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ordinariness in life,

perceive quality of life.

and when we are struck by illness, we begin to reflect
on what QoL really means to us." To many healthy
people, cancer is the opposite of QoL because it has a nega-
tive meaning that triggers thoughts of immense pain, a grim

Illness affects the quality of life (QoL) in many ways,

maintaining a positive life,

This study describes incurably ill cancer patients’ perceptions of the quality of life at the
end of life. Purposeful sampling was used to get as comprehensive descriptions as
possible about quality of life. Five patients participated in repeated focus groups.
Content analysis showed that the patients emphasized what they could perform and

enjoy in daily life, not their shortcomings. Five themes were developed: “valuing

" “alleviated suffering,” “’significant

relations,” and “managing life when ill.” The themes describe that the patients
could participate in daily and social life despite cancer. Relation with family and
palliative team deepened during the progress of illness in such that a resonance
developed in communication. Other important findings were that patients’ memories
helped them to maintain a positive life and that the patients used individual
strategies to relive pain by emotional and physical distractions. For the patients,
managing life as ill meant taking actions with creative thinking in solving problems as
a way to cope and achieve quality of life. These positive findings from the focus

groups have led to continued research regarding how patients with incurable cancer

death, and dependency. It is difficult to understand that
having cancer may in fact facilitate new perspectives on life.”
Patients with cancer comprise the largest group in Sweden
that is currently offered palliative care,” and the goal for
medical and nursing staff is to provide patients and their
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relatives with the best possible QoL.% To achieve this, a valid
description of the content in QoL at the end of life in the
palliative context is needed.

m Background

In 2000, 10 million people in the world became ill with cancer,
60% of which died that same year due to their illness. In
Sweden, 22,000 people die every year in different cancer
diagnoses, many of whom require qualified palliative care at
some time or other during their illness.”

The context for this study is palliative homecare, and
previous studies describe that patients at the end of life are
often offered palliative care, in accordance with their wishes,
at home with support from relatives and professional
teams.”” One important goal for nurses involved in palliative
care is to assess the manner in which patents respond to
illness, regardless of in which environments these patients are
cared for.® Nurses in palliative care have a most worthwhile
mission to accomplish, and this is to secure QoL for patients
at the end of life.” Quality of life is indeed more in focus here
than in any other specific sphere of nursing.'” Previous
studies often describe that to live with cancer is problem-
atical''? and that patients’ needs go unmet.'*'* The
problems described are related to patients’ QoL in palliative
care, and very few studies describe what patients with cancer
experience as positive aspects of life despite their incurable
cancer. In a Dutch study, QoL-related problems are described
from physical, psychological, social, and spiritual dimensions.
Other problems can be patient’s varying demands for
information, economical problems, and difficulties in han-
dling different care situations.'’

In a review of 400 articles, many studies were described as
being designed to illuminate experiences of physical symp-
toms such as pain and fatigue. Few studies have focused on
psychological and spiritual dimensions.'"® However, it has
been emphasized in earlier research that patients in palliative
care value the meaningful aspects in life more than bodily
functions and relief of physical symptoms.'” The sense of
meaning also contributes to the total QoL both for patients
and relatives during the last weeks in life. Another important
issue in QoL can be the sense of security, which can be
dependent on to what extent patients get support and help
from professionals and relatives.'® According to several
authors, it is important to define QoL from the individual’s
perspective' ' because QoL is a subjective feeling or has a
subjective nature.”*>® This means that QoL as a concept is
overarching and broad and includes many various aspects of
human life.*> Nevertheless, QoL is an important concept in
healthcare, and sustaining a good QoL is as important as
curing or preserving life.”*

In clinical practice, 2 of the authors (CM] and BA) met
patients with incurable cancer, receiving homecare, and who,
during certain periods, experienced surprisingly good QoL
despite their progressive illness. The authors in this study
wanted to explore the patients’ perceptions of QoL in an
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unprejudiced way and to contribute to a better understanding
of how we could maintain and even improve QoL at the
end of life relevant to these patients suffering from an in-
curable cancer.

m Aim

The aim of this study was to describe patients’ perceptions of
QoL in incurable cancer at the end of life.

m Method

Participants

Five participants selected from a group of 25 patients with
incurable cancer living in the County of Jimtland in central
Sweden participated in this focus group study. The patients
were all designated to a palliative homecare team. They all
spoke and understood Swedish, and most had lived with the
illness for a couple of years or more since they first got their
diagnosis. Most had also lived with metastasis since several
months and lived only for a short time after the last interview.
This criterion is important because cancer is defined as
incurable from the day metastasis is confirmed (Table 1). The
participants were physically active more than 50% of their
waken time and were cared for at home, with support from

Table 1 * Demographic and Clinical
Information
Demographic Information (N = 5)
Sex
Women 3
Men 2
Age
Median 65y
Range 54-76 y
Civil status
Married 2
Single 3
Education
Upper secondary school 4
College 1
Clinical Information (N = 5)
Cancer site
Breast cancer 2
Cancer of the bile duct 1
Prostate cancer 1
Cancer of the bladder 1
Time since verified incurable illness
Median 8 mo
Range 3-40 mo
Survival after the last focus group interview
Median 4 mo
Range 38 d-10 mo

Johansson et al
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relatives and a palliative homecare team. To constitute a
motivated and purposeful sample, nurses and physicians in
the palliative team were asked to sample possible participants.
The nurses suggested presumptive patients who fulfilled the
above-mentioned criteria to the first author (CMJ). The
patients were then contacted by telephone. When the patients
were interested in participation, the first author sent a letter
of information. Patients were excluded from the study if it
was confirmed by the physicians in the palliative team or
from medical records that the patient had dementia or
memory problems or if it was assessed by the nurses and
physicians in the team that the patient was more confined to
bed than he/she is physically active.

Procedure

Presumptive patients were informed by letter on the purpose
of the study, the focus group procedures, issues relating to
confidentiality, and informed consent. They received the
informed consent in writing, which was included with the
letter of information. A week after the information was sent,
the first author and moderator (CMYJ) telephoned the patients
for confirmation regarding participation. Patients who agreed
to participate were informed of the place and time for the
focus group meeting. The focus group met on 3 occasions at
a county hospital during a 6-week period in the autumn of
2003. Before each focus group meeting, the moderator
contacted the 5 participants by telephone. It was important
that the patients had the strength to participate and that they
did not feel worried about participating in the focus group.
Despite suffering from an incurable illness, the patients made
arrangements to enable them to participate because they
considered the focus group discussions as important. Each
audio-taped focus group discussion took approximately 90
minutes. The room in which the focus group discussions took
place was quiet and peaceful, with a pleasantly designed
interior and space enough to accommodate a smaller focus
group quite comfortably. The tape recorder was placed in the
middle of a square table for the best sound recording. Chairs
were placed around the table to facilitate eye contact between
the participants. Coffee or tea, sandwiches, cookies, and fruit
were served after the interviews.

The purpose of the first meeting was to investigate the
patients’ perceptions of how the illness influenced QoL in
daily life. It was important to commence the first meeting
with the focus group with a broad and open question and in
an unprejudiced way to acquire as profuse information as
possible. The key question was “Please describe what it is like
to live with incurable cancer.” The intention with the second
focus group meeting was to discuss existential questions. The
key question was “Please describe what you consider as
meaningful in life.” In the third and last focus group
meeting, the participants were asked to describe the concept
“quality of life” from the key question “When you hear the
word quality of life what is the first thing you think of?”

The moderator (CM]J) carried out the focus group
meetings, and the assisting moderator (BA) took notes (which
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were not used in the analysis) in case the tape recorder broke
down. A few rules were introduced at the beginning of the 3
focus group meetings.”>*® Before each key question, opening
and introductory questions were asked to provide the patients
an opportunity to tell the others about themselves. After every
key question, transition and ending questions were asked, for
example, what the patients thought had been the most
important issue during the discussions.”> After each focus
group meeting, the moderators discussed what they consid-
ered had been most significant findings during the meeting.

Analysis

Qualitative analysis of focus groups can be used to search for
trends and patterns in a text, and the method of analysis
should be practical, systematic, and verifiable.”> With this in
mind, content analysis inspired by Krippendorff*” was
selected. Content analysis can be used in several ways, but
the important issue is that the text analyzed should take place
in a specific context chosen by the researcher. The purpose of
the analysis was to describe and interpret the concealed
message in the texts. The analysis of data proceeded according
to the following steps:

1. The first author (CM]) listened to the tapes and read the
verbatim texts (150 pages) several times; this reading gave
an initial understanding of the text. The other authors (BA
and ED) also read the text several times.

2. During the reading of the texts, key words for each
paragraph were written down in the right margin. They
were a help to organizing the text and to finding parts that
had similar content.

3. The texts from all 3 focus groups formed 1 text. To better
check the parts in the whole text, the text of first focus
group discussion was marked with a red color; that of the
second, with blue; and that of the third, with black. These
colors made it obvious what meaning unit belonged to
which focus group.

4. Meaning units that related to QoL were removed from this
whole text and were arranged in a database program
(Microsoft Word). This text formed a new text with
meaning units that was placed for further analysis in a
schematic table. In this analysis, condensed meaning units,
codes, subthemes, and themes emerged from these mean-
ing units. This is illustrated with 1 example in Table 2.

The analysis was performed by the first author (CMJ).
The second (BA) and third (ED) authors examined the
analysis. All the authors had several meetings in which they
discussed the most trustworthy way of presenting data.

Ethical Considerations

The Ethical Committee (Um No. 01-320011113) at the
Medical Faculty, Umed University, approved the study. In the
focus group discussions, people are afforded the opportunity to
decide to what extent they will share their opinions and
experiences with the group. For example, they can choose not
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Table 2 * Example of Meaning Unit, Condensed Meaning Unit, Code, Subtheme, and Theme

able to carry out

their hobbies.

has been a really good day...And I
was fishing at the weekend, which
was really positive, and in this
weather! Using nets and everything
that’s hard work. My shoulder is a
problem, hurts all over. Difficult to
use a net. But I found it most
enjoyable...”

to talk about sensitive matters. Despite this, participants may
still feel that they reveal too much of themselves in front of the
others in the group. To prevent this, it is important for the
moderator to create an atmosphere in which the participants
feel secure and will experience the situation as meaningful.

m Findings

Five themes, with relevant subthemes, and their relation to
each key question from focus group discussions 1 to 3 are
presented in Table 3 and exemplified with relevant quota-
tions in Table 4.

Valuing Ordinariness in Daily Life

The theme “valuing ordinariness in daily life” consists of the
subthemes “to appreciate normal things” and “to feel
functional.”

“To appreciate normal things” was described as a feeling
of satisfaction with life when the patients were able to carry
out activities throughout the day. The patients explained that
despite the circumstances, they felt satisfied with being able to
do housework and happy when they went out for a ride in the
car with relatives or friends. They were glad to be able to
perform the ordinary tasks of daily life.

Condensed
Meaning Unit Meaning Unit Code Subtheme Theme
“I have felt really well today. Pain, well Feel really well when Free of pain. Able Physical Alleviated
it’s like every other day, but today free of pain and are to be active. well-being suffering

“To feel functional” was described as being free from pain
and fatigue as possible and being able to balance rest and
physical activity. The importance of having the physical
strength to do things that they appreciated, like gardening or
other spare-time occupations, without being dependent on
others was highlighted. It was also essential to feel psychologi-
cally stable by keeping in good spirit and not being anxious or
unhappy. The patients stated that it was important to live their
lives more or less as they did before they became ill.

Alleviated Suffering

The theme “alleviated suffering” consists of the subthemes

EEINS

“physical well-being,” “psychological well-being,” and “per-
sonal strategies to relieve pain.”

“Physical well-being” was described as being free from
physical symptoms, particularly pain, for example, pain in the
back or head. It was also important to be free from shortness
of breath, which contributed to increased fatigue, and to
maintain a good appetite with the aid of pharmaceutical treat-
ment, like cortisone. Being able to sleep at night, preferably
several hours, and having adequate pain relief made it easier
to do what one really wanted to do.

“Psychological well-being” was illustrated not only as being
free from physical pain but also as being relieved of anxiety and
depression, which was considered to be equally important as

Table 3 ® Themes, Subthemes, and Key Questions Related to the Themes

Themes Subthemes

Key Questions Related to the Themes

Valuing ordinariness in daily life
To feel functional

Alleviated suffering Physical well-being

Maintaining a positive life
Significant relations Essential networks

Managing life when ill
To be reflective

394 m Cancer NursingTM, Vol. 29, No. 5, 2006

To appreciate normal things

Psychological well-being
Personal strategies to relieve pain
Keeping memories alive

The feeling of being needed

Resonance in communication
To be in charge of the situation

“Please describe what it is like to live with
incurable cancer”

“Please describe what you consider meaningful
in life”

“When you hear the word quality of life, what is
the first thing you think of?”

Johansson et al
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Table 4 * Example of Meaning Units to the Subthemes and Themes

P1

P1

P4.
P1.

P2.

228

Ps.

with a hobby.

Well, wakening up free from pain is really important.

It sometimes feels hard to keep your spirit up or get on with things—when you’re
as old as I am anyway. But it’s better to try and find some quality in life instead of
going around feeling upset and sad and not wanting to do things.

I can come home and get on with lots of different housework and the time passes
so quickly and I don’t think about having a sore back. I really don’t.

Just to sit on a tree stub and listen to the silence, and the birds, and dream. Well,
and to pick a lot of berries and so on. It was always fun. And you got a lot of
exercise to.

. Then I feel that there are people who care about me and think about me—try to

help me feel good and be happy.
Of course I have a very good friend called B. And then I have my ex sister-in-law
whose name is Y. They keep in touch—and my daughter of course.

. The most important thing is to have people who care about you—it feels better

when someone wonders how you are getting on and how you feel—if you are in a
lot of pain or not. This doesn’t necessarily mean that you’re dying, just that they

Physical well-being
Psychological
well-being

Personal strategies
to relieve pain
Keeping memories

alive

The feeling of
being needed

Essential networks

Resonance in
communication

Meaning Units Subthemes Themes

P1. Then it can just be something you want to do that’s enjoyable—this helps you feel To appreciate Valuing
better. A mild sunny day makes you feel so happy and alert—so many things can normal things ordinariness in
make a good day. daily life

P4. T own my house and can often feel that I want to work in the garden, or paint or To feel functional Valuing
something and I find satisfaction in being able to do some of those things— ordinariness in
you get a good feeling from being able to do things you want to or get on daily life

Alleviated suffering
Alleviated suffering

Alleviated suffering

Maintaining a
positive life

Maintaining a
positive life

Significant
relations

Significant
relations

are trying to share things with you.
P3. A lot is up to you yourself—you have to try.

“good grief, what a terrible life.”

gaining physical pain relief. “Psychological well-being”
emerged when one patient received pharmaceutical treatment
for anxiety and depression because this helped her to stop
crying and escape despair. Her will to live increased, and she
expressed that it was good to be free from psychological
suffering, such as feelings of unhappiness, and that it was
positive to be able to experience QoL while still alive.
“Personal strategies to relieve pain” was exemplified not only
by taking extra doses of drugs, for example, morphine, when
pain broke through but also by the patient’s personal strategies,
which diverted attention from the pain and helped serve as
pain relief. Keeping oneself occupied with different tasks in or
outside the home, being important to others, and the sense of
making other people happy helped them to ignore pain.

Maintaining a Positive Life

The theme “maintaining a positive life” consists of the sub-
themes “keeping memories alive” and “the feeling of being
needed.”

“Keeping memories alive” was described as meaningful
because the patients have positive things to remember, dream
of, and long for now that they are ill. For example, they
described how they enjoyed as healthy being out in nature,
hunting or picking berries, or just sitting on a tree stub
listening to the birds—activities that they are not able to

Living With Incurable Cancer at the End of Life

P2. Mm. No, you just make things worse for yourself if you go around thinking

To be in charge of Managing life

the situation when ill
To be reflective Managing life
when ill

perform anymore. Other memories that they described as
happy memories were what it was like to travel abroad and
experience other cultures and all good memories that reflect
the positive life they lived when they were free from incurable
illness that may serve as a source of inspiration to maintain a
positive life.

“The feeling of being needed” was a positive feeling that
the patients described as having been present in most part of
their lives. This feeling could be present, for example, when
relatives and friends showed that they still counted on them
and needed their advice or support about family matters. The
patients described this as being seen as the humans they are
and not only as an ill person. “The feeling of being needed”
by others was also important when the patients were alone
and were occupied with, for example, reading or embroidery
because it strengthened their self-esteem. This was mean-
ingful because it helped them to keep their interest in what
was happening in the world around them and to find
motivation to go on living.

Significant Relations

The theme “significant relations” consists of the subthemes

“essential networks” and “resonance in communication.”
“Essential networks” was the family, friends, professionals,

and the religious network. The network of family included
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spouses, children, sisters and brothers, old and new friends,
fellow workers, and pets. It was essential to have spouses to talk
to about the illness and to have daily contact with their
children and siblings for emotional support. Support from old
and new friends was also important, as was keeping in touch
with fellow workers. Pets were essential, and one patient
described how the cat came to her every night and rested on her
arm. The network of professionals consisted of nurses and
physicians. Having professional support from both nursing
staff on the wards and the palliative homecare team was very
important. For example, the patients described how important
it was for their feeling of security that it was easy to get in touch
with nurses and physicians in the palliative homecare team and
that the nurses made home visits even if patients lived several
miles outside the town. The religious network consisted of
chaplains from the palliative team and the chaplains from the
local parish who met them with understanding and warmth
and had the ability to invite the parishioner to Communion.
“Essential networks” was mentioned as important for the
patients’ social life and had a positive meaning because it
meant that the patients had access to emotional support from
the family and from the professionals.

“Resonance in communication” with family and nursing
staff was illuminated as being particularly important. It
implied the significance that there was a mutual understanding
in the relation. Regarding communication with the family, the
patients described the importance of having a spouse to talk
with at home. If they were single, they talked to friends and did
things they that enjoyed with them, which gave a feeling of
alertness. “Resonance in communication” with the family also
implied the importance of family members listening to their
problems when they did not feel very well. In addition, the
patients could listen to the family members and be responsive
to their problems.

In the communication with nursing staff, the patients
described that when nurses and physicians in the palliative
homecare team had positive talks with them, they felt positive
themselves. They did not have any negative feelings about the
staff because the nurses were considered ordinary people. The
nurses were perceived as positive, committed, and having
control of the situation. The continuous contact by telephone
made it possible for the patients to recognize the nurses’ voices,
and if they visited the nurses’ office, they recognized the
different faces. This brought a positive sense of knowing the
staff, which in turn gave a sense of security in knowing whom
to turn to, ask questions, and get help.

Managing Life When Ill

The theme “managing life when ill” was described with the
subthemes “to be in charge of the situation” and “to be
reflective.”

“To be in charge of the situation” was illustrated by taking
charge of difficult situations, being stubborn, and feeling
motivated not to give up. This was an important feeling
because the patients felt that they had so much more to give in
life. Many things depended on how they solved different
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situations. For example, the patients described that it was not
possible to go on with life if they were worried or stopped
making plans. Thus, they planned and prepared themselves
and their family on how they wanted things to be when they
died. It was illuminated that the patients controlled the illness
by adjusting to it by rearranging their lives and by coming to
terms with the fact that they could not live their lives as they
had done previously. Despite this, the patients stated that
being in charge of the situation increased their positive coping
strategies and helped them to live as optimal as possible.

“To be reflective” was described by considering what was
important in life and reflecting on the present QoL as
compared with that when they were healthy individuals. For
example, the patients reasoned with themselves that the
important thing was to live as fully as possible and make the
most of every day. They explained that material things did not
matter; what mattered instead was to endeavor to be the person
you had always been and to make the best of the present
situation. There was no point in thinking of negative thoughts,
which only served to make one miserable; it was better to be
active and do and think positively to facilitate the situation.
They believed that they had hidden forces that helped them
cope with the situation and that they sometimes had a better
QoL now than when they were healthy. To manage life when
ill was important to the patients’ QoL because it gave them a
sense of being independent and a feeling that they could cope
with the situation despite incurable illness. They indepen-
dently took important decisions about their present lives and
the future, and they still had a clear mind to do this.

m Discussion

This study shows that QoL at the end of life had a positive
meaning for patients with incurable cancer. It also shows that
patients could enjoy, appreciate, and participate in social
events despite incurable cancer. Discussions on QoL can be
rather optimistic because of the patients’ positive adjustment to
life.?® In this study, the patients expressed the positive
meaning of QoL more or less throughout the repeated focus
group meetings. This could be because the patients in this
focus group, in general, emphasized what they actually could
complete in daily life and not on their shortcomings.

The positive meaning in having a social life was expressed
by the patients more or less throughout the repeated focus
group discussions. The finding “valuing ordinariness in daily
life” shows that the patients appreciated their lives and lived
the way they were used to. This, of course, made it possible for
them to participate in a daily social life, and relatives still
counted on them. Similar findings concerning a social
dimension of QoL was described in another study, in which
the social dimension was more important than the physical and
psychological dimensions.”” A study among women with
chronic illness showed how they struggled to find ordinari-
ness and a place for the illness in their lives.”® Our study
shows the opposite; that is, the patients did not have to
struggle to live as usual, maybe because of the fact that their

Johansson et al
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illness no longer distressed them. We also found that to “keep
in good spirit” and being positive were important to be able
to value ordinariness in daily life. This was also verified by
other studies.””?!

Another finding in this study concerning having a social life
is “significant relations.” It illustrates the importance of having
“essential networks” and that communication is important.
“Resonance in communication” is described from the patients’
point of view as the presence of an “echo” in the communi-
cation. The resonance manifested itself in an expression of
shared understanding between relatives and the homecare
team. This is described in another study among nurses as the
ability to bond with the patient and have a human-to-human
relation.?” Nurses’ communication skills are sometimes
described as insufficient because they only chat with the
patients. However, this social chatty conversation does have a
purpose in cancer care because it provides a positive and
cheerful atmosphere.”® In our study, resonance is further
consistent with the relation being formed on the exchange of
positive thoughts and feelings between the person who is ill
and a family member or between the ill person and the nurse
or physician. This is also described earlier in a review as a
phenomenon that connects people.®* Having resonance in the
communication in our study means something else and is
more powerful than the word “interaction.” “Resonance in
communication” describes a deeper relation that patients
with incurable cancer may develop during a longer period of
time in the care they receive from nurses and physicians.

The finding “alleviated suffering” in this study describes the
importance of being free from both physical and psychological
pain. It had a positive meaning because it enabled patients to
do as much as they wanted in daily life. Inadequately treated
cancer pain has a negative effect on psychological and physical
functions,” and there is a relationship between pain intensity
and psychological status.*® The concept “alleviated suffering”
is described in different ways in earlier studies.”” > Our study
shows that to alleviate suffering, the patients used individual
strategies to relieve and divert pain. These consist of non-
pharmacological strategies that can be used to combat less
severe pain. Nonpharmacological strategies were described as
keeping oneself occupied with different tasks in or outside the
home, and being important to and making other people happy
helped them disregard minor pain when it breaks through.
This kind of strategy for distracting pain has not been very well
described regarding patients with incurable cancer. However,
the use of individual strategies used by patients with chronic
pain has been described in other studies®“*#! but are often
neglected by professionals in cancer care.*?

“Maintaining a positive life” in this study is a finding
from the discussion of what is meaningful in life and describes
that having positive memories is important for the patients’ psy-
chological well-being. Memories as a QoL ingredient in pal-
liative care has not been emphasized in literature. Two studies
have recently investigated the importance of memories.*>*4
For example, women being treated for breast cancer
experienced memories as negative because they remembered
unpleasant effects of the treatment.*> In the other study, it
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was shown that memories for critically ill patients in intensive
care varied from having no memories to having intensive
recalls of certain events.** “Keeping memories alive” made it
possible for the patients in our study to relive the pleasant
experiences that they had when they were healthy. Good
memories that reflect the positive life that the patients lived
when they were free from incurable illness may serve as a
source of inspiration to maintain a positive life as ill.

In this study, it was difficult for the patients to talk about
existential issues as meaning in life. This could be due to the
fact that they had not previously, at any time during their life,
reflected on meaningfulness, or maybe it was just too com-
plex to talk about when suffering from incurable cancer at the
end of life. This reluctance to talk about meaning in life can
also be due to the fact that the patients, by not talking about
the issue, avoided becoming sad and anxious. This is de-
scribed in a review as self-protection from or denial of psycho-
logical distress in physical illness and can be a way to facilitate
coping in difficult situations.”> In our study, another reason
for not wanting to talk about meaningfulness could depend
on the fact that the issue was raised in a focus group. It has
been shown that in individual interviews, patients with life-
threatening illness are willing to talk about how they find
meaning in life despite the illness.*®

The finding “managing life when ill” in this study
illustrated how the patients handled their situation as an ill
person. To manage life as ill meant taking actions that in-
volved creative thinking to solve problems as a way to cope
and achieve QoL. It is shown in another study that self-
management can be used as a strategy to create order in life in
contrast to disorder and is something essential in a person’s
life and social context.*’ Patients can optimize their inner
resources and insights despite illness, through resilience, to
overcome barriers in their lives.*® By managing life as ill, the
patients can still “be going strong” despite incurable illness at
the end of life and actually experience a rather good QoL.

m Methodological Considerations

The number of participants (only 5) involved in this focus
group study was limited, and the study took place in a single
healthcare setting. One of the study’s strengths was that the
focus group discussions were carried out on 3 occasions. The
convenience sampling approach that included patients who
were still active for more than 50% of the time they were awake
made it possible to involve those who had the motivation and
capacity to verbalize their perceptions. Nonparticipants did
not have the same opportunity to share their opinions on QoL.
This means that if other participants were included in the
study, the findings might have been different.

It is difficule for a moderator to predict and be fully
prepared for what will happen in focus group discussions. In
this focus group, most patients had a positive attitude that
could influence the other patients in the group to be more
positive than they usually were. It was also rather difficult to
foresee if the patients would talk about meaning in life with
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some difficulties. In the beginning of the discussion, the
patients preferred to talk about what was meaningful in the
society rather than what was meaningful to them.

The authors’ various experiences could be a weakness if the
researchers are not clear on the meaning of preunderstanding
and preconceptions. Therefore, we spent considerable time in
the research group clarifying the best way to investigate and
analyze QoL in patients with incurable cancer. We tried to give
prominence to the participants’ values and withhold our own
in the process of analysis. To make the process discernible, we
provided an example of how the analysis was performed; the
findings were validated with quotations and with similar
findings in other studies.

m Conclusions

This study shows that QoL at the end of life has a positive
meaning for patients with incurable cancer. The findings in
this study were identified through 5 themes of relevance
relating to QoL, namely, “valuing ordinariness in life,”
“significant relations,” “maintaining a positive life,” “allevi-
ated suffering,” and “managing life when ill.” These themes
describe that the patients emphasized what they could perform
and enjoy in daily life and not their shortcomings. The patients
could participate in and appreciate daily and social life despite
their cancer. In line with other studies, this study shows that
the patients’ relation with their family and the palliative team
deepened during the progress of illness, wherein a resonance
had developed in communication. One important finding was
that patients’ memories helped them to maintain a positive life
that was not described in eatlier palliative care studies. Another
important finding was that the patients used individual
strategies to relive pain via emotional and physical distractions.
For the patients, managing life as ill meant taking actions with
creative thinking in solving problems as a way to cope with and
achieve QoL.

On the whole, this present study imparts a small, additional
understanding of how patients in this particular context
perceive QoL. These positive findings from the focus groups
have led to continued research regarding how patients with
incurable cancer perceive QoL.

m Implications

This study indicates that nurses in palliative care should not
focus only on problems regarding patients with incurable
cancer at the end of life. It is as important for the palliative care
staff to focus on positive QoL-related issues and to encourage
and help patients verbalize positive aspects in their individual
lives. One way is to empower the patients to talk about what
they enjoyed in life in the past and what they enjoy in life at the
present and inquire on matters in life that can improve QoL.
Nurses and other staff can also encourage the patients to
participate in a social life as much as they have the strength to
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do so before the illness progresses and before the patients
become more confined to a bed.
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