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Life after cancer treatment – existential experiences of longing
Venke Ueland a, Kristine Rørtveita,b, Elin Dysvik a and Bodil Furnes a

aFaculty of Health Sciences, University of Stavanger, Stavanger, Norway; bResearcher of Psychiatric Nursing at Department of Research, 
Stavanger University Hospital, Stavanger, Norway

ABSTRACT
Purpose: The study aimed to gain insight into existential longing as experienced by people 
treated for cancer.
Method: An exploratory phenomenological–hermeneutical design was used, and data were 
collected through in-depth interviews with 21 people recruited from a cancer organization.
Results: Three themes emerged: longing to be oneself, longing for relief from suffering, and 
longing for rootedness. The theoretical understanding of well-being developed by Todres and 
Galvin was used to illuminate how the life-fulfilling power of longing is inherent in dwelling– 
mobility.
Conclusions: During the theoretical interpretation and discussion of these findings, a new 
analytic step revealed a state of uncertainty that can influence longing. The findings of this 
study may help fill the gap in the current health-care approach to cancer survivors by 
highlighting the importance of a new professional perspective of listening to patients 
describe their existential burden. Such an approach may create greater clarity and thereby 
allow longing to flow more freely towards future possibilities and well-being.
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Introduction

There seems to be limited research about longing as 
experienced after cancer treatment (Ueland et al., 
2018). Longing might provide a fruitful perspective 
(Ahrberg et al., 2010) for understanding an indivi
dual’s unique existential cancer journey and for 
improving holistic care (Ellingson & Borofka, 2020; 
Hvidt, 2017; Mikkelsen et al., 2008). Thinkers within 
philosophy, religion, and psychology have written 
about how elusive the phenomenon longing seems 
to be because it is deeply rooted in the existential 
world of humans (Dalton, 2009). Longing can also be 
a personal experience that belongs to human exis
tence within health and suffering. Listening to 
a person describe longing might be helpful for unify
ing a complete life by addressing both loss and the 
possibility of moving towards the processes of recon
ciliation (Ueland et al., 2015).

Cancer survivorship has been conceptualized as 
the period after a traumatic event that alters 
a person’s perceptions of self, the world, and pos
sible futures (Peck, 2008; Tindle et al., 2019). Long- 
term survival after cancer has increased with 
advances in early diagnosis and treatments. 
About half of patients diagnosed with cancer will 
survive for 10 years or more (Lagergren et al., 
2019). There is a need for increased knowledge 
about the lived existential experiences related to 

the disease and its treatment (Hvidt, 2017; Knox, 
2018; Mikkelsen et al., 2008).

Some studies have claimed that going through 
cancer treatment requires the person to face a new 
reality that is shaped by the side effects and late 
effects of treatments such as damage caused by che
motherapy, radiation, surgery, medications, and other 
treatments (Ellingson & Borofka, 2020; Knox, 2018; 
Seiler & Jenewein, 2019). The resultant suffering may 
be reflected as physical, cognitive, emotional, sexual, 
or social struggles. In addition, after cancer treatment, 
the person may experience restricted capacity in 
everyday life caused by emotional distress, depres
sion, anxiety, sleep problems, and fatigue (Ellingson, 
2017; Ellingson & Borofka, 2020; Jakobsen et al., 2018; 
Knox, 2018; Seiler & Jenewein, 2019).

Studies have shown that, in addition to various 
side effects and late effects, cancer can induce irrevoc
able experiences of oneself as different according to 
personal identity, which may lead the patient to strive 
to find a firm footing in their sense of self (Knox, 2018; 
Little, Sayers et al., 2000; Tindle et al., 2019). The 
journey after cancer treatment is a critical time for 
many because the biomedical treatment may leave 
the patient feeling alienated within his or her lived 
body (Hvidt, 2017). To be alienated in this way is to 
experience the world as no longer the same and in 
which the person exists in a state of liminality in 
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between different living spaces (Little, Paul et al., 
2000).

Much of the research on life after cancer treatment 
is limited to symptom-based measures focused pri
marily on psychosocial needs, particularly anxiety 
and depression (Tindle et al., 2019). To our knowl
edge, few research studies have focused on the 
embodied existential lived experiences associated 
with life after cancer treatment (Ellingson, 2017; 
Ellingson & Borofka, 2020; Hvidt, 2017; Knox, 2018, 
2020; Mikkelsen et al., 2008; Tindle et al., 2019). Our 
study was initiated to obtain knowledge about exis
tential longing and to initiate a discourse for people 
after cancer treatment that is more broadly represen
tative of this group (Tindle et al., 2019). A life phe
nomenon such as longing is important to the 
existential life and is often overlooked by health-care 
professionals (Delmar, 2006). Landstad and Åhrberg 
claim that longing encompasses ideas, emotions, 
and values that influence people’s self-awareness 
and view of their situation (Landstad & Åhrberg, 
2018).

We suggest that it may be fruitful to focus on 
longing, which is a personally authentic phenomenon. 
Following the research mentioned above, in this study 
we explored the experiences of people after cancer 
treatment from their perspective to capture the phe
nomenon of longing. We suggest that a lifeworld 
perspective may be beneficial by focusing on longing.

This approach requires consideration of the term 
cancer survivor because research has demonstrated 
that it does not capture the individual’s lived experi
ences (Berry et al., 2019; Ellingson, 2017). In this paper, 
we use the words often mentioned by the partici
pants in this study because these terms better reflect 
the lived experience of survivors, such as treated for 
cancer, beyond cancer, and life after cancer treatment.

Aim

This study aimed to obtain insight into existential 
longing as experienced by people treated for cancer.

Theoretical perspective

People living after cancer treatment face physical, 
social, and existential burdens and, like others who 
have experienced trauma, they seem to be challenged 
by the experience of well-being. Eriksson defines 
health as soundness, freshness, and well-being 
(Eriksson, 2018). Longing may be powerful because 
it involves the search for something significant that 
helps one achieve health and well-being. A person 
can experience moments of well-being even while 
striving to live one’s life (Ueland et al., 2015). From 
a caring science perspective, well-being is a subjective 
experience that is closely related to longing, which 

represents an expression of a person’s unique inner 
world (Eriksson, 1994; Ueland et al., 2018).

Todres and Galvin’s existential theory of well-being 
as dwelling–mobility is characterized by the unity of 
two experienced modes—“dwelling” as the feeling of 
being at home in the present and “mobility” as the 
feeling of unrest when searching for future possibili
ties (Todres & Galvin, 2010). Todres (2004, p. 2) claims 
that the “wound of longing” might be a gate to some 
of our deepest existential possibilities because long
ing touches our human concerns to a degree that has 
been called “spiritual” or “ontological.” Todres (2004) 
provides a strong connection between longing and 
moving towards well-being. The dwelling–mobility 
theory can be used to extend the understanding of 
a patient’s lived experiences of longing after cancer 
treatment.

When experiencing health challenges, uncertainty 
is a dynamic experience that may have a major effect 
on the patient’s experience related to illness (Mishel, 
1990). This understanding is consistent with the find
ings of research into cancer patients’ experiences 
throughout their cancer journey. The picture of 
patients’ diverse and dynamic experiences of uncer
tainty in the different stages of their illness trajectory 
is complex (Dauphin et al., 2020; Hall et al., 2014). 
Uncertainty may affect a patient’s sense of control, 
direction in life, and structure of equilibrium (Hansen 
et al., 2012).

Methodology

Our study used an exploratory phenomenological– 
hermeneutical approach involving qualitative inter
views (Gadamer, 2007; Galvin & Todres, 2013). 
A lifeworld approach is advisable for gaining 
a deeper understanding of the phenomenon of long
ing by investigating the first-person perspective on 
the phenomenon (Dahlberg et al., 2008) and consid
ering the person’s experiential “views from inside” 
(Galvin & Todres, 2013). According to Gadamer 
(2007), meaning is contextual because people under
stand themselves through the worlds in which they 
live. In our study, hermeneutical understanding 
means that longing is interpreted in the interplay of 
both the whole and parts in the hermeneutic circle.

Data collection

We recruited participants among adults who had 
experienced cancer treatment and had been in con
tact with a local Cancer Association in the south of 
Norway in 2019. A purposive sample was suitable 
because the participants are proficient and well 
informed of the phenomenon of interest. We received 
an overwhelming response from people who were 
willing to talk in detail and decided to take anyone 
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who agreed. The age range of these participants was 
28–72 years, and there was a reasonable balance of 
sex (6 men and 15 women) (Table I). The participants 
had all been affected by different types of cancer and 
treatments: nine had breast cancer, four had prostate 
cancer, two had colorectal cancer, two had gynaeco
logical cancer, two had testicular cancer, one had 
Hodgkin’s lymphoma, and one had non-Hodgkin 
/CNS lymphoma. Most had finished cancer treatment 
4 years before the study.

The inclusion criteria were that the participant had 
undergone cancer treatment, was feeling healthy at 
the time of the study, was motivated to participate as 
an individual in an in-depth interview, and was willing 
to share their experiences. One patient had recently 
been informed about cancer metastases but was still 
interviewed because of his experiences of life after 
cancer treatment.

Participants were invited to join the study through 
the Cancer Association leader who provided written 
information to those who were in contact with the 
Cancer Association. Interested people contacted the 
first author directly to ensure anonymity. After agree
ing to join the study, each participant contacted the 
first author to plan the location and time for the 
interview.

The interviews were led by the first author in 
a meeting room at the Cancer Association’s offices 
and lasted for 60–90 minutes each. An interview 
guide was used with an open approach in the in- 
depth interviews, and nuances were explored by ask
ing follow-up questions. The interviews always started 
with the same line, “Please tell me about your experi
ences of longing as experienced by you after being 
treated for cancer.” The follow-up questions focused 

on the participant’s thoughts and feelings related to 
longing in the context of their post-cancer experi
ences. The term longing was not explicitly defined 
for the participants, and the interviewer was open to 
the individual participant’s notion of what longing 
means without giving a specific definition. The inter
views focused on the participants’ existential situa
tion. Openness towards the subject, descriptions of 
the topic, and an attempt to disregard prior knowl
edge were central to the approach. The interviews 
were audiotaped and transcribed verbatim, and the 
transcriptions provided the empirical data material for 
this study.

Data analysis

The text was analysed and interpreted on the self- 
understanding level, commonsense level, and finally 
theoretical level of understanding (Table II) (Kvale & 
Brinkmann, 2009). This process was consistent with 
the hermeneutical movement between the particular 
and the whole. The researchers’ preunderstanding 
was derived from a theoretical and clinical nursing 
perspective, which was based on the belief that long
ing is an essential existential phenomenon for 
a person struggling with health issues. All authors 

Table I. Background Information of the Participants who 
have received cancer treatment.

Sex
Age 

(Years) Occupation Year of Treatment Completion

Female 35 Working 2016
Female 38 Sick leave 2019
Female 40 Working 2015
Female 42 Working 2018
Female 48 Working 2015
Female 50 Disability benefit 2017
Female 50 Working 2018
Female 52 Working 2015
Female 56 Sick leave 2016
Female 57 Working 2017
Female 57 Working 2009
Female 60 Working 2017
Female 65 Disability benefit 2016
Female 72 Retired 2015
Female 72 Retired 2017
Male 28 Working 2016
Male 42 Working 2010
Male 53 Working 2012
Male 53 Working 2016
Male 58 Disability benefit 2018
Male 64 Retired 2018

There is no correspondence between the table listing and the number in 
the findings. 

(N = 21). 

Table II. Examples of three contexts of interpretations.
Three levels of interpretations

Self-understanding
Common 

sense Theoretical interpretation

I would have longed to be 
normal, with no 
limitations to my life … 
My longing would be 
that it never 
happened … I just want 
to be myself. … There’s 
a grief of losing myself 
in a way … I don’t feel 
quite the same. There’s 
a new distance there.

Longing to 
be myself

Longing is intertwined in 
dwelling–mobility, 
a movement towards 
wellbeing. Uncertainty 
can be glimpsed which 
have impact on longing. 
Living in a condition of 
uncertainty might 
suppress the movement 
of longing towards 
future possibility. 
Reducing the 
uncertainty create more 
clarity and thereby 
might relief longing to 
flow more freely 
towards well-being.

My longings? I hope my 
pains gradually will let 
go … … When I wake 
up it’s so painful that 
I can just forget about 
going back to sleep 
again. One day without 
pain. That would’ve 
been fantastic! I don’t 
need a month. I need 
one day!

Longing for 
relief 
from 
suffering

My longing is to be 
healthy … You live with 
a small shadow next to 
you … The fear of 
getting cancer again is 
much more present 
now, since I’ve had 
cancer and have seen 
that my body is capable 
of producing it 
(cancer) … I actually 
have great problems 
thinking ahead. It’s 
uninteresting in a way.

Longing for 
a safe 
place in 
time.
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were involved in the interpretation and all levels of 
analysis. The entire text was read and reread, an 
intuitive initial holistic understanding was derived, 
and fragments of significance emerged.

Self-understanding
The co-authors participated in further reading, analy
sis, and discussion to reach consensus. First, the inter
pretation aimed to reveal the participants’ self- 
understanding. Next, meaning units were organized 
and coded into small headings and arranged under 
preliminary headings.

Common sense
The participants’ self-understanding was reformu
lated, a new level of abstraction emerged, and the 
units in the text were systematized. This was visua
lized as interconnected topics. In this process, new 
levels of abstraction took form and yielded the three 
themes that are presented in the Results section.

Theoretical interpretation
This interpretation is based on relevant theories and 
previous studies of the subject. The relevant theories 
that may deepen understanding of the findings are 
presented in the Theoretical interpretation and dis
cussion section (Kvale & Brinkmann, 2009).

Ethical considerations

The study was approved by the Ethical Committee 
and by the Norwegian Social Science Data Services 
(no 2018/2278). The participants provided their con
sent after receiving written information about the 
project. Confidentiality was guaranteed, and informa
tion mentioned the right of participants to withdraw 
from the study without needing to give any reason. 
Deidentified data have been stored in line with strict 
procedures at the University of Stavanger and the 
Ethical Committee and access is limited to the first 
author. The participants were informed that they had 
access to support from professionals at the clinic, if 
needed, after the interviews.

Findings

The following findings represent the participants’ 
descriptions of their existential experiences of longing 
after cancer treatment. The participants were invited 
to reveal their longings by acknowledging their life as 
it feels at present. Based on the self-understanding 
level and commonsense level, the following themes 
were analysed: Longing to be oneself, Longing for 
relief from suffering, and Longing for rootedness.

We present the findings in the form of quotes by the 
participants as a way to give voice to their self- 
understanding. Following each theme, we offer an 

interpretation at the commonsense level. Longing is 
evident in the empirical data and the participants’ 
statements.

Longing to be oneself

All participants experienced that life has changed and 
that they are living a different life. This experience 
creates a longing for oneself as the participant 
once was.

(Participant 3) I’m not really sure if I’m longing for 
much … I feel I’ve found the formula … that I’ve 
reached a calm that makes me have a good life. 
I long only for being left in peace and being with 
myself … And, of course, it depends on what kind of 
values you have in life and what you want to spend 
your resources on. (Participant 8) I’ve come to know 
myself better. … learned about my inner resources. 
(Participant 9) Yes, there’s a new inner life; it was 
there all the time, maybe, but it has become more 
apparent. 

The participants expressed a longing for self but at 
the same time satisfaction with themselves. They have 
reached a deeper understanding of themselves, and 
their longing rests within a clarified frame of life. 
Although more restricted than before, life seems to 
be good.

Some participants commented that their social life 
has become more confined and that they found it 
challenging to accept they are living a more with
drawn existence.

(Participant 14) What I reacted to when it was over, 
and I’d become cancer free, were people’s expecta
tions. They were probably thinking, “Now that you’ve 
recovered you can move on with your life.” However, 
you can’t just move on. (Participant 3) Meeting up 
with people is something I don’t need at all … I will 
not spend my days on such things … What I yearn for 
is not having to justify this to myself. … And maybe 
being more open about it, so that people find the 
courage to comment on it. (Participant 21) Other 
people look upon it as whining, that’s why it’s com
forting to talk about it to someone who knows what 
it feels like to be tired and worried, and what it costs 
to go through this illness. And who can say, “Yippee 
for being alive”—that’s part of it, too. However, 
there’s always a “but” afterward. 

The participants noted a longing for others to recog
nize the changes in their lives. They ask themselves 
whether the people they interact with really acknowl
edge the changes. Although they feel good about the 
limitations on their social lives, at the same time, they 
feel the outside world is not yet capable of meeting 
them where they are. Discerning between inner and 
outer voices may be difficult.

Being afflicted with cancer, and going through 
treatment, has left some scars. Life will never be the 
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same, and participants struggle persistently to find 
themselves and to reach self-understanding.

(Participant 8) I long for a life that resembles a more 
normal life, like it was before. (Participant 2) You don’t 
return to the person you were before. Too much has 
happened to make this possible. (Participant 13) 
I would have longed to be normal, with no limitations 
to my life. To be able to do things, to feel passio
nately about something. Because when I really go in 
for something, … it’s a strain on my body, my body 
doesn’t tolerate it, committing to things the way 
I did … (Participant 14) Perhaps tiredness is going 
to stay with me for the rest of my life, so that I may 
never get back to what I was. You know you’ve 
become a limited person. (Participant 8) One thing 
I long for would be to go hiking in the mountains 
again. That’s a different kind of soreness. I guess that 
after a crisis, you will either get better or bitter, at 
least that’s what some people say. In some ways, I’ve 
become better. But at the same time, there’s so much 
grief to cope with. I think you cannot embrace all the 
grief at once. You need to attack bits and pieces. 
(Participant 17) My longing would be that it never 
happened, but of course, that’s only wishful thinking. 
I just want to be myself. … There’s a grief of losing 
myself in a way. It is as if I’ve lost some of my self- 
confidence. I don’t know. … My view of myself as 
well. … I don’t feel quite the same. There’s a new 
distance there. 

The participants expressed longing for oneself; that is, 
after cancer, one looks on and experiences oneself as 
different. The longing relates to being ordinary or 
normal and living everyday life as before. Illness has 
imposed restrictions on their way of life, and it is 
impossible to revert to where they once were. Living 
with tiredness limits living one’s life fully. Fatigue or 
tiredness can prevent one from engaging in life so 
that one might feel limited as a human being.

Longing for relief from suffering

The question, “What are your longings?” also evoked 
the pain and suffering experienced by some partici
pants. Common to these extremely taxing experi
ences is that suffering restricts the life being lived 
now. The participants expressed a longing for relief 
from suffering and to be able to live their life as 
desired.

(Participant 9) My longings? I hope my pains gradu
ally will vanish … so that I can rest my head on the 
pillow and sleep for one whole night. Being able to 
rest and wake up fully rested. (Participant 16) Where 
shall I start? I have prickling and tingling sensations in 
my arm … as a result of that, sleep has been reduced 
to a maximum of 2.5 hours a day. I wake in pain, … 
When I wake up, it’s so painful that I can just forget 
about going back to sleep again. One day without 
pain. That would be fantastic! I don’t need a month; 
I need just one day! Number two on my list is being 
able to play with MM (child) the way I wish to, it … 
sorry (tears). This is a very strong hope and wish for 

me … Being fully able to be the parent I want to be. 
(Participant 17) I guess the longing is for me to be 
myself … The pills make me feel I’m shrouded in 
a blanket. I do a lot of fun things, but that doesn’t 
always make me happy. What really makes me happy 
is when I’m happy in myself. And sometimes, if the 
dark blanket covers me, … the potential for being 
happy in myself just disappears. Because then every
thing becomes so complicated and difficult. 

These participants expressed a longing for relief from 
their pain and to have a proper rest. The damage to 
their body caused by their illness restricts their poten
tial to live a life in a manageable way without suffer
ing. They long for their pain and discomfort to be 
alleviated so they can live life fully.

Several participants sensed their losses acutely in 
relation to relationships, sexuality, and self-image. 
Their experience of self has changed because of 
weight gain, menopause, impaired potency, and an 
altered sexual self-image. Both women and men said 
they feel less attractive. Some women point to chal
lenges in the way they look upon themselves.

(Participant 21) Am I attractive? Am I good looking? 
I’m going to convince myself, and then him, that I’m 
still attractive. That I’m not damaged goods. 
(Participant 1) I’ve put on a lot of weight as well. It’s 
not cool at all. (Participant 18) My body feels stiff and 
old. You feel you’re not at all attractive. (Participant 
17) After my illness, I’ve become much more self- 
centered. I don’t like that. To be honest, I feel that 
the treatment has made me ugly; my self-image—my 
looks, my body, the feminine me. 

Changes in sexuality and body image influenced the 
way the participants feel about and look upon 
themselves.

(Participant 5) I guess my longings relate to having 
something to contribute … in a relationship and in 
married life. I’m struggling to adapt to that. I’ve had 
ups and downs where I’ve wanted to walk out on the 
relationship … I feel that I’m living in a shared house 
rather than being in a relationship. (Participant 17) 
I’ve put my life on hold. That goes for my sexual life, 
too … I just long to be normal and for things to work 
out … I guess that is the worst part. 

The participants commented on their longing to be 
able to live as a woman or man without suffering and 
loss of self. The losses have caused them to put their 
life on hold. They expressed sorrow relating to the 
changes in sexuality and their self-image as a woman 
or man. Their changed body affects their intimacy 
with their partners or those they live closely with. 
They long to alleviate the burden of not being able 
to experience sexuality as before.

Longing for rootedness

All participants mentioned the future, present, and 
past when invited to talk about their longings. It is 
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a challenging longing for rootedness in the tension 
between the past as it was and an uncertain future. 
Their fundamental longing is to be healthy.

(Participant 2) I know perfectly well I may become ill 
again. Being afflicted with cancer is a threat to 
a continued lease on life. (Participant 18) My longing 
is to be healthy. I think this is the fundamental long
ing. You live with a small shadow next to you. You’re 
living with it, but you don’t let it take too much 
space … If I’m very tired, it will hit me harder, or if 
I feel very well, it suddenly becomes much more 
threatening. (Participant 9) I hope I’ll not experience 
a relapse. The fear of getting cancer again is much 
more present now since I’ve had cancer and have 
seen that my body is capable of producing it (cancer). 

Their longings relate to remaining healthy in the 
future. Having suffered from cancer has meant that 
the finality of life has become closer. Although they 
no longer have cancer, they are constantly reminded 
it may return. Participants live in a constant state of 
uncertainty in which they recognize themselves as 
different.

Several participants said that having cancer makes 
it difficult to plan ahead.

(Participant 2) I actually have great problems thinking 
ahead. It’s uninteresting in a way. It’s the here and 
now that counts. (Participant 13) I don’t really long for 
anything at all. I have only hope and faith. … You 
may easily get lost when you long for things. It 
becomes so intangible. Longing is something one 
has been—something one wishes to return to. Or 
you can long for things in the future. My longings 
look backward, maybe. Faith and hope—that’s what 
you need, but longings, I don’t know about that. To 
me, it’s not the most positive word, but sore—to long 
for something. (Participant 15) That’s the problem. 
I don’t long for anything, apart from wishing that 
I could long for something. Like waking up in the 
night craving an ice cream. Or wanting to go to the 
cinema. Or going on a vacation. But I’ve put a lid on 
all that to be on the safe side. To avoid disappoint
ment, you know. 

The participants experience their longing for the 
future differently, and several are struggling with 
their tentative relationship with this longing. Some 
noted that they may not focus on longing for 
a future as much as in the past. The participants 
have put their longings on hold, although they may 
long for the future at another time. It is challenging to 
deal with their longing because they do not know 
whether the future they long for is possible. Some 
participants harbour longings that seem endless and 
impossible.

(Participant 21) After some time, after chemotherapy 
or the cancer, … I start to fear that the illness will 
come back. … I get so impatient with the rest of my 
life … I don’t need a vacation; I just want my every
day life to be somewhere else … Sometimes I get 
desperate inside. I become very sad because I feel 

I’m not satisfied with my current life even though 
everything’s okay. But, I’m in a hurry, and that’s 
probably mostly because I don’t have the same 
time perspective as everybody else; I dare not hope 
for that … This has created additional unrest. I don’t 
want to die without having done more in my life. 
I must fulfill my longing … (Participant 17) My long
ing would be that it never happened, but that’s 
wishful thinking … (Participant 4) I long for the life 
I had before, when I was surrounded by everybody 
I love, when I could go home to my mum and dad. 

When the participants opened up to talk about their 
longings, they revealed longings that have no bound
aries. They longed to be somewhere else, away from 
the here and now, in another time, another place. 
They felt that they might become more rooted in 
life in another place. They commented that this long
ing is like looking for oneself, without finding oneself 
where one actually is. The participants longed to be 
able to catch up with life more. Their ultimate longing 
was directed towards their dreams and appeared as 
a boundless longing. There seemed to be a longing 
for a past that they no longer have access to.

Theoretical interpretation and discussion

This study aimed to gain insight into longing as experi
enced by people having been treated for cancer. Our 
analysis of their perspectives showed three main themes: 
Longing to be oneself, Longing for relief from suffering, and 
Longing for rootedness. Through a new analytic step, the 
themes revealed a state of uncertainty that affects their 
longing. Uncertainty was apparent as they were looking 
for a new foothold in life. Because they had suffered from 
various side effects and late effects and questioned 
whether life will be the same as before, they did not 
dare to long for a more livable future. Such uncertainty 
seems to relate to all the changes they had experienced 
in life as a result of having cancer.

When seen through the lens of longing, the per
spectives of these cancer survivors reveal that burden
some existential experiences remain after cancer 
treatment. The existential challenges seem to relate 
to changes in self-knowledge, self-perception, every
day life, relationships, thoughts about the future, and 
different health challenges. This state of uncertainty 
seems to involve questioning the basic perceptions of 
oneself. This is consistent with the description by 
Hansen et al. of the uncertainty related to being on 
constant alert and the feeling that life may be unpre
dictable because it is influenced by health and an 
unknown future (Hansen et al., 2012).

Todres and Galvin’s elaboration of longing as 
a significant power in dwelling–mobility sheds some 
light on the understanding of how uncertainty affects 
longing. Dwelling–mobility is part of a dynamic move
ment and is experienced as an openness to 
a simultaneous longing for stability and peace while 
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also longing for adventure and expanse (Galvin & 
Todres, 2013; Todres & Galvin, 2010). This reflects 
that longing is intertwined with dwelling–mobility.

By looking first at dwelling as one side of dwelling– 
mobility (Todres & Galvin, 2010), we understand that 
dwelling means recognizing one’s situation, acknowl
edging what is there, and then finding oneself within 
that situation, which becomes a sense of rootedness. 
Everyday life might be a form of “being at home,” 
which might provide a protective refuge. Dwelling 
can also refer to attunement to one’s existence and 
“coming home” to one’s situation (Galvin & Todres, 
2013).

It is this sense of rootedness, a feeling of “being at 
home” and finding refuge in everyday life, that 
seems to be a challenge after cancer treatment. 
Everyday life with the context of a dwelling place 
may no longer seem to be rooted. This existential 
change has also been reported by others (Hvidt, 
2017; Knox, 2018; Little, Sayers et al., 2000; Tindle 
et al., 2019). Existential experiences after cancer 
treatment can be understood as a disruption of the 
lifeworld (Ueland et al., 2020). The participants in our 
study perceived a kind of loss of rootedness, which 
appeared as their uncertainty related to recognizing 
themselves as different compared with before their 
cancer treatment. The uncertainty noted by these 
participants reflected their realization that their life 
has changed but it may be unclear how and what 
their current life has become. This observation was 
noted by Dauphin et al. (2020), who claimed that 
when primary treatment ends, patients enter 
a transition period in which they must adapt to 
a new life. This was also reflected in our study in 
the challenge for patients learning how to live with 
the significant burden of the cancer journey and with 
the possibility of recurrence.

It seems that uncertainty can blur and complicate 
the feelings of being at home in oneself and in the 
present life because of the loss of the sense of refuge 
in one’s present everyday life (dwelling). This seems to 
narrow the living space because the uncertainty in 
everyday life can suppress the dynamic power of 
longing. Because one does not feel at home in one’s 
life, there might not be any firm footing from which 
to start one’s longing. It may also be difficult to see 
clearly what life is like and what one longs for because 
life feels different and there are significant health 
challenges to handle in everyday life. As observed in 
other studies, living with uncertainty may lead to 
a feeling of otherness or something unknown, which 
cancer survivors may feel unable to avoid or manage 
(Ellingson & Borofka, 2020; Hvidt, 2017; Knox, 2020). 
At its extremes, uncertainty may increase the burdens 
of life, and being uncertain about oneself and one’s 
place in the world may threaten one’s existence 
(Peters et al., 2017; Van Den Bos, 2009).

The other movement towards well-being—mobility 
(Todres & Galvin, 2010)—can be described as the 
power to let go of something as it was before and 
search for the future. Mobility is a basic condition of 
life that carries a sense of unfinishedness that requires 
one to seek future possibilities (Todres & Galvin, 
2010). Being able to let the vulnerable longing unfold 
can help to make life flow more freely towards well- 
being. Longing can provide the strength to move on 
and to expand one’s living space. This means that the 
movement of longing flows freely only when one can 
both find a place in the present (dwelling) and, at the 
same time, allow the power of longing to lead to the 
search for something that has not yet arrived (mobi
lity) (Todres & Galvin, 2010). Then, longing might 
release the power of life and become a force for well- 
being (Ueland et al., 2018).

Our findings suggest that future mobility is, in 
some ways, restricted. There is a longing for rooted
ness, and the future is experienced as challenging and 
different. The participants do not seem to relate to the 
future in the same way as before having cancer. 
Longing for relief from suffering because of the 
major health challenges seems to overshadow life 
after cancer treatment and to limit a person’s ability 
to look ahead. The participants in our study men
tioned having a closed-off relationship with the future 
because of the losses, limitations, and worries about 
recurrence as part of the cancer journey. We also 
found that longing was restricted by not longing for 
anything in the future but instead longing for the life 
lived before having cancer—even as far back as 
childhood.

Longing for a former life before cancer seems to 
reveal a struggle with dwelling–mobility (Galvin & 
Todres, 2013; Todres & Galvin, 2010). Longing for the 
past makes one more vulnerable because this is 
a longing for what is unattainable (Ueland et al., 
2018). When longing focuses on the past, one can 
become fixed in an isolated state of mind, and life 
seems to lack continuity and does not pulsate and 
flow freely (Todres, 2004). Our interpretation of our 
findings is that it may be difficult to relate to the 
future if one does not find refuge in one’s present 
condition. This view is consistent with Dauphin et al.’s 
view (2020) that experiencing uncertainty after cancer 
treatment shapes the individual’s perspective on the 
present and the future, and positions that person in 
an ambiguous relationship with time. When this hap
pens, the past can seem too close yet the future is 
receding, which can lead to the feeling of being 
“frozen in time” (Galvin & Todres, 2013, p. 101), as if 
the future has been locked away. Cancer survivors 
seem to be anxious about how the future will be 
affected by cancer treatment because illness can be 
experienced as a continuous effort to find a new 
sense of equilibrium in life (Dauphin et al., 2020). If 
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longing remains mainly retrospective, loss and melan
choly are given more room than longing for future 
possibilities (Ueland et al., 2018).

Uncertainty seems to suppress longing. 
Acknowledging uncertainty may allow one to be 
open to allow for longing and thus release the pro
cesses of movement to flow again (Ueland et al., 
2018). This could become possible by introducing 
space for self-reflection and self-knowledge. Longing 
connects people to time as they dwell in the past, 
present, and future (Ueland et al., 2018). Through 
one’s innermost longing, it might be possible to 
experience a transition and slow transformation of 
self as a long-lasting inner movement (Galvin & 
Todres, 2013). This suggests that people may be 
able to move beyond the experience of cancer 
through self-reflection and an awakening of selfhood 
(Knox, 2020). This movement could be facilitated by 
acknowledging one’s uncertainty as caused by the 
losses and embodied health challenges, and using 
this self-knowledge to move beyond the uncertainty 
and, hopefully, towards a more existential well-being. 
This flow is created by giving access to longing, 
encouraging self-reflection, and supporting the exis
tential journey (Knox, 2018).

As noted by Dauphin et al. (2020), when treatment 
ends, patients enter a transition period in which they 
have to adapt to a new life. Cancer survivors talk 
about their situation as a period of enduring uncer
tainty, even after active treatment has ended. They 
seem to be living with disappointment about the fact 
their life and they had changed, which made it impos
sible to return to the way they were before cancer.

In our study, we saw glimpses of a breakthrough 
about uncertainty in some participants. Carefully 
using the processes of self-knowledge and self- 
awareness may help people after cancer treatment 
move towards an ongoing inclusion of what has 
been lost and changed, the challenges, and the 
potential to move forward.

Todres uses the poetic term “the wound of long
ing” when noting that humans are deeply vulnerable 
and touched by longing (Todres, 2004, p. 2). 
Nevertheless, honest and vulnerable longing provides 
a place where one can rest, and it is also about how 
one bears this longing and even finds it as a gate to 
some of one’s deepest existential possibilities (Todres, 
2004, p. 2). Given that longing is intertwined in dwell
ing–mobility and as the movement towards well- 
being, living with uncertainty might suppress the 
movement of longing towards future possibilities. 
Listening to patients describe their longing may pro
vide a path to finding refuge in the present as 
a foundation for expanding life towards the future. 
Reducing the uncertainty may create greater clarity, 
thereby allow longing to flow more freely towards 
well-being.

Conclusion

The study results emphasize that after cancer, survi
vors are striving for a firm footing in the present and 
the future. Our study provides an existential perspec
tive on well-being that may fill a gap in the current 
approach to the individual patient’s burden remaining 
after cancer treatment. The expressions of longing 
expressed by participants in our study reveal that 
living beyond cancer treatment is an uncertain condi
tion. The theoretical understanding of well-being 
reveals how the life-fulfiling power of longing inher
ent in the dwelling–mobility movement is limited by 
the person’s condition of uncertainty. Our findings 
may help to reduce the gap in the current health- 
care approach to cancer survivors by highlighting 
how uncertainty can suppress longing and cause the 
patient to lose clarity and the potential to live fully in 
both the present and future.

Rehabilitation after cancer treatment should 
acknowledge the individual patient’s existential bur
den and challenges beyond cancer disease and treat
ment. Providing space for self-reflection and self- 
knowledge may promote the transformation pro
cesses towards greater well-being. Thus, expressing 
longing may help to promote relief from suffering, 
reduce uncertainty, and contribute to greater open
ness about the future.

When viewed from an existential perspective, the 
two important concepts within cancer survivorship, 
longing and uncertainty, may help to expand the 
understanding of ways to improve well-being for 
this group of people. Longing might reveal what 
really matters to the person after cancer treatment 
ends. Future research is needed to understand more 
about the existential experiences after cancer treat
ment through the lens of longing. Research is needed 
to understand fully the relationship between longing 
as an inherent power in dwelling–mobility and mov
ing towards well-being, and how uncertainty can 
affect longing.

Methodological considerations

One strength of our study is the interviews with 21 
participants and the inclusion of both men and 
women of different ages who had experienced the 
individual burden of cancer disease and treatment. 
The information power appears to be strong, given 
that sample specificity provided adequate information 
and the data material comprised rich and detailed 
descriptions based on the study’s aim and established 
theory (Malterud et al., 2016). It is not possible to 
grasp the whole understanding of the phenomenon 
of longing because longing is implicit in the person’s 
inner world. It was therefore important that the phe
nomenon of longing not be defined in a limited way, 
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although we found it important during the interviews 
to provide openings to elicit a rich description of the 
participants’ experiences of longing. The interpreta
tion of longing in light of Galvin and Todres’ theore
tical perspective on well-being has proven to be 
a suitable framework for synthesizing existing knowl
edge and for extending the sources of knowledge 
beyond the empirical interview data (Malterud et al., 
2016).

A limitation of our study is that the biomedical 
background classified according to cancer type, treat
ment, late effects, and side effects or enduring 
damage do not relate to the findings. However, the 
purpose of the study was to describe the lived experi
ences of cancer survivors by fostering an openness 
towards the participants’ descriptions of their subjec
tive experiences and not by using the more concrete 
biomedical approach. Another limitation of the study 
is that the approach to the interviews lacked 
a theoretical understanding or definition of longing. 
However, because this was an explorative study, we 
did not aim for complete descriptions of all aspects of 
longing, and we believe we have contributed substan
tially to in-depth knowledge about longing as experi
enced by people facing a challenging health problem 
(Malterud et al., 2016). The strong theoretical founda
tion relating to longing appeared after the data were 
analysed, as occurs when using the phenomenologi
cal approach. Another weakness is that there were 
more women than men in our study, and the 
women were slightly older than the men. Additional 
insights might be gained if there had been more men 
in the study.

We suggest that the insights into the phenomenon 
of longing shown here provide insight into the exis
tential experiences after cancer treatment and allow 
for some degree of transferability by considering the 
culture and the context.

Implications for practice

A new professional perspective is needed for health- 
care providers who offer individual post-cancer treat
ment. The processes of longing for life fulfilment rely 
on acknowledging and understanding oneself in 
a new situation. Our study reveals existential chal
lenges after cancer treatment that require a better 
follow-up of this patient group. The establishment of 
rehabilitation services in which health-care profes
sionals can take the time to follow the individual 
patient’s existential movement towards well-being 
beyond their cancer treatment would make 
a difference to patients. Hearing about the individual’s 
longings may help each patient create a personally 
authentic experience and to find a direction in life 
after cancer treatment. The emerging self- 
understanding of the individual’s unique existential 

cancer journey may help to clarify the issues and 
lessen uncertainty. Giving space for self-reflection 
and self-knowledge might provide the opportunity 
for the person to gain an authentic individual way to 
work towards future well-being. Health-care providers 
working in cancer rehabilitation should use a holistic 
approach by considering their patients’ existential 
burden. One-to-one counselling for the purpose of 
sharing the experience of longing is expedient. 
Confirmation of the state of uncertainty will help 
individual patients to leave behind what is impossible 
to reach, to live in the present, and to be open to the 
possibilities of the future.
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