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Abstract
Background: Knowledge of the experiences of coping in patients with incurable 
cancer is essential for high- quality palliative and end- of- life care.
Aim and Objective: To describe the coping experiences of patients with incurable 
cancer in hospice care to better develop patient- centred care.
Methods: The data for this qualitative study were collected through semi structured 
interviews, with patients with incurable cancer in hospice care (N = 20) and ana-
lysed with inductive content analysis. Ethical and organisational approvals were 
obtained, and the participants received both verbal and written information before 
consenting to participate.
Results: The patients' coping was enhanced with their involvement in treatment- 
related decisions. Valuing day- to- day living and coping with emotional stressors 
helped them accept their own life situations. Accepting their increasing fragility was 
enhanced by their self- reappraisal. The patients found security in the possibility of 
receiving support when they needed it. Although the ordinariness of dying in hos-
pice care settings was sometimes too much to bear, they understood dying to be a 
part of the natural cycle of life. They questioned the responsiveness of healthcare 
services because they felt that they were not always heard.
Study Limitations: Because this study was limited to a specific population of can-
cer patients in hospice care, the results might not be generalised to other patient 
groups with chronic diseases or other palliative care settings.
Conclusions: The experiences of patients in hospice care of coping with incurable 
cancer were reminiscent of the common coping process descriptions. Surprisingly, 
even though participants voiced that they had accepted their situation, dying itself 
was something they did not find crucial to discuss. The crucial aspects –  without 
being in denial –  dealt more with focusing on positive thinking and facing life.
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INTRODUCTION

Patients with incurable cancer in hospice care often expe-
rience an increasing need for support in accepting uncer-
tainty in their everyday lives [1]. To avoid overwhelming 
feelings of uncertainty and develop procedures that enable 
the management of and coping with the disease through 
the whole cancer trajectory, including hospice care, it is 
important to identify the challenging transitions imple-
mented in palliative care [2– 5]. In this context, uncertainty 
may be understood as one's unknown life expectancy 
which may provoke different psychological reactions [6]. 
In particular, anxiety may occur when incurable cancer 
patients face a situation where their disease is progressing 
despite oncologic therapies and there is no predictability 
regarding their lives [2, 7, 8].

The World Health Organization [9] defines palliative 
care (including hospice care) as the active and holistic 
treatment of patients facing incurable or life- threatening 
illness- related problems, and their loved ones, by reliev-
ing suffering. [9, 10]. Incurable cancer patients coping is 
enhanced in situations of healthcare professionals (HCPs) 
having a broader perspective of illness- related issues [5]. 
It is worth noting that during a cancer patient's care path, 
their life goals [1, 11] and knowledge expectations may 
vary [12, 13]. Patients prefer being given reliable informa-
tion face to face [5, 12, 13] but they also search for infor-
mation from the internet, or the eHealth tools offered to 
them [5, 13].

Incurable cancer also impacts social participation and 
contributions. It is crucial to remember that the care of-
fered must be tailored to the individual and that the pa-
tient needs to be amenable to the care offered. [4, 14]. 
Patients with incurable diseases have complex care needs. 
Thus, care assessments should be done comprehensively, 
and all HCPs should share an understanding of the dis-
ease's impact on the patient [2, 14, 15].

There is no consensus regarding the term patient- 
centred care (PCC), even though it has become perva-
sive [16]. In the hospice phase, it is crucial to clarify the 
patient's individual needs because not all patients die 
within a few weeks. Common symptoms, fatigue, and 
pain affect patients' functional capacity [17– 20] and the 
patients often suffer from psychological distress, death 
anxiety, the inability to cope and the fear of their con-
dition worsening in the near future [21– 24]. Cancer 
fatigue may be persistent and affect patient's social re-
lationships and quality of life. The situations in which 
patients express symptoms should be assessed and eval-
uated [25]. In the present study, PCC is understood as 
respecting the patient's wishes and expressed needs. 
We present the findings related to hospice care patients' 
experiences of their coping when living with incurable 

cancer. The results provide valuable information when 
developing patient- centred cancer nursing and in offer-
ing patient support.

MATERIALS AND METHODS

Design

The present study has a qualitative design. The qualitative 
method was chosen because of the nature of the studied 
phenomena and to explore the experiences of this group 
of patients entering the last phase of their lives [26].

Settings and participants

The participants were recruited from the inpatient ward 
or home care of one hospice in Finland. The partici-
pants were taken care of at home or in hospice wards, 
per wishes. The nurses in the hospice approached pa-
tients who met the inclusion criteria to inquire about 
their willingness to participate. To be eligible, the pa-
tient had to be (1) diagnosed with incurable cancer, (2) 
over 18 years of age, (3) able to give informed consent to 
the study and participate in the interview, (4) referred 
to the hospice, (5) admitted to the hospice's ward or 
receiving home care by the hospice and (6) should not 
have been receiving oncologic therapies. A total of 20 
patients were interviewed. Table 1 shows the participant 
characteristics.

T A B L E  1  Participant characteristics.

Characteristic
Patients 
(n = 20)

Age: median (range) 77 (58– 89)

Gender:

Female 15 (75%)

Male 5 (25%)

Living arrangement:

With spouse 7 (35%)

Alone with loved ones able to help 10 (50%)

Alone with no- one able to help 3 (15%)

Place of stay during interview:

Hospice ward 9 (45%)

Hospice home care 11 (55%)

Primary tumour site:

Breast 2 (10%)

Gastrointestinal 10 (50%)

Other 8 (40%)



   | 3VIITALA et al.

Data collection

The data were collected via semi structured interviews 
conducted from November 2019 to March 2020 and from 
October 2020 to December 2020 by the first author (AV), 
who is an experienced cancer nurse with qualifications in 
palliative care and qualitative methods. The interviewer 
was not involved in the care of the study participants. 
There was a pause in the interviews because of the man-
datory social distancing during the COVID- 19 pandemic. 
The participants were interviewed once face to face at 
the participants' preferred location. The length of the 
interviews was set according to the participant's condi-
tion. They also had an opportunity to rest during the in-
terviews. A literature- based thematic guide was followed 
when conducting the interviews. The topics included 
coping experiences during hospice care and the effects 
of incurable cancer on life. The interviews were audio- 
recorded and saved in the hospital password- protected 
database. The mean duration of the interview was 63 min 
(range 33– 105 min).

Data analysis

The act of transcribing was partly analytic and enhanced the 
researchers' consciousness of the data [27]. The interpreta-
tion was enhanced with field notes and diary entries, which 
helped the interviewer re- live the interview moments. A 
gisted transcription was used [27, 28], in which only those 
contents related to the research question were transcribed. 
In the transcription process, all personal information was an-
onymised. The data underwent inductive content analysis, 
guided by the research objective and question. This method 
significantly contributed to a deeper understanding of the 
participants' perceptions and experiences [29, 30]. The par-
ticipants' utterances deemed to describe the phenomenon 
were utilised as condensed meaning units of analysis and 
divided into subcategories and categories. Coding and cat-
egorising up to the subcategory level was carried out using 
the qualitative analysis software (QDAS) Atlas.ti tool [31, 
32]. After this, abstraction of the data was done manually, 
with team review support. In examining the data, attention 
was paid to relevant phenomenon- related factors and simi-
larities that emerged from the data [27]. An example of the 
analysis is shown in Table 2.

Ethical considerations

The current study was conducted in accordance with the 
Helsinki Declaration [33]. Ethical (58§ ETS R19110H) and 
organisational approvals were obtained. The participants 

received both verbal and written information before con-
senting to participate, and they were informed of their 
right to ask questions regarding the study.

Protecting the participants was a principle that was 
carefully evaluated. To capture study- specific phenom-
ena, the informants and their experiences were essential. 
The interviews proceeded on the terms of participants' 
feelings. The themes of the interview were modified by 
respecting the participants [33– 36]. The patients' vulnera-
bility may have been increased because of disease- related 
emotional issues that the participants might have had to 
face [37]. However, it has been shown that some partici-
pants may also benefit from interviews while being heard 
and getting the chance to reflect on their own stories with 
the interviewer [38].

RESULTS

The findings describe the coping of those patients with 
incurable cancer during palliative and end- of- life care, 
showing how the patients were being influenced by ele-
ments related to themselves and independent of them. 
The findings are presented in eight categories with 18 
subcategories (Table 3). Quotes are referenced with ‘f’ for 
female and ‘m’ for male participant.

Intrinsic factors influencing individuals' 
coping mechanisms

Valuing day- to- day living

Cherishing life

Living everyday life according to one's own abilities and 
cherishing every moment enabled the participants to do 
what was important to them. Planning the future was 
possible on a minor scale regardless of their approach-
ing death. The willingness to live in their own home was 
crucial, and they did everything possible within their ca-
pability to enable that. However, some participants were 
thinking of changing residence because of the disease 
situation, and some did ‘death cleaning’ to not leave to 
that chore for their loved ones. They tried to live life to 
the fullest and did not spend time mulling over the past. 
The participants were happy with the life they had lived, 
some even voicing that the incurable cancer may have 
given them more strength not to bend in the face of small 
adversities.

“In life, there are things for which you're 
able to do something, and then, there are 
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this disease and dying … You don't have the 
power over those. I've had a long life with 
my loved ones. Every day we've together is 
valuable.”

m17

Living without waiting to die

Death was not something the participants wanted to hasten, 
nor did they want to know the actual prognosis for the time 
they had left. Living day by day helped them understand 

that they were, most of the time, quite happy after all. They 
felt that at zest for life and trying to be humorous every now 
and then were supporting factors. They had small mercies 
because of their disease situation, such as not worrying 
about weight or slipping in a swearword every now and 
then. They felt that their waiting time was over.

“I was thinking that because it seems that I'll 
after all have my 80th birthday, I'll organise a 
huge party, because why not. It is my money 
for me to spend.”

m20

T A B L E  2  Example of the analytical process.

Meaning units Condensed meaning units Subcategories Categories

“I will die in near future even if I do not think 
about that all the time. I do not see life like 
that, that. well I should have just wait for 
death and be depressed. My moment is 
now and I will live the best out of it.”

The rest of the life is not waiting for 
the dying moment to happen.

Living without waiting 
to die

Valuing day- to- day 
living

“There has been a lot to think about and to 
handle in different phases of incurable 
cancer. I do not want to whinge to all the 
time to my spouse, it is not his fault that I 
have cancer.”

Own emotions are a lot to handle. Observing own feelings Managing emotional 
stressors

“Someone once said to me, that one has to 
understand that when it is time to die, you 
die. But when it is not one's time to die, 
you'll have to live your life. That is pretty 
much the way I think it. Dying belongs to 
life.”

You live when you are alive and die 
when you die.

Death as natural 
continuum of life

Accepting death as a 
part of life

“I voiced my toughts that let's stop the chemo. 
The doctor let me do the decision, or 
so I felt it. even though it was like well 
grounded first by doctor. Deep down I 
understood that this was correct decision 
to make. Good conversations, which 
helped me.”

The decision to end chemotherapy 
done together.

Being involved in 
decision- making 
during care

Active role in 
treatment 
decisions

“I am still the same, even though I am very 
sick. Cancer does not define me or what 
I am.”

Valuing self as sick person as much 
as being healthy.

Valuing self Adapting with the 
deteriorating self

“I have a permission to go to hospice 
whenever I need to, if I cannot make it no 
longer at home.”

Permission to apply to hospice when 
needed.

Receiving help when 
needed

Relying on support 
facilities

“It is just that in hospice, when you could 
spend a moment in lobby, the personnel 
always transfer died roommates to the 
morgue. That is not only sad but also 
too much. like, you can not be without 
thinking that you might be next.”

The continuous presence of the death 
in hospice is distressing.

Facing overload of 
dying in hospice

Hospice- related 
feeling of 
discomfort

“I wish that they had time and they could 
really listen to me and my wishes. what 
I have to say. Like they do not hear, even 
they listen. They are thinking already their 
day forward, they do not stop.

The healthcare professionals do 
not see a individual behind the 
disease.

Lack of dialogue Questioning the 
susceptibility of 
healthcare
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Furthermore, doing enjoyable things, such as listening 
to books or going to the sauna, helped them not to think 
about their disease situation. Sleeping was also found to 
be enjoyable because it offered an opportunity to be free of 
their disease- controlled life. Discussions with others were 
preferred when handling issues other than the disease or 
dying because keeping up positive conversations and rec-
ollecting happy memories helped the participants get rid 
of melancholy.

Managing emotional stressors

Observing own feelings

The participants reported that their own emotions were 
a lot to handle sometimes. They occasionally chose 
the possibility of being alone with their own thoughts 
rather than sharing everything with others. There were 
situations in which it was not possible to get rid of feel-
ings of depression. The feeling of an always present dis-
ease seemed to increase their hopelessness. However, 
the conflicting thoughts between lingering in sadness 
and then turning towards happiness finally led them 
to being quite satisfied with their days of reasonable 
well- being.

“I live now in such a phase that even if today 
might be a reasonable or a bad day, I under-
line that it is at least reasonable. And the 
silver lining in the cloud is that, tomorrow I 
might feel better.”

f7

The shock of the incurable cancer diagnosis disrupting their 
life was voiced. This led to the feeling of unfairness because 
the participants suddenly found themselves going from liv-
ing a healthy life to a limited one with incurable cancer. The 
feeling of unbelievable shock was also related to the termi-
nation of disease- controlling therapy.

Bearing the fear of dying

The termination of disease- controlling therapy was per-
ceived as a bridge to death. The approaching death caused 
fear, and it was not easy to accept or even think about it. They 
wished for dying itself to be as easy as possible. Reading the 
battle stories of celebrities was said to be annoying.

“I don't like following in the media, celeb-
rities or actors' battle stories. I didn't have 
the opportunity to fight my own battle with 

cancer or to choose a healthy life. I'm afraid of 
dying. Does that make me a loser?” 

f2

Fear of dying also entailed worrying about loved ones, and 
it was understood as an emotional stressor. The participants 
understood that their loved ones did not necessarily have 
the strength to discuss the incurable nature of the cancer 
and that they were also frightened about the impending loss 
of their loved one.

Vanishing meaning of life

Time felt long and thoughts were heavy when their health 
conditions worsened. The participants lost their interest 
in activities, which led to the feeling of being incapable 
with no interest in focusing on anything new in life or in-
vesting in themselves. Life with an incurable cancer signi-
fied a new era described by a few participants as involving 
scheduled waiting for help from others as a bedridden 
patient as well as a feeling of not being as valuable as pa-
tients who were more independent. They had to accept 
being dependent on the help offered.

“You must be waiting for help and for heav-
en's sake, don't call for help when it is the 
nurses' report- time. They also have many 
other patients. They say, that I'll come as soon 
as I can. It feels to me that the other patient is 
more important than me.”

f23

This part of their lives was characterised as being eternally 
tired, with sleep never taking away the tiredness or brighten-
ing them up. This inevitably led to a narrowed social sphere, 
which occasionally also implied, as the patients described, 
the unfortunate result of being lonely and feeling that life 
had no meaning.

Active role in treatment decisions

Involvement in decision- making during care

When involved in decision making, the participants felt 
that they were being heard, and they reported a good re-
lationship with the HCPs, which also gave them a sense 
of security and helped them accept the distress caused 
by the diagnosis. The clinic visits entailed an open, 
transparent conversation about their disease situation, 
and the participants felt they were supported in facing 
the limited lives.
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“The doctor said that he'd recommend for 
me not to start disease- controlling chemo be-
cause of my poor physical condition. I'd feel 
even worse. We decided my care would be 
continued in hospice.” 

f1

Appreciating treatment possibilities

Some of the participants experienced that their lives were 
longer thanks to chemotherapy. The participants trusted 
the HCPs. This satisfaction extended to the healthcare sec-
tor as a whole, as well as to the possibility of being accepted 

as a participant in clinical studies. In independent symptom 
treatment, the participants valued the knowledge and guid-
ance they had received during clinic visits, which helped 
them be active in their own care. Chemotherapy was de-
scribed as quite demanding because of occasionally heavy 
side effects. After the ending of chemotherapies, the partici-
pants tended to feel better and valued the time that was now 
free of schedules caused by clinic visits.

“Now I've time to do what I wish without hav-
ing to think of chemo- schedules. It was good 
that there was a chemo- option for me, but 
now it's used and that's it.” 

f21

T A B L E  3  Factors influencing the coping of patients with incurable cancer in hospice care settings.

Intrinsic factors 
influencing individuals’

coping mechanisms 

Valuing day-to-day living    
- cherising life 
- living without wai�ng to die         

Managing emo�onal stressors
- observing own feelings
- bearing the fear of dying
- vanishing meaning of life

Ac�ve role in treatment decisions 
- being involved in decision making during care
- apprecia�ng treatment possibili�es

Adap�ng with the detoriora�ng self 
- valuing self
- adap�ng to a disease-controlled life

Accep�ng death as a part of life 
- death as natural con�nuum of life
- adap�ng the unstable future �meframe 
- connec�ng with symbolic future

Extrinsic factors 
influencing  individuals’ 

coping mechanisms 

Relying on support facili�es
- empowering effect of loved ones
- receiving help when needed

Hospice-related feelings of discomfort 
- prejudices about hospice care
- facing overload of dying in hospice

Ques�oning the responsivess of healthcare
- lack of dialogue
- visits being a burden rather than relief
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Adapting to the deteriorating self

Valuing self

Even while entering the last phase of their lives, the par-
ticipants felt that the disease did not define them and that 
they still had all their dignity left. The symptom- free days 
helped them better cope, and they were doing everything 
in their power to enhance their well- being. Being seriously 
ill, however, did not help them grow as human beings.

“I'm not at all wiser now, nor more forgiving. 
Actually, quite the opposite. I mean, I didn't 
grow up being a better person. Having an in-
curable cancer doesn't make me a hero.”

f7

Adapting to a disease- controlled life

Resilience to adapt to a disease- controlled life was 
enhanced when one's financial situation was stable. 
However, many participants stated that the uncertainty 
of life because of incurable cancer was present every 
day, and a few said that the life of being incurably ill 
felt unfair.

“I've had rich a life and seen a lot. However, I 
feel like I have not seen anything. Like, being 
here and thinking about my life with ups and 
downs and all the people in it. It motivates 
me to be, instead of former me of being am-
bitious, proud … I'm an ordinary person and 
a result of my life. Here and now. Take it or 
leave it.” 

f1

Their worsening health condition was annoying, and the 
limitations of endurance were difficult to acknowledge. 
The majority of the participants discussed the limited pos-
sibility of being independent leading to their own existence 
seeming to be more fragile. Some said that the symptoms 
decrease their own possibilities to cope with the incurable 
cancer, leading to less night- time sleep, a loss of appetite and 
being labelled a sick person.

Accepting death as a part of life

Death as a natural continuum of life

The older participants believed that it was only natural 
to leave life behind when they were old. The younger 

participants experienced incurable cancer as something 
to live through as part of life. There was no possibility of 
choosing their diagnosis outcomes, and they experienced 
that thinking about it was useless. This was understood 
as having a realistic understanding of life as a whole, as 
defined by destiny.

“When you're aged, it might help you cope 
with the disease. Like you're ready for 
changes in life. You also understand it better 
that dying is not something you're able to bar-
gain with.” 

f10

The participants tried to solve discrepancies in their social 
relations. Succeeding in this aim helped them to find peace 
with themselves, allowing for even the possibility to make 
plans for their own funerals, such as voicing their wishes 
to loved ones. For some participants religion offered the 
strength to accept one's own situation. A few also said that 
relying on life in heaven after death and religious mercy 
helped them cope.

Adapting the unstable future timeframe

Coping with the thought of time running out was demand-
ing and the participants felt unable to make plans for the 
future because of their varying conditions of well- being. 
Normal daily living stopped in these situations when the 
participant was facing their ever- changing expectations 
of the goals they had set for the rest of their limited lives. 
Previous cancer care histories enhanced the ability to cope 
with incurable cancer. As time went by, the participants 
learned to live with incurable cancer- focused life and ac-
cepting the disease situation enabled them to move on in 
life. The hospice day care centre visits offered peer support.

“I don't do plans for the future, or dying. 
I cannot do that, because if I did, it doesn't 
apply. The future changes day by day.” 

f14

Connecting with the symbolic future

Life after death was something that the participants oc-
casionally thought about. The finality of death felt bad to 
think about, and it was comforting to rely on the hope that 
life would continue in some form.

“I've been thinking of life in heaven is dying 
the end of everything. It gives me hope to 
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have faith that there might be something 
more to come who knows.” 

f1

The participants understood that their lives would continue 
in their loved ones. They also planned to leave their mark 
by writing a diary or notes of their lives. The memories and 
feelings of time spent together with loved ones were cher-
ished. Not having a common future with loved ones was 
considered very sad.

Extrinsic factors influencing individuals' 
coping mechanisms

Relying on different support facilities

Empowering effect of loved ones

Important support in coping with incurable cancer was 
received from loved ones. The participants were empow-
ered by family and friends from whom they received joy. 
The participants who were living with their spouse also 
mentioned that the relationship was valuable. Love and 
respect in an intimate relationship also allowed them to 
plan the rest of their lives together.

“Maybe it's because we've had such a long 
life together that we know and understand 
what we're thinking before it's said out loud. 
It helps.” 

f15

Receiving help when needed

Most of the participants felt that the help they received 
enabled them to stay at home longer. Some said that they 
would not be able to stay at home at all if they did not have 
home care or loved ones. Moreover, the possibility of ap-
plying to the hospice ward if needed increased their sense 
of security. When they had regular episodes in the hos-
pice ward, they described those incidents as feeling cared 
for and therefore having the possibility to rehabilitate to a 
condition that was manageable at home.

“It's good that they (home care and loved 
ones) allow me to do my things myself as long 
as possible. Having the knowledge of the pos-
sibility of applying to hospice whenever gives 
me so much security. I'll get help if I need it.” 

m13

Hospice- related feelings of discomfort

Prejudices towards hospice care

Although dying was understood as natural, the partici-
pants had prejudices about hospice care. They would have 
preferred more time in familiarising themselves with the 
idea of the end of hospital visits and the care continuing in 
hospice. This prejudice mainly entailed the thought of the 
hospice being a place to die in a week or two.

“There was such a rush with transferring my 
care to hospice. They could've just said to me 
that when I want to, I can contact hospice. 
But it all had to happen on the same day. My 
mind didn't keep up with that and I felt that 
hospital doctors wanted to get rid of me.” 

f4

Facing the overload of dying in hospice

Many of the participants voiced that in hospice, they had 
to face too much death. The ever- present presence of death 
was too distressing. Dying as such an everyday occasion 
in the hospice gave the participants a sense of insecurity. 
They had to face the knowledge of being on the last leg of 
their lives with no way out every day. It was like standing 
in the final position before death, waiting at its doorstep.

“I don't like seeing nurses transferring dead 
people from patient rooms to the chapel. And 
then the candlelight every day in the corridor 
just as reminding us that we're dying soon.” 

f15

Questioning the responsiveness  
of healthcare

Lack of dialogue

Although most of the participants appreciated the treat-
ment possibilities and care offered, they concurrently 
felt that they were not heard. To clarify, the participants 
were able to recognise the different actors in cancer care 
and common experiences were that once they referred 
to palliative care or to the hospice, dialogue became bet-
ter. Despite this, some of them felt that they were invis-
ible behind the illness. A few also experienced that their 
wishes and preferences were neither sought nor heard. 
Some of the participants also voiced that the HCPs were 
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not emphatic, they were too outspoken, and the different 
specialties in hospital organisations did not have dialogue 
among themselves to act in the best interest of the patient.

“Hospital and hospice staff don't always un-
derstand that there's no one way fits for all in 
offering the care.” 

m13

Visits being a burden rather than a relief

A few of the participants voiced, that continuous visits to 
the hospital and meeting different oncologists each time 
were burdensome and stressed them because they had 
to be aware of what kind of bad news they would get. 
Some of the participants also perceived themselves as a 
burden to the HCPs. Therefore, they chose not to speak 
their minds during hospital visits, which led to a situa-
tion in which they did not prefer to have an active role 
in treatment- related decision making. They also felt that 
the diagnosis was not discussed directly and that they had 
to read between the lines to understand it. Moreover, it 
was emphasised that the decision to end the treatment 
could have been made earlier. This led to questioning not 
only the healthcare services' shortcomings but also the 
treatment- related decisions made.

“I had metastases everywhere and still they 
needed a biopsy. What's the point in taking it? 
The doctor should've have understood this. He 
consulted someone and biopsy wasn't taken.” 

f24

DISCUSSION

The participants' coping was influenced by both intrinsic 
and extrinsic factors. Intrinsic factors, such as valuing their 
day- to- day living and accepting their impending death, 
showed that the participants used different coping strate-
gies, such as focusing on positive sides of life and avoiding 
of negative issues. Avoidance did not mean denial; they 
accepted their situation and were realistic about it. This 
finding is in line with those of Nipp et al. [39] and Liao 
et al. [40]. In addition, according to our study and previous 
studies, coping was increased in situations where the par-
ticipants had an active role in treatment- related decision 
making and where their opinions were valued. They felt 
like they were part of the team, playing on the same side 
as the HCPs [41– 43]. It has also been shown in previous 
studies and further supported by the present study that 
increasing the active role of patients and offering more 

care- related information decreases uncertainty and adds 
positivity [42, 44– 46].

Notably, the participants did not find it essential to 
talk about death and dying. In line with Gurp et al. [47] 
and Lindhardt et al. [48] the participants experienced in-
creasing fragility and had to manage the emotional stress-
ors that were considered negative. As in other studies, 
some of the participants described life as meaningless, 
and living a reduced life sometimes made them feel less 
valuable than when they were in a better condition and 
independent. However, they tried their best to adapt to 
the deteriorating selves. This led to an understanding that 
they still had dignity and that they wanted to be acknowl-
edged as vital and living [47, 49]. In these situations, they 
trusted the extrinsic factors influencing their coping and 
were confident that they would be helped if needed. In 
addition, they strongly relied on the support of loved ones. 
Similar findings have emerged in previous studies on pa-
tients with incurable cancer [5, 50, 51].

The participants in the present study sometimes felt 
invisible in the hospital or hospice settings. This is a wor-
rying trend, that has not been previously reported to the 
best of our knowledge. They had feelings of discomfort 
related to hospice care, and they even questioned the 
HCPs' shortcomings in caring for patients with incurable 
cancer. Here the HCPs should increase their competence 
and monitor patients regularly to determine how they are 
coping. There are several patient- reported outcome tools 
that may be used in monitoring unmet needs in pallia-
tive care [24] and in hospice care [39, 52, 53]. In line with 
previous studies, our results have highlighted that a dia-
logue between patients and HCPs was often lacking, and 
the patients took this to mean that they were not being 
heard [54– 56]. Even though the participants valued treat-
ment and care, the communication itself needed to be 
better. Mead and Bower have described one of the PCC 
framework dimensions to be patient- as- person [56]. PCC 
may not be conceptualised solely based on patient expe-
rience because, then, the organisations might lose focus 
on other PCC key components, such as care integration 
and coordination [16]. However, in PCC communication 
is essential because there may be a significant difference 
between what is important for patients and what profes-
sionals assume is important. Indeed, respectfully listening 
to patients must be at the core of care in hospice, which 
is recommended by Gonella et al. [57] and is regarded to 
be of utmost importance by the participants in our study.

Strengths and limitations

By interviewing patients with incurable cancer, the 
unique experiences from the subjective perspective of this 
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patient subgroup were investigated, which was a major 
strength. Other strengths of the current study included 
the inclusion of patients with different types of cancer and 
the use of interviews as a data collection method. The in-
terviews were carried out by a specialist cancer nurse with 
expertise in palliative care, which promoted trustworthi-
ness. The interviews took place either in the participants' 
homes or in the hospice, facilitating genuine interactions 
between the participants and interviewer.

Credibility was increased by using the participants' di-
rect quotations in reporting the results. Transferability of 
the results was enhanced by establishing the participants' 
characteristics. Dependability was confirmed by aligning 
the research aim and inclusion criteria and providing de-
tails of the data collection and analysis. Confirmability 
was increased by reflection on the analysis process and 
data abstraction between the authors [58, 59]. Using 
QDAS can increase the quality of analysis by increasing 
the accuracy, consistency and transparency [31, 32]. The 
inductive analysis allowed for capturing the key concepts 
driving the relationship between patients' experiences of 
their coping with incurable cancer [29, 30].

As with other qualitative studies, the limitations were 
related to the generalisability of the results. However, the 
present study provides insights into important aspects 
when improving PCC. Our results cannot be generalised 
to patients with chronic diseases other than cancer (e.g., 
ALS, Alzheimer's) because disease trajectories differ sig-
nificantly. Nevertheless, we are convinced that our study 
provides important clinical implications that may also 
be transferable to other chronic diseases. In addition, be-
cause the current study was conducted only among pa-
tients taken care of by a hospice, our findings may not be 
fully generalised to patients in other settings of palliative 
care [58, 59].

CONCLUSION

The present study extends the knowledge and enriches 
the limited literature concerning the experiences of cop-
ing among hospice patients suffering from incurable can-
cer. The results have shown that mainly their coping was 
emotion focused, which may be understood as human 
beings' ability to cope with even the hardest situations in 
life. Quite surprisingly, even though most of the partici-
pants stated that they had accepted their situation, death 
and dying was something they did not find important 
to discuss often. The more valuable issues for them —  
without actually being in denial — delt more with focus-
ing on positive thinking and facing life and not thinking 
of death. The participants presented multiple forms of 
coping. This provides directions for future studies in the 

end- of- life care field and for interventions to improve the 
patients' well- being. The field of end- of- life expertise will 
also benefit from examining how the early integration of 
palliative care for patients with any incurable disease in-
fluences their coping strategies over the course of their 
illness.
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