–69 Cancer prostate 
Radiation 

Control after radiation, stopped the treatment before it was completed due to side-effects. Peter is worried 
about test results. Fatigue and impaired sexual function affect his well-being. 

John 60–69 Gastric cancer, bone metastases 
Radiation 
Surgery (?) 

Discussion about further treatment. Undergone radiation with less effect than one hoped for. Clear signs of 
advanced cancer. John suffers from severe weight loss, pain, nausea and fatigue. He feels that he won’t 
tolerate more cancer treatment, and he is worried that he can no longer manage himself. 

Christian 60–69 Colon cancer, liver metastases 
Surgery 
Chemotherapy 

Assessment for further treatment. Christian has noticed tumor growth lately, he is concerned because it 
has grown rapidly. Physician recommend radiation although it will only shrink the tumor temporarily. 

Karen 40–49 Colon cancer, lung metastases 
Surgery 
Radiation 

Assessment for chemotherapy tablets, newly detected lung metastases. Severe intestinal side-effects after 
radiation. Karen is concerned about the effect of treatment and the risk of further side-effects. She is 
worried about function loss and looking ill. Wants to protect her child from talk about the disease. 

Roger 60–69 Lung cancer 
Surgery Chemotherapy 

Control of cancer progression. Roger is fully aware that his condition is fatal, is concerned with living as 
normally as possible. Just got back from a vacation with his wife and friends. 

Olav 70–79 Colon cancer, liver metastases 
Surgery 

Control of cancer progression. Is informed that the liver is full of metastases. Asks a lot about available 
treatment options but learns that there are none. John express worry about the time ahead, future 
symptoms, and how the doctor will follow him up. He is concerned about his wife and son. 

Eric 70–79 Myelomatosis 
Chemotherapy 

Control, assessment of further treatment. May reduce treatment due to disease regression, however, high 
probability that the disease will progress again. Eric has bothersome symptoms and side-effects; dyspnea, 
persistent runny nose, jaw pain, poor appetite, and problems drinking. 

Thomas 50–59 Lung cancer 
Surgery Chemotherapy 

Control after surgery. Severe diagnosis, stable now, but high risk of relapse. Thomas experience fatigue, 
sleeping problems, and shortness of breath, otherwise in good condition. He asks many questions about 
the disease and what is normal. 

Anne 50–59 Pancreatic cancer, adrenal gland 
metastases 
Chemotherapy 

Control, assessment of further treatment. Anne reveals early that she knows tumor is growing, linking it to 
increasing back pain. Concerned about her increased need for pain killers and what to do with the 
tumor. 

Frank 70–79 Colon cancer, brain metastases 
Surgery, colon and brain 

Control, additional radiation is already decided. Communication primarily between physician and Frank’s 
wife about medical and practical issues. Frank is very quiet, but occasionally he breaks in with relevant 
comments. 

Roy 60–69 Kidney cancer, bone and lung 
metastases 
Surgery 
Chemotherapy 

Control, consideration of changing therapy. Roy is very grateful that bone metastases have receded, he 
feels privileged. Roy wants to switch therapy due to intensely bothersome side effects in skin. Physician is 
skeptical due to risk of reduced effect. 

Table 5 
Overview of patient utterances.      

Categories of Patient utterances Short definition No (%)  

Biomedical Neutral information about illness, symptoms, treatment or procedures 284 14 
Patient-centered Questions, concerns, or information about how the illness affect their life 658 34 
Existential Information about the illness being a threat to any aspect of the patient’s life, (threat of) loss of something significant, 

concerns, fears, hope 
(127) (6) 

Generic response Showing that (s)he understands or is following what the other speaker said, e.g. “aha”, “yeah”, “mm” 792 40 
Small talk E.g. talking about the weather or where you were born 75 4 
Other Incomplete meaning units or utterances not fitting any other definition 158 8 
Total  1967 100 
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to follow-up, and how future symptoms will affect him (Table 6, 
Example 3 and 6). 

3.2.4. Displaying little emotions 
Despite their grave situation, the patients displayed very little 

emotion and none cried openly. There were a few exceptions; for 
example, John explicitly said he was worried, Miriam expressed fear, 
and Olav reported that the situation made him sad. More typically, 
patients commonly downgraded their emotional distress, for ex
ample, through what could be considered understatements from the 
context, as John when he states, “It’s no fun”, or, “I’m a little worried” 
while it was obvious from the context that he was suffering greatly. 
Another example is Miriam, who despite all her ailments, smiles a 
lot and repeatedly reduces her complaints, “Otherwise, it’s going 
well”, and, “It’s not that bad”. 

Another phenomenon, observed in some of the encounters, was 
the occurrence of laughter when talking about serious topics. For 
example, in this case when the physician (atypically) invited a 

patient with lung cancer to reflect on his situation by declaring, “It 
is-, after all, it is a serious illness”, and the patient responds, “Yeah, it is 
lethal ha ha (laughter)”. 

4. Discussion and conclusion 

4.1. Discussion 

In routine hospital consultations, the patients in this study re
vealed how the cancer experience affected all aspects of life, leading 
to losses and threats of loss that are strongly associated with ex
istential suffering [11,15]. Only a few patients conveyed how they 
reoriented in search for new meaning and hope (e.g., Table 6, Ex
ample 23 and 24), which is associated with coping [1] and existential 
health [15]. Existential utterances were usually patient-initiated. 
However, rather than being explicit and unequivocal, they were in
direct and subtle. Patients disclosed them in biomedical terms, 
stated them with hesitation, displaying very little emotion. 

Table 6 
Quotes - illustrations1 of existential categories.      

Main category Sub category Quote (patient utterance) Ex. No  

PHYSICAL BEING – UNCERTAINTY ABOUT FUTURE  
Threat to life (being alive) Fatal disease Yeah ‘cause it is malignant, isn’t it,  1 

I'm a little excited (anxious) about those blood tests and see if it has (.) [D: e yes] if it has 
gone down (.) [D: yes] the p- [D: yes] the PSA (tumor marker) so,  

2 

So:: (.) what to do then (.) to (.) to (.) keep this in check for as long as possible, are these 
types of (.) of ehm eh of cells that multiply fast? (.) Will it go slowly (.) is there any (.) hope 
of treatment with something (.) that is at the research stage (.) that is coming?  

3 

But e:: (.) I just have to ask because, he eh (.) ((Clears her throat)) there is one thing I've 
thought about a lot, and that is eh he (Surname) said that eh one of the tu- yeah. The 
biggest tumor wasn't more than eh one and a half centimetres something like that [D 
nods].hhh and that's nothing, (.) he says [D nods].hhh e e is it e (.)  > I just have to ask  
like <  a::re the:re e  > any chances that I will get well? <  (3 s) chances,  > I’m not saying that 
I will <  get well, but are there any chances that I will get well?  

4 

Threat to a good life Symptom burden Well, I can’t handle much more nausea now than what I’ve had, it (.) It goes without saying  5 
because as this develops over time, I will get (…) get eh (.) hmm (.) get eh (.) symptoms of 
it (.).  

6 

(The pain) it reminds me of it, it keeps me in-  7 
Loss of function/ physical 
decline 

And tha::t (.) I don’t like very much_ I struggle a lot to try to maintain weight. Nothing has 
any flavor and (…) and e (.) yeah (…) (I) almost get a bit discouraged  

8 

(.) so e e there were many who had so much tingling (chemotherapy induced neuropathy) 
and who lost mobility in their fingers and toes, (.).hhh that they became disabled .hhh and 
so I think (.) will I be disabled in addition to maybe not getting well? I don’t want that.  

9 

PSYCHOLOGICAL BEING – UNCERTAINTY ABOUT SELF AND COPING  
Threat to identity/self Loss of self (cause), e when I take medicine as a medicine, I feel that (.) I’m sick  10 

So (I’m) not used to (.) or what, (usually) very good (sexual function) ((laughter)) [Doc: 
yes]. (It is) with me too you know [Doc: Yes (.) right] and if e it becomes like- (…) [Doc: yes] 
(…) gone then e that affects (you) mentally too  

11 

Threat to autonomy Loss of capacity No:: we haven’t really done that (thought about further treatment), cause (.) I haven’t 
thought any further than from day to day, and- I’ve (.) hardly had the energy for that […] 
But I don’t kno- don’t know what to think about really (.) Wha::t  

12 

Loss of control (.) but e (.) just a few days ago I felt that (.) I won’t make it,  13 
Loss of independence No, it's not good (…) so (…) eh I'm (…) I'm a little worried really because I see that I can’t 

can’t handle it myself  
14 

SOCIAL BEING – SEPARATION, DEPENDENCY AND FRAGILE TRUST  
Threat to personal relations Separation Well, well, well, well (.) there are someone at home who are very anxious too you know 

(Referring to his wife and son)  
15 

Altered relations And I (.) who is (usually) driving my mom around, here and there and all such things, you 
know [D: Yes] So:: (cannot drive anymore due to opioid use)  

16 

Threat to social roles Work life So, if I can handle working, then I can work? (Repeatedly returning to this issue)  17 
Dependency and fragile trust in pat- 

provider relation 
Dependency No, I (.) was about to say (.) do I (.) do I need help from the hospital (.) to (.)?  18 

Yes (.) I would prefer to (.) continue to come to you (for follow up) (.) (.) if you’re willing  19 
Lack of trust .hhh I′ll never ever go there (hospital department)  20 

SPIRITUAL BEING – SEARCH FOR MEANING AND HOPE  
Search for hope Hope related to disease 

control 
Hmm (3–4 s) I had hoped for that (surgery) because (name of the surgeon) told me that 
they had found some like that in (.) the (.) eh right (liver)lobe  

21 

Hope related to symptom 
control 

I had somehow hope- (.) had a hope that it would get better (.) [D: yes] less pain and things 
like that, but that didn’t (.) work out yet  

22 

Search for meaning Acceptance Well, well (.) We:: eh (.) we’ve got to be happy with what we have (.)  23 
Perspective Well, well (.) It's probably worse for people sitting here who are fifty years younger  24 

1 All illustrative utterances considered existential based on the inclusion criteria (accounted for in the method Section 2.2.1. and the codebook) and the context in which the 
utterance was expressed. 2Explanation of signs: (.) = micro-pause;.hhh = in-breath; > word <  = speeding up; < word >  = speeding down; a:: = prolongation of sound; wor- = cut off.  
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4.1.1. Uncertainty about future, self and coping 
In previous research, patients have described terminal diagnosis 

as an “existential turning point” leading them to become mindful 
that their life is threatened and that existence is no longer secure  
[15]. Cancer patients have also reported that symptoms or side ef
fects disrupted their daily life and activities, and reminded them of 
their “fragile situation and impending death“ [24](p. 587). For clin
icians, this is something to bear in mind when patients ask about 
tumor growth, test results and other signs of disease progression or 
disclose concerns about symptoms and function loss. 

Patients in this study revealed that physical changes (e.g, weight 
loss, hair loss, impaired sexual function, and fatigue) affected how 
they viewed themselves. Such profound loss ‘‘of the person we know 
ourselves to be” may lead to uncertainty, meaningless, grief, and 
loneliness [25] (p. 141). Challenges related to identity and being 
unable to cope may cause existential suffering, and “disturb the 
entity of body, soul and spirit” [9](p.816). The fact that severe illness 
may affect autonomy was evident in John’s statement, disclosing 
that he lacked the energy to think beyond day-by-day (Table 6, Ex
ample 12). Being expected to participate in treatment decision- 
making did not seem to enhance his sense of being empowered; 
rather, he seemed quite overwhelmed and confused. There are two 
basic conditions for autonomous choice: voluntariness and agency  
[26]. Severe illness may affect both, as freedom of choice may be 
limited [27] and decision-making capacity may be reduced [5]. Im
portantly, this is not an argument against shared decision-making in 
case of advanced cancer. Although John lacked the energy to think of 
treatment options, his values and preferences were not less relevant. 
He had stated that his highest priority was better symptom control, 
important information available for the physician to include in her 
judgement without leaving the decision responsibility to him. Pa
tients in this study revealed uncertainty about future, about self and 
coping. This related to both contextual and personal factors, as ill
ness brought them into a situation of non-control, simultaneously 
experiencing loss of independence. 

4.1.2. Communication about existential concerns 
It is previously known that patients often raise their concerns 

indirectly and with minimal emotion [18], using hints and cues [19], 
as observed in these encounters. What our study adds to former 
observations is the patients’ often hesitant revealing of existential 
concerns and their tendency to wrap them up in biomedical terms. 
In natural conversations, hesitation markers such as pauses and 
small words like uh, hmm or umm interrupting or delaying the flow 
of speech, typically occur when speakers struggle with the cognitive 
planning of their own turn of speech [28]. Simultaneous occurrence 
of laughter, seen in some of the encounters, is also a known indicator 
of delicate topics [29]. This study does not provide clear answers to 
why patients hesitate. One explanation, however, may be that they 
are unsure whether these are issues they can discuss with a physi
cian. Patients reporting of existential neglect from health personnel  
[9] supports this notion. The traditional, yet still dominant, structure 
of the medical interview, with the physician collecting the in
formation needed to diagnose and treat the patient [16,17], may 
leave the patient with the impression that there is little room for 
issues that do not fit into this pattern. The patients’ tendency to raise 
existential concerns wrapped up in biomedical terms and questions 
may point in that direction. The power imbalance embedded in the 
physician-patient relationship may cause the patients to feel not in a 
position to set the agenda [30], and fear of being rejected may in
crease their sense of vulnerability. 

Living with severe illness, with bothersome symptoms and var
ious losses, most likely heading towards an impending death 
(without knowing when or how), is a scary journey in unfamiliar 
territory [3]. Coping when on this journey, still remaining in the 
driver’ seat in one’s own life, requires new understanding and new 

skills [4]. Physicians may play an important role in this respect, for 
example as providers of information, as knowledge helps promote 
mastery [1,31]. Learning about the expected course of illness, in
cluding the dying process, and available help and support along the 
way, may promote hope and courage, and thus help the patient 
prepare for death and time ahead [1]. Interview studies has shown 
that patients want to discuss these issues with health personnel  
[9,25]. However, as patients’ needs may vary and change during the 
course of illness [32], tailoring such communication to the individual 
patient’s current needs is crucial. Reflecting on, “Why is the patient 
asking or saying this now?”, and “What might he actually be worried 
about?” may increase awareness about the patient’s underlying 
worries. The physician showing interest in or recognizing what the 
patient is sharing may be, in itself, healing. Acknowledging ex
istential concerns enables the physician to explore the patient’s 
needs, simply by asking. While some patients may get the support 
they need from family and friends, others may want the physician to 
provide information about the time ahead, or may wish to speak 
with a professional with expertise supporting patients who are 
dealing with emotional and existential distress (e.g., a chaplain or a 
psychiatric nurse). 

4.1.3. Strengths and limitations 
This study is based on video-recordings from one single hospital, 

with patients living independently at home; we do not claim 
our findings fit all cancer patients across geographical and cultural 
boarders. Of the 13 patients, only one had minority background. 
Since the videos were collected, there has been an increasing focus 
on communication and ethics in the education of medical students 
and doctors. Nevertheless, how patients communicate existential 
concerns has still received little attention in Norway. There is little 
reason to believe that patients' communication behavior has 
changed significantly. Due to the lack of an established definition of 
what constitutes “existential information” in this context, we de
veloped an operational definition based on research to date, which 
we found to capture the existential experience of severe illness, 
without being too comprehensive for practical use. When doing 
analysis of video-recordings, there is an inherent danger of over 
interpretation, which we addressed by taking several measures 
(accounted for in the method section and the codebook). By using 
both videos and transcripts, we could revisit utterances repeatedly 
in context, sort and compare according to analytical decisions, and 
discuss any doubts and ambiguities. The repeated alternation be
tween parts and the whole provided increasing and deeper under
standing. 

4.2. Conclusion 

Patients with advanced cancer face existential challenges due to 
various losses and threats of loss. This study provides novel insight 
on the nature of how patients communicate their existential con
cerns to physicians during routine consultations. Existential utter
ances were often indirect and subtle, typically hidden in biomedical 
terms, often delivered with hesitation, displaying very little emotion. 
Our findings suggest that patients may have existential concerns 
they want to address, but they may be uncertain whether these are 
issues they can discuss with the physician. 

Future research is needed to identify possible barriers to raising 
existential concerns in medical consultations. Consensus on a valid 
definition of what constitutes “existential” is needed; this article 
constitutes a contribution on which others can build. How physi
cians respond to patients' existential utterances is still an open 
question. Finally, the patients’ voice is needed regarding how they 
strive for existential health while facing fundamental threats not just 
to their life, but to who they are. 
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4.3. Practice implications 

Physicians and other health professionals should be attentive to 
underlying existential concerns that may be embedded in patients’ 
questions and concerns. Acknowledging these existential concerns 
provides an opportunity to explore the patient’s needs, which, even 
if brief, may help the physiciantailor information and support to 
promote coping, autonomy, and existential health. When appro
priate, the physician can refer to professionals that have expertise in 
existential and emotional support. 
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