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Abstract

Background: Many people around the world are getting cancer and living longer with the disease. Thanks to
improved treatment options in healthcare, patients diagnosed with advanced gastrointestinal cancer can
increasingly live for longer. Living with cancer creates existential uncertainty, but what does this situation mean for
the individual? The purpose of the study is to interpret meanings of existential uncertainty and certainty for people
diagnosed with advanced gastrointestinal cancer and receiving palliative treatment.

Methods: This study is part of a larger project in which 7 men and 7 women aged between 49 and 79 participated
in a study of information and communication for people with advanced gastrointestinal cancer. A total of 66
interviews were conducted with participants who were followed up over time. The narrative interviews were
transcribed verbatim and the texts were analysed in three steps: naive reading, structural analysis and interpreted
whole by utilizing a phenomenological life-world approach.

Results: This study has identified different spheres in which people diagnosed with advanced gastrointestinal
cancer vacillate between existential uncertainty and certainty: bodily changes, everyday situations, companionship
with others, healthcare situations and the natural environment. Existing in the move between existential uncertainty
and certainty appears to change people’s lives in a decisive manner. The interview transcripts reveal aspects that
both create existential certainty and counteract uncertainty. They also reveal that participants appear to start
reflecting on how the new and uncertain aspects of their lives will manifest themselves –a new experience that lays
the foundation for development of knowledge, personal learning and growth.

Conclusions: People diagnosed with advanced gastrointestinal cancer and receiving palliative care expressed
thoughts about personal learning initiated by the struggle of living with an uncertain future despite their efforts to
live in the present. Their personal learning was experienced through a changed life for themselves and having to
confront their own pending death and develop self-insight regarding finality of life. Healthcare professionals can try
to support people receiving palliative treatment for cancer by diversifying avenues for their personal growth, thus
helping them manage their existential uncertainty and gravitate towards greater existential certainty.
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Background
Suffering in relation to living with cancer often creates
uncertainty. Uncertainty is frequently described as a
sense of having a low degree of confidence in and poor
control over various aspects of life, while certainty con-
versely relates to a high degree of the same [1]. Research
reveals that people diagnosed with suspected cancer feel
uncertain about whether or not they have cancer [2], the
effectiveness of the treatment [3], the results of tests and
examinations [4], their scope to achieve personal goals
[5], getting through everyday activities [6] and about
whether or not they will actually survive [7].
Since suffering is about experiencing a threat to one’s

existence [8,9], uncertainty needs to be related to the ex-
istential dimension of life. According to Heidegger [10],
to exist as a human means “being-in-the-world”; an inte-
gration of the life and the world. Merleau-Ponty [11] fur-
ther developed this ambivalent and complex relationship
as an embodied existence where the lived body is
regarded as the starting-point for our experiences and
actions [12]. Hence, to live in health and illness means
to exist with body (breast, digestion), emotions (fear,
happiness), thoughts (understanding, beliefs), social con-
nections (family, friends) and more [13]. In particular
when a person becomes ill with cancer, the bodily ex-
perience involves becoming aware of one’s own mortality
[14] and this awareness means to live in existential un-
certainties due to the mortal threat of the body [15]. It
follows that the existential uncertainty of individuals in
this situation is about the uncertainty of the prospect of
the disease trajectory, about being able to survive or not
and how life will be before death.
People diagnosed with gastrointestinal cancer report

existential uncertainty as early on as their diagnosis
[16,17]. Kleem et al. [18] and Khatri et al. [19] demon-
strate that this uncertainty can remain present for the
rest of their lives, from diagnosis to treatment [20] and
in the terminal stage. The fact that existential uncer-
tainty is common is supported by studies conducted on
younger people with cancer [5] and for different cancer
diagnoses [21-24]. Since cancer is highly prevalent, many
people may be living with such existential uncertainty.
In 2008, close to 13 million people were affected by can-
cer, in an equal distribution between men and women,
and primary sites in the gastrointestinal organs are
among the most common form of cancer in the world
[25]. Improved treatment methods mean a larger pro-
portion of people diagnosed with gastrointestinal cancer
now survive and greater numbers are living for longer
with the disease.
Although existential uncertainty prevails in cancer pa-

tients, there are studies which show that they can also
experience certainty and even existential certainty in the
sense of having a fresh take on life, getting to know
themselves better and appreciating their families in a dif-
ferent way [5]. Receiving bad news is well known to be
challenging information [26,27], but so is making sense
of receiving palliative treatments [28]. Further, in rela-
tion to patients’ quest for knowledge in order to deal
with advanced cancer, existential uncertainty in connec-
tion with life-threatening disease transforms into exist-
ential certainty [29]. This state is not static, however, as
it is affected by the person’s circumstances and state of
disease. Reluctance from physicians to disclose prognos-
tic information [30] would indicate one source of uncer-
tainty. Earlier research clearly shows that while the
information needs of patients are marked, they are also
complex in relation to fluctuations in the progression of
the disease. Further research is needed regarding what
the vacillation between uncertainty and certainty, as il-
lustrated by these studies, means to the patient [28,29].
The purpose of this study is to interpret meanings of ex-
istential uncertainty and certainty for people diagnosed
with advanced gastrointestinal cancer and receiving pal-
liative treatment.

Methods
Study design
The present study is a secondary aim of a larger project
about information provision among people receiving pal-
liative cancer care [28,29,31] where the fieldwork was in-
formed by life-world phenomenology [12,32]. The
analysis was performed according to hermeneutic inter-
pretive principles out of Ricoeur’s theory of interpret-
ation in three inter-related steps: naïve reading,
structural analysis and interpreted whole [33-35]. In this
way, the theoretical bases considered continuity between
description and interpretation [12].

Participants and setting
People were asked to participate from an oncological
outpatient clinic that specialises in palliative care for
gastrointestinal cancer. For inclusion in the study, par-
ticipants had to be diagnosed with advanced gastrointes-
tinal cancer. According to the principles of qualitative
method, variation was sought across gender, age, occu-
pation, family constellation and socio-economic factors.
Individuals whose primary nurses considered them to be
too weak to participate (lacking strength to share and re-
late their experiences) were excluded.
In total, fourteen men and women aged between 49

and 79 years old were included. These patients had had
cancer (primary tumour sites were liver, colon and un-
known) for periods of from two months up to two de-
cades. All participants were diagnosed with various
metastases. Four had permanent colostomies. Partici-
pants were included from one month and up to three
years after receiving their diagnosis of advanced cancer
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and initiation of palliative treatments (mainly cytotoxic
drugs every second week and in a few cases, subsidiary
radiation therapy and surgery) with active symptom
management. All the participants were born in Sweden
and most of them lived in urban areas. All of them had
children but only three had children at home, one had
deceased children, and three were widowed with adult
children. The participants had a range of occupational
backgrounds, and differed in their employment status (8
were retired, 3 on sick leave and 3 worked part time and
part-time on sick leave) and the majority had a history
of cancer in the family (for more details, see [28]).

Data collection
Data collection comprised 66 narrative interviews con-
ducted over a period of two-and-a-half years (with sup-
plementary observations selected to facilitate monitoring
of participants over time, the aim of which is reported
elsewhere [28]). Narrative interviews were chosen in
order to open up topics and receive the participants’
stories of experiencing existential uncertainty and cer-
tainty. Of the 66 interviews (conducted by FF and JÖ),
54 were conducted at the outpatient clinic, while the
remaining 12 were conducted at home, with all but three
participants having repeat interviews, thus contributing
to richer descriptions (longitudinal analyses was not per-
formed in the analysis reported here).
The narrative interviews varied in length from 30–120

minutes and most were audio recorded. In some cases,
notes were taken. The following topic areas were cov-
ered in the interviews: 1. What information the partici-
pants needed and wanted to know, 2. How they sought
such information, 3. What they asked fellow patients
and clinical staff respectively, 4. What they reflected on
at home and 5. What their preferences were in relation
to information and knowledge (for more details, see
[28]).

Data analysis
The audio recorded narrative interviews were tran-
scribed verbatim and the transcripts were analysed in
three stages: naive reading, structural analysis and inter-
preted whole (in line with Ricoeur’s theory of interpret-
ation [33,35]. The initial naive reading served to
generate questions for testing in the further analysis.
First, the narratives were read all the way through a
number of times. This reading aimed to be as unbiased
as possible and focused on the descriptions of the narra-
tors and their reflections, which were used to guide the
subsequent structural analyses. The participants pre-
sented narratives that revealed uncertainty as well as
certainty regarding their changed and still-changing life
situations following short- and long-term palliative treat-
ment. The data was subsequently processed by means of
NVivo in order to discern meanings and actions in nar-
rative segments dealing with existential certainty and un-
certainty. The initial reading of these segments
suggested further analysis of meanings guided by the fol-
lowing two analytical questions:

– What creates existential certainty and uncertainty?
– What does it mean to be in the move between

existential certainty and uncertainty?

The following analysis aimed to systematically examine
the script in order to identify and clarify potential mean-
ing structures. Each narrative segment was analysed on
the basis of the two analytical questions. Firstly, mean-
ings were described for each narrative segment that cor-
responded to one of the analytical questions. The
identified meanings were then analysed on the basis of
similarities, differences and how these meanings could
be related to one another. This analysis led to the dis-
closure of two meaning structures.
The interpreted whole means creating a deeper under-

standing of the meanings that have been extracted and
clarified during the structural analysis. The discovered
meanings were related to the naive readings, the litera-
ture, the research questions and the researchers’ own
understanding in order to interpret meanings of the
studied phenomenon: meanings of existential uncer-
tainty and certainty for people diagnosed with advanced
gastrointestinal cancer and receiving palliative treatment.
The interpretation was enhanced by the use of Dewey’s
theory of human nature and human conduct [36].
Ethical considerations
Ethical approval was granted by the Ethical Review
Board in Gothenburg (Ref. Ö437-02, S551-03). Partici-
pants were asked to consent to repeated interviews. Each
participant had an initial meeting with one of the re-
searchers at the outpatient clinic. An unstructured style
approach between researcher and participant was
adopted in order to more successfully capture the partic-
ipants’ experiences during the interviews.
Results
For the participants, existential uncertainty and certainty
appeared to change life in a decisive way. Our study in-
terviews contain descriptions of aspects which both cre-
ate existential certainty and counteract uncertainty. The
participants said that they started to reflect on how new
and uncertain aspects of life would unfold. Below is a
presentation of these spheres of existential uncertainty
and certainty, followed by the meanings related to mov-
ing between them and finally, an interpreted whole.
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Spheres of existential uncertainty and certainty
Bodily changes
Participants experienced existential uncertainty when
they could no longer recognise their own bodies, before
they had learnt to recognise their own bodies’ limita-
tions, or when they had insufficient knowledge about
how their bodies reacted to disease.

“No, I can’t cross that line. Now I feel a bit like, yeah,
watch it, that cancer hasn’t been busted, it’s in your
body, uh-oh you’re overdoing it again, so you’ll get the
cancer back – that’s what it feels like.”

Nevertheless, they could feel existential certainty if
they got the opportunity to learn more about their dis-
ease and how their bodies reacted and functioned. The
more the participants got to know their bodies, the more
they learned to recognise their own limitations. This
knowledge contributed to their development of new
body awareness.

Everyday situations
The participants’ basic sense of security was grounded
in everyday life. It was only when this was no longer ob-
vious or functioning that they realised its worth and
could appreciate it. Having everyday routines gives a
sense of assurance and security. The participants spoke
of these routines as providing meaningful occupation
during the day and highlighted them as important.

“In the grand scheme of things, aren’t routines just
about getting a little movement each day so you don’t
get rooted to the spot.”

Even the opportunity to experience a change of envir-
onment in everyday life brought relief to the participants
from their existential uncertainty. This can be under-
stood as a kind of passage through time and space, in
which intrusive thoughts regarding uncertainty ebb away
and everyday life can be understood in a different light.
Consequently, a functioning ordinary day that included
a change of environment in the form of a trip or visiting
someone was associated with assurance. This could then
create the conditions for existential uncertainty to trans-
form into increased existential certainty.

“It took more strength this time than it did last time;
I’m kind of used to it now. I think like a person living
with war – there’s a day-to-day in that too, that ordin-
ary life is day-to-day – it’s a part of the whole thing.”

Companionship with others
The participants maintained that relief from existential
uncertainty can be found in companionship with others.
Feeling you are of value to other people was described
as meaningful. The participants described how import-
ant it was to have friends who shared their difficulties
and gave support, as well as affirmed their continued
value to others. Further, supportive friends and family
members provided a sense of context and greater cer-
tainty in belonging to a community. Conversely, existen-
tial uncertainty was perceived as greater when
participants lacked a place in such a community.

“And so relationships, people, friends are what’s
important. To seize the opportunity to meet them… it
becomes more and more meaningful…”

Healthcare situations
The participants related how important it was to receive
treatment for their disease. They revealed that they
sometimes felt vulnerable in the presence of healthcare
staff, especially in situations where they felt exposed.
The participants perceived imbalance between them-
selves and the healthcare staff and felt it was important
to retain self-determination and integrity. Existential un-
certainty existed in healthcare encounters characterised
by obvious power imbalances.

“It’s terribly scary to be subjected to power; it does
nothing to promote health, you know.”

When the participants perceived themselves to be in a
vulnerable situation, a sense of existential uncertainty
arose. Integrity-breaching behaviour on the part of
healthcare professionals could also contribute to existen-
tial uncertainty. The participants emphasised the im-
portance of knowing the truth and receiving straight
facts about their disease, gaining the feeling that “I think
I’ve been told the truth.” This would result in a satisfac-
tory healthcare meeting that strengthened their existen-
tial certainty.
The healthcare professionals’ demeanour was described

as an important factor in alleviating existential uncer-
tainty. Body language in particular was highlighted as sig-
nificant to the participants’ interpretation of their
situation, and this increased insight meant they were bet-
ter able to express what kind of information they desired.
Existential certainty was promoted by meetings with
healthcare professionals when the participants felt that
they were listened to, when the healthcare professionals
took their time, answered their questions and treated
them as human beings, gave them affirmation in their pre-
dicament and generated a positive health visit experience.

The natural environment
Doing various activities in the natural environment
were said to be associated with greater awareness,
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strength and inner calm. The participants described
different kinds of experiences with nature and related
that in close proximity to nature they could find ex-
istential certainty in their existential uncertainty. For
example, some of the participants described how
they enjoyed walking quickly or slowly in the natural
environment, and being close to the sea and perhaps
going for a swim. Through the power of each per-
son’s different senses, nature awakened vivid memor-
ies within them.

Meanings related to moving between existential
uncertainty and certainty
Struggling with an uncertain future: living in the present
The participants stated that the present could be experi-
enced as more certain, as opposed to the future, which
appeared more uncertain as a result of living with ad-
vanced cancer and receiving palliative treatment. In this
dichotomy, they spoke of now being the time for them
to do something meaningful. Postponing an activity
(telephone calls, trips, family get-togethers etc.) may
mean that it would not actually happen. For the par-
ticipants, this implied that plans for the future could
be jeopardised because of their life-threatening and
unpredictable disease.

“You know nothing about it, no future, neither of us
do. So we can’t speculate about it – let’s take one thing
at a time, and we have to do it now…”

Being personally involved in planning important things
for the future was described by the participants as pro-
viding a greater sense of certainty in their existential un-
certainty. It was also meaningful to have a goal to look
forward to, having something ahead of them that was
perceived as meaningful.

“Now I just have one goal, and I’ve had it quite a long
time now. It’s my granddaughter’s college graduation.”

Participants were ever hopeful that the disease and
symptoms would release its grip now or in a few years’
time. They entertained hope of being cured, making a
full recovery or getting to live a few more years so that
new treatment methods would have time to develop,
and consciously tried to live as well as possible during
the disease trajectory. Being able to trust people in their
surroundings meant participants experienced greater ex-
istential certainty in their uncertainty. Thinking about
their own future was considered a demanding task, as
such thoughts encompassed great existential uncertainty,
in their opinion.

“You always hope for the best for as long as possible”
Confronting one’s own impending death: developing
insight about finite lifespan
Living with advanced cancer and receiving palliative
treatments encompasses the knowledge that life is finite.
Participants spoke about not knowing when they would
die, but knowing that they would sooner or later, and
talked about coming to terms with the fact that everyone
will die.

“Other people know that they will die; the fact that we
will die is the only thing we know, it’s just that I know
it in a different way. I suppose it’s not certain I’ll die
before them, there’s no guarantee at all – I could live
much, much longer.”

Existential uncertainty is contained in a fear that can
be related to the unpredictable reality. They expressed
knowledge of the fact that had they fallen ill maybe five
to six years earlier, they would not have been alive today,
as the treatment they were receiving had only been avail-
able in the last few years. Participants also expressed a
sense of feeling privileged that there are more treatment
options today.

Changing one’s view on life and self: experiencing
personal growth
Living with a life-threatening cancer was highlighted by
some participants as having resulted in a completely
new attitude to life and self-insight, and they expressed
having experienced personal growth in a positive sense
during their period of illness. Existential uncertainty had
raised the question of what was important in their indi-
vidual lives and promoted the insight that there is no
point in wasting time on boring things – it was more
important to choose things that were interesting and
fun.

“I don’t do any boring things… I do what I think is
fun.”

Some participants talked about having learnt new life
skills that they could share, and also of an increased un-
derstanding of how they personally reacted in different
crisis situations.

“It’s probably because I’ve gone through so much in my
life, so many crises, that you learn to handle it in a
way, I think.”

One woman described how she had grown as a person
and gained a completely new awareness in life. The grav-
ity of the situation gave her opportunity to reflect on
what it meant to live with a cancerous disease in a pal-
liative phase.
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“Yes, you take charge of it. I think something good can
come from this, that I’ve grown as a person too. I have
a completely different awareness now.”

The participants further related how they had gained a
wider perspective on life, as well as time for reflection,
which they felt they did not have time for while they
were working prior to the onset of advanced cancer.
They spoke of an insight into and knowledge of the fact
that they previously had not given themselves time for
important things. This personal maturity and insight was
thus connected to an opportunity to gain inner strength
and self-respect.

"…that I’ve tried to turn this period of illness around…
I can benefit from when I hopefully get…and hopefully
have an inner strength with increased self-respect.”

Personal growth also meant finding different ways of
being able to handle existential uncertainty and feeling
as well as possible in the changed life situation as a re-
sult of advanced cancer and palliative treatment.

“…I’ve worked my way out of certain crises. You throw
yourself into work in that regard too. So you don’t
have to think.”

Positive thinking did not mean surviving the cancer
but filling the remaining time with many positive values
and experiences. A positive attitude to life provided a
firm foundation for existential certainty, and uncertainty
gained its polar opposite. In this way, reflection on the
polarity and oscillation between existential certainty and
uncertainty promoted personal growth.

Interpreted whole
It seems like living with an uncertain future while facing
one’s own imminent death gives opportunities for per-
sonal growth. This was manifest in situations where pa-
tients could, as a result of their disease, familiarise
themselves with their changed bodies, the ordinariness
of everyday situations, companionship with others,
healthcare situations, and the natural environment.
Moving between existential uncertainty and certainty en-
compasses meanings of living an uncertain future, con-
fronting one’s own pending death and experiencing
personal growth.
Existential uncertainty and certainty in connection

with palliative cancer treatment means that the person’s
former life, with all its different habits and experiences,
changes in a critical way, allowing a process of personal
development. When a change occurs, the person starts
to reflect on how the new and uncertain aspects of life
will unfold. Existential uncertainty becomes clear when
life changes direction from the path the person was pre-
viously following. What we mean by personal develop-
ment in this context can be interpreted with the help of
according Dewey’s theory regarding human nature and
conduct [36] a human is seen as an experiential person
who lives and acts and thereby develops in the interplay
with other humans. Both learning and new habits are
created in order to cope with the challenges of life.
Times of great life change give humans the opportunity
to engage in reflective problem-solving in order to man-
age their own changed life situations. The participants in
this study highlighted various difficulties and losses that
their disease entailed but also that they could observe
and learn from. According to Dewey, critical events in
life give people new experiences that in themselves lay
the foundation for development of knowledge. In this
study, we have interpreted this as personal learning and
growth. Awareness of the movement between existential
uncertainty and certainty and what this movement
means promotes personal growth. With reference to
Dewey, we could refer to it as a habit that has changed
in order to cope with existence. The personal learning
and growth that develops does so against a background
of living an uncertain future and confronting one’s own
pending death. It is learning through a personal lesson
about your existence, as well as a lesson about yourself
as an experiential person. Against this background, per-
sonal maturity and growth can be possible.

Discussion
The method
In palliative care, the patients’ narratives are of great im-
portance in understanding how they find increased un-
derstanding of and meaning in their situation. The
narrative in itself has a healing effect on the patient [37]
and assists in creating meaning, identity and a context
for their situation [29].
The participants did not use the specific terms existential

uncertainty and certainty. However, the interpretation of
the data revealed various layers to the phenomenon of exist-
ential uncertainty and certainty. Many underlying meanings
were contained within the data, although these could be
framed and analysed with the interpretive approach in
which Ricoeur’s interpretive theory could be adapted to the
material [12]. The results can and should be seen as one
possible interpretation. Throughout the project, the authors
maintained a dialogue amongst themselves to facilitate a
critical examination that supports the analysis of the results.
Since weak patients lacking energy and strength to

participate in narrative interviews were excluded, the re-
sults may not be transferable to dying people or those
lacking the strength to share their experiences in a nar-
rative format. Only one narrative interview was per-
formed during the patient’s last week of life.
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Results
The results reveal that when the participants talked
about having successful day-to-day routines, they experi-
enced a basic sense of assurance which formed a pre-
requisite for moving from existential uncertainty to
existential certainty. The participants had a desire to live
as normally as possible and still feel needed and have
something meaningful to occupy themselves with. Every-
day routines provided them with a sense of assurance
and security. Things that were considered normal in
everyday life were habits and routines that the patients
could maintain, although these habits may have had to
alter somewhat for them to be feasible and comfortable
in their situation. It was important that they could share
in day-to-day activities as long as possible. The partici-
pants tried to establish different areas in which they
could experience assurance in their new life situation
and thus perceive greater existential certainty.
Research has shown that everyday routines are import-

ant [38,39]. The results demonstrate that everyday rit-
uals provide stability in the day-to-day and in life,
enhance a person’s quality of life and can give a sense of
assurance to patients with advanced cancer [38]. It is
when, due to disease, these daily routines are no longer
a given fact that a person’s self-image and identity can
be threatened [39]. It is when the assurance of the day-
to-day is gone and it becomes tinged with uncertainty
that unfamiliar feelings and thoughts become part of
their normal day and they notice their own existential
uncertainty [24]. A major task for healthcare profes-
sionals is to make things easier for the person in pallia-
tive care and for their relatives, so that they, on the basis
of their own wishes, can live out their remaining time
together as best they can [40-42]. Further, it is important
that healthcare professionals are conscious that patients
can move between experiences of existential uncertainty
and certainty, as well as having needs or distress of other
kinds related to the existential or spiritual dimension of
life [43], including unbearable suffering [44].
For our participants it was important to continue to

feel valued and part of a community. The results show
that existential uncertainty was alleviated when they fo-
cused on the present in socialising with family and
friends. The participants found it difficult to continue to
participate in their work community once they were in
the palliative phase of their cancer. Not having function-
ing relationships through employment made it more
difficult for the participants to manage existential uncer-
tainty. If there is no natural community and social con-
text surrounding patients, it is important the healthcare
professionals highlight this by conversing with them
about opportunities for new social contexts. Sand [24]
and Öhlén et al. [45] demonstrate similar results; indi-
viduals especially start thinking more about existential
questions and concerns with the onset of serious illness.
These vast and complex questions have no obvious an-
swers but like most people in a vulnerable situation, the
individuals in this study had a need to share their ques-
tions and experiences with others. Different forms of
companionship are important and relief from existential
loneliness can occur through a shared community with
other people. Carlander [39] and Friberg and Öhlen [29]
likewise show that patients suffering from life-
threatening disease find it meaningful to be part of a
community and a context; relations with family and
friends become important in ensuring the well-being of
the patient.
The participants in this study described the natural en-

vironment as a place where they could find greater exist-
ential certainty in their uncertainty. Similar results have
been shown by Sand [24] where spending time with ani-
mals and nature is described as important for patients
with advanced disease to feel as well as possible. Despite
serious illness, it is important for the patient to continue
to experience different things, for example, through na-
ture, art and new environments [40,46]. Could it be that
‘nature prescriptions’, beautiful outdoor environments,
pictures of nature or virtual nature scenes in healthcare
settings are a step in an appropriate direction?
The participants described how meaningful it was to

live in the present when they perceived themselves as
having an uncertain future. In this study, they
highlighted the fact that they had matured on a personal
level and consequently developed a new attitude to life
and self-insight. They also highlighted different ways of
reaching greater existential certainty in their uncertainty
and thus becoming more aware of the movement be-
tween existential uncertainty and existential certainty.
For the participants in this study, acquiring life wisdom
was about personal learning and growth. Here we inter-
pret this as learning about one’s existence while learning
about oneself as an experiential person. Thus, the
present study contributes to and deepens the previous
case study in the project about a person’s changing
knowledge-seeking foci and related learning outcomes
during the illness trajectory at the end-of-life [29]. It also
deepens understanding of the results of another study
from the project [28], specifically concerning patients’
making sense of palliative treatment as a process of hu-
man learning at end-of-life. This was characterized by
searching for knowledge and understanding combined
with approaches taken as dialectic of living in wait and
living in the present [28]. The contribution from the
present study specifically highlights spheres of signifi-
cance for the knowledge-seeking and sense-making pro-
cesses and thereby possibilities for personal growth.
When life is uncertain, for example, in connection

with severe illness, certain things are perceived to be
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more meaningful than others. Research shows that pa-
tients try to grasp, understand and realise the incompre-
hensible in the approach to end of life and learning in
this unique situation encompasses bodily, existential, so-
cial and cultural dimensions [29]. People have different
ways of managing their situations and should be given
support through sensitivity and respect, rather than by
being governed and dictated to by others [24]. It is im-
portant that the care of seriously ill patients stems from
their needs, feelings, thoughts and wishes in the current
situation, as well as their wishes regarding how to live
out their last days [39]. For a person living with a can-
cerous disease and undergoing palliative treatment it be-
comes important to ask how healthcare professionals
address the individual patient’s needs in trying to under-
stand what is happening to them and their bodies. Sig-
nificant questions to highlight are, for example: Are the
patients themselves aware of or concerned about the
personal growth they are going through? Are they aware
of the life skills that they have and how do they become
aware of these? Who can guide the individual to this
end? Can all patients cope with awareness in this
regard?
Current research nevertheless points to a gap between

knowledge that pertains to existential questions for a pa-
tient’s quality of life in palliative care and that which per-
tains to daily nursing care [47]. Palliative care policy and
guideline documents tend to cover existential issues to a
much lesser degree than symptom distress [48]. How-
ever, when existential questions are not addressed by
healthcare professionals, or addressed in an inappropri-
ate manner, patients may perceive a threat to their iden-
tities. More research is required to bridge this gap
between existing knowledge and clinical practice. By gi-
ving affirmation, listening to patients’ stories, being there
and trying to help patients move forward, healthcare
professionals can support them in gaining greater exist-
ential certainty in their uncertain life predicament.
Healthcare can be further improved by, for example,
training in this area, reflective discussions and supervi-
sion. This contributes to healthcare professionals in-
creasing their awareness not only of the patients’ bodily
and existential needs but also of their own attitudes and
view of death.

Conclusions
Living with advanced gastrointestinal cancer and receiv-
ing palliative treatment means living with existential un-
certainty. This study has identified different spheres
in which patients can experience movement between ex-
istential uncertainty and certainty, implying opportu-
nities for personal learning and growth. It is therefore
important for healthcare professionals to be alert to situ-
ations where patients diagnosed with advanced disease
can familiarise themselves with their changed bodies
resulting from the disease, the day-to-day of everyday
situations, companionship with others, the natural en-
vironment and different healthcare situations. Acknow-
ledging and affirming how the individual in such a
variety of spheres lives an uncertain future and con-
fronts his or her personal impending death can pave
the way for personal growth. Further research with ex-
plicit focus on existential uncertainty and certainty is
merited. These results highlight the necessity of in-
cluding existential dimensions of palliative care in cli-
nical guidelines and policies for palliative care, in line
with palliative care philosophy and theory.

Competing interests
The authors declare that they have no competing interests.

Authors’ contributions
JÖ, FF designed the project and secured project funding. JÖ and FF
conducted all the interviews. CW made an initial processing of the data. MK
analysed and interpreted the data. MK made a first draft of the manuscript.
All authors contributed to data analysis and helped in revising and making
substantial contributions to the manuscript, and also read and approved the
final manuscript.

Acknowledgements
We thank all the participants for their time and contributions for the study.
Financial support was received from the Centre for Person-Centred Care at
the University of Gothenburg (GPCC), which is funded by the Swedish
Government’s grant for Strategic Research Areas, Care Sciences (CW, FF
and JÖ) and from the Erling Persson Family Foundation (JÖ).

Author details
1Institute of Health and Care Sciences, Sahlgrenska Academy at the
University of Gothenburg, Sweden, Box 457, Gothenburg SE- 405 30,
Sweden. 2Sahlgrenska University Hospital, Per Dubbsgatan, Gothenburg SE-
413 45, Sweden. 3University of Gothenburg Centre for Person-Centred
Care, Box 457, Gothenburg SE- 405 30, Sweden. 4Department of Health
Studies, Faculty of Social Sciences, University of Stavanger, Stavanger
4036, Norway. 5Palliative Research Centre, Ersta Sköndal University
College and Ersta Hospital, Stockholm, Sweden.

Received: 3 July 2013 Accepted: 15 May 2014
Published: 11 June 2014

References
1. Penrod J: Living with uncertainty: concept advancement. J Adv Nurs 2007,

57(6):658–667.
2. Galloway SC, Graydon JE: Uncertainty, symptom distress and information

needs aftersurgery for cancer of the colon. Cancer Nurs 1996,
19(2):112–117.

3. Norlyk A, Harder I: After colonic surgery: the lived experience of
participating in a fast-track programme. Int J Qual Stud Health Well-being
2009, 1(4):170–180.

4. Norlyk A, Harder I: Recovering at home: participating in a fast-colon
cancer surgery programme. Nurs Inq 2011, 18(2):165–173.

5. Corbeil A, Laizner AM, Hunter P, Hutchinson N: The experience of
uncertainty in young adults with cancer. Cancer Nurs 2009, 32(5):E17–E27.

6. McKechnie R, Mcleod R, Keeling S: Facing uncertainty: the lived
experience of palliative care. Palliate support care 2007, 5(4):367–376.

7. Hubbard G, Kidd L, Kearney N: Disrupted lives and threats to identity:
the experiences of people with colorectal cancer within the first year
following diagnosis. Health 2010, 14(2):131–146.

8. Casell E: The Nature of Suffering and the Goals of Medicine. New York:
Oxford University Press; 1991.

9. Öhlen J: Practical wisdom – competence required to enable alleiation of
suffering in palliative care. J of Palliative care 2002, 18(4):294–300.



Karlsson et al. BMC Palliative Care 2014, 13:28 Page 9 of 9
http://www.biomedcentral.com/1472-684X/13/28
10. Heidegger M: Varat och tiden. Göteborg: Daidalos; 2004.
11. Merleau Ponty M: Phenomenology of Perception. London: C.Smith, Trans.

Routledge; 2002. 1962/2002.
12. Berndtsson I, Claesson S, Friberg F, Öhlen J: Issues about thinking

phenomenologically while doing phenomenology. J Phenomenol Psychol
2007, 38(2):256–277.

13. Landmark BT, Wahl A: Living with newly diagnosed breast cancer:
a qualitative study of 10 women with newly diagnosed breast cancer.
J Adv Nurs 2002, 40(1):112–121.

14. Westman B, Bergenmar M, Andersson L: Life, illness and death—existential
reflections of a Swedish sample of patients who have undergone
curative treatment for breast or prostatic cancer. Eur J Oncol Nurs 2006,
10(3):169–176.

15. Källerwald S: In the Shadow of a Threatened Existence – On the Unnecessary
Battle between Biology and Existence in the Care of Malignant Lymphoma
Patients. PhD thesis. Växjö University: Institutionen för vårdvetenskap och
socialt arbete; 2007.

16. Winterling J, Wasteson E, Glimelius B, Sjödén P-O, Nordin K: Substantial
changes in life. Perceptions in patients with newly diagnosed advanced
cancer and their spouses. Cancer Nurs 2004, 27(5):381–388.

17. Little M, Jordens CF, Paul K, Montgomery K, Philipson B: Liminality:
a major category of the experience of cancer illness. Soc Sci Med 1998,
47(10):1485–1494.

18. Kleem P, Miller MA, Fernsler J: Demands of illness in people treated for
colorectal cancer. Oncol Nurs Forum 2000, 27(4):633–639.

19. Khatri S, Whiteley I, Gullick J, Wildbore C: Marking time: the temporal
experience of Gastrointestinal cancer. Contemp Nurse 2012, 41(2):146–159.

20. Moene M, Bergbom I, Skott C: Patients' existential situation prior to
colorectal surgery. J Adv Nurs 2006, 54(2):199–207.

21. Halldórsdóttir S, Hamrin E: Experiencing existential changes: the lived
experience of having cancer. Cancer Nurs 1996, 19(1):29–36.

22. Andreassen S, Randers I, Näslund E, Stockeld D, Mattiasson A-C:
Patients’ experiences of living with oesophageal cancer. J Clin Nurs 2006,
15(6):685–695.

23. Pascal J, Endacott R: Ethical and existential challenges associated with
cancer diagnosis. J Med Ethics 2010, 36(59):279–283.

24. Sand L: Existential Challenges and Coping in Palliative Cancer Care. Experience
of Patients and Family Members, Ph D thesis. Solna: Karolinska Institutet,
Department for Oncology and Pathology; 2008.

25. Ferlay J, Shin H-R, Bray F, Forman D, Mathers C, Maxwell Parkin D:
Estimates of worldwide burden of cancer in 2008: GLOBOCAN 2008.
Int J Cancer 2010, 127(12):2839–2917.

26. Fallowfield L: Giving sad and bad news. Lancet 1993,
20(8843):476–478. 341.

27. Fallowfield L, Jenkins V: Communicating sad, bad and difficult news in
medicine. Lancet 2004, 24(9405):312–319. 363.

28. Öhlen J, Wallengren Gustafsson C, Friberg F: Making sense of receiving
palliative treatment: its significance to palliative cancer care
communication and information provision. Cancer Nurs 2012,
36(4):265–273. 2012 Oct 9. [Epub ahead of print].

29. Friberg F, Öhlen J: Searching for knowledge and understanding while
living with impending death – a phenomenological case study. Int J Qua
studies Health Well-being 2007, 2:217–226.

30. Hancock K, Clayton JM, Parker SM, Walder S, Butow PN, Carrick S, Currow D,
Ghersi D, Glare P, Hagerty R, Tattersall MH: Truth-telling in discussing
prognosis in advanced life-limiting illnesses: a systematic review.
Palliat Med 2007, 21(6):507–517.

31. Friberg F, Öhlen J: Reflective exploration of Beekman’s participant
experience. Qual Health Res 2010, 20(2):273–280. 28.

32. Ashworth P: The phenomenology of the lifeworld and social psychology.
Soc Psychol Rev 2003, 5(1):18–34.

33. Ricouer P: From Text to Action: Essays in Hermeneutics II. London: Athlone;
1991.

34. Lindseth A, Norberg A: A phenomenological hermeneutical method for
researching lived experience. Scand J Car Sci 2004, 18(2):145–153.

35. Frid I, Öhlen J, Bergbom I: On the use of narratives in nursing research.
J of Advanced Nursing 2000, 32(3):695–703.

36. Dewey J: Human Nature and Human Conduct: An Introduction to Social
Psychology. New York: Dover Publication Inc; 2005.
37. Romanoff BD, Thompson BE: Meaning construction in palliative care: the
use of narrative, ritual, and the expressive arts. Am J Hosp Palliat Care
2006, 23(4):309–316. Review.

38. la Cour K, Johannessen H, Josephsson S: Activity and meaning making in
the everyday lives of people with advanced cancer. Palliat Support Care
2009, 7(4):469–479.

39. Carlander I: Me-ness and We-ness in a Modified Everyday Life Close Death at
Home. PhD thesis. Solna: Karolinska institutet, Department of Neurobiology,
Care Sciences and Society; 2011.

40. Friedrichsen M: Different Ways Cancer Patients, Family Members and
Physicians Experience Information in the Transition to the Late Palliative Phase.
PhD thesis. Linköping: Linköping University, Department of Biomedicine and
Surgery, Palliative Research Unit; 2002.

41. Strang S: Spiritual/Existential Issues in Palliative Care. With Special Reference to
Patients with Brain Tumours and their Spouses. PhD thesis. Gothenburg:
Gothenburg University, Department of Oncology; 2002.

42. Browall M, Melin Johansson C, Strang S, Danielsson E, Henoch I: Health care
staff´s opinions about existential issues among patients with cancer.
Pall and supp care 2010, 8:59–68.

43. Puchalski C, Ferrel B, Virani R, Otis Green S, Baird P, Bull J, Chochinov H, Handzo G,
Nelsen Becker H, Prince Paul M, Pugliese K, Sulmasy D: Improving the quality of
spiritual care as a dimension of palliative care: the report of the Consensus
Conference. J Palliat Med 2009, 12(10):885–904.

44. Rujis CD, Kerkhof AJ, van der Wal G, Onwuteaka-Philipsen BD: The broad
spectrum of unbearable suffering in end-of-life cancer studied in Dutch
primary care. BMC Palliat Care 2012, 11:12.

45. Öhlén J, Bengtsson J, Skott C, Segesten K: Being in a lived retreat – embodied
meaning of alleviated suffering. Cancer Nurs 2002, 25(4):318–325.

46. Hermann CP: Spiritual needs of dying patients: a qualitative study.
Oncol Nurs Forum 2001, 28(1):67–72.

47. Henoch I, Danielsson E: Existential concerns among patients with cancer
and interventions to meet them: an integrative literature review.
Psycho-Oncology 2009, 18:225–236.

48. Barazzetti G, Borreani C, Miccinesi G, Toscani F:What “best practise” could be
in Palliative Care: an analysis of statement on practise and ethics expressed
by the main Health organizations. BMC Palliat Care 2010, 9:1–31.

doi:10.1186/1472-684X-13-28
Cite this article as: Karlsson et al.: Meanings of existential uncertainty
and certainty for people diagnosed with cancer and receiving palliative
treatment: a life-world phenomenological study. BMC Palliative Care
2014 13:28.
Submit your next manuscript to BioMed Central
and take full advantage of: 

• Convenient online submission

• Thorough peer review

• No space constraints or color figure charges

• Immediate publication on acceptance

• Inclusion in PubMed, CAS, Scopus and Google Scholar

• Research which is freely available for redistribution

Submit your manuscript at 
www.biomedcentral.com/submit


	Abstract
	Background
	Methods
	Results
	Conclusions

	Background
	Methods
	Study design
	Participants and setting
	Data collection
	Data analysis
	Ethical considerations

	Results
	Spheres of existential uncertainty and certainty
	Bodily changes

	Everyday situations
	Companionship with others
	Healthcare situations
	The natural environment
	Meanings related to moving between existential uncertainty and certainty
	Struggling with an uncertain future: living in the present

	Confronting one’s own impending death: developing insight about finite lifespan
	Changing one’s view on life and self: experiencing personal growth
	Interpreted whole

	Discussion
	The method

	Results
	Conclusions
	Competing interests
	Authors’ contributions
	Acknowledgements
	Author details
	References

