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Abstract

Objective. We aimed to elucidate the views on life as narrated by patients in palliative care
(PC) to find out what patients deem to be essential in their life, whether something has
changed concerning their view of life in light of the disease, and whether interviewees
would like to give others something to take with them.
Method. Data were collected from narrative audio and video interviews with 18 inpatients in a
specialized PC unit. Interviews were recorded and transcribed verbatim and analyzed using
qualitative content analysis applying MAXQDA software. CDs and DVDs with recorded
interviews were provided to patients.
Result. Eighteen interviews were analyzed: 11 audio and 7 video recordings. The age range
was 41–80 years. Patients reported on changes in their views on life. Despite it being a com-
plex and painful process, patients still gave examples of benefits experienced during their ill-
ness trajectory. Patients identified resources and coping strategies such as meaningful contacts
with close others and mindfulness. Shifts have occurred in terms of taking more time for
themselves, enjoying the moment, being more calm, and spending more time with family
and friends. What patients wanted to pass on to others was to pay attention to the needs
of both the self and the others, shape your life individually, confront yourself early with issues
of death and dying, and care for your fellow human beings. Patients and relatives valued the
opportunity to keep their interview as a CD/DVD.
Significance of results. Results support the idea that many people facing terminal illness con-
tinue to focus on living and remain within their biographies and the contexts of their lives,
even if their functional status declines. Patients and relatives appreciated that interviews
were provided as kind of a legacy. Yet, more robust research is needed to decide whether
such interviews yield any therapeutic effect.

Introduction

Palliative care (PC) is a patient-centered approach that intends to view the patient both as an
individual and in a holistic manner. To improve this approach for future care, attention
needs to be paid to the individual experiences of those in the final stages of life. Gaining a
more profound understanding of emotional and psychological aspects by learning from the
dying is the most direct way of achieving this goal. The occurrence of an illness is often the result
of a long process through which patients seek support, and it can lead patients and their families
to reflect upon what is happening (Pierret, 2003). Thinking about one´s own death and the expe-
rience of finitude can provoke different reactions, depending on different circumstances inside
and outside the person (Dantas & Amazonas, 2016). The impact of an illness on everyday life
has been at the center of many studies focusing on the resources that patients actually and poten-
tially tap (Pierret, 2003). Not enough research has yet been carried out with PC patients, specif-
ically on how they cope with potential changes because of their illness. So far, research in PC has
been conducted with regard to mapping illness trajectories in several conditions (e.g., cancer,
neurological diseases), prognostication, and symptom treatment (e.g., pain, breathlessness).
Prognostication in particular is based on the judgment of healthcare professionals’ perspective;
little attention has been paid to patients’ own experience and coping with the psychological and
physical loss of being healthy (Etkind et al., 2017). Previous contributions have often concen-
trated on information from family carers or are found in non-academic sources. A broader
knowledge of personal patient experiences will help to gear treatment to the individual,
which is essential in end-of-life care (Steinhauser et al., 2000). To analyze individual views of
patients with advanced illness, standardized questionnaire-based exploration may not assess
the specific concerns that pertain to the individual on a personal level; therefore, qualitative
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studies are needed. Studies have shown how involvement in
research by means of narrative interviews can positively affect PC
patients (Marjolein Gysels et al., 2008) and that these interviews
are indeed a worthwhile asset for PC research (Thomas et al.,
2009). Because most qualitative studies have so far focused on,
for example, treatment preferences (Preisler et al., 2017), coping
with symptoms (Mosher et al., 2015), advance care planning
(Cottingham et al., 2017), caregiver needs and experiences with
PC (Hannon et al., 2017), and decision-making at the end of life
(Brogan et al., 2018), we decided to analyze amore general perspec-
tive (i.e., the views on life itself when faced with a terminal illness).

Our study aimed to:

1. gain more comprehensive understanding on the views on life
in PC patients by speaking directly to them in a semi-narrative
interview situation with audio or video recording,

2. analyze the feasibility of video-taping several interviews, and
3. analyze whether handing over the CD/DVD to the patient to be

shared, if welcomed, with relatives and friends will be appreciated.

Several open questions were posed to ascertain the feelings and
views of the patient. Three thematic areas were focused on, namely
(1) what PC patients deem to be currently essential in their life, (2)
whether something has changed concerning their view of life in
light of the disease, and (3) whether PC patients would like to
give healthy others something to take with them.

Methods

Approval was secured from the Ethical Committee at the
University Hospital Cologne (#12-259). Patients were informed
that they could withdraw from the study at any time without
any effects on their current and future care.

Semi-structured individual interviews were conducted with
audio recording by the interviewers (V.R., J.S., J.G.) or video
recording by Take-Part Media. Consecutive sampling was applied.
Patients were deemed eligible by the treating consultant and
informed about the study by the interviewers (V.R./J.S.).
Patients were asked whether they would like to be filmed during
the interview or audio-taped. Their written consent was then
obtained and a date for the interview fixed. The interview grid
was not changed during data collection. To minimize stress
induced on patients by the filming during video interviews, the
film team was limited to three people (interviewer, person filming,
person for light).

In a follow-up conversation within the next few days, patients
were asked how burdensome the interview had been and if they
had any further questions. The interviews were transcribed verba-
tim and analyzed using content analysis. The visual material was
not analyzed separately, only the written transcript according to
the audio interviews. Categories were generated inductively dur-
ing the process of analysis until thematic saturation was achieved
(i.e., no new codes were necessary).

Procedure and Setting

Forty-one patients were contacted by the research team about par-
ticipation and handed leaflets with information on the project.
Information provided covered concerns regarding patients’ auton-
omy, notes on the project and the interviewers, and the guarantee
that the tape- and video-recorded transcriptions would be kept
secure. Figure 1 shows the flow chart of patients included.

Fourteen patients declined immediately for different reasons
(i.e., no longer having sufficient energy, were concerned with
other things than being interviewed, felt overburdened with their
current situation, and being interviewed would be too much).
Two patients agreed to take part but died before they could partic-
ipate. Three other patients agreed, but then the interview had to be
cancelled because of the patients’ declines in functional and mental
capacities. A total of 22 patients accepted participation in this
study; however, interviews could be conducted in 18 (11 audio, 7
video recordings). Four interviews were excluded for analysis:
two because the patients showed cognitive impairment during
the interview and another two because the procedure was modified
and could not be compared with prior interviews.

Interviews were conducted between December 2012 and April
2014. During all interviews, patients, with the exception of two,
were interviewed in their hospital bed. The other two were inter-
viewed in the hospital garden. The interviews lasted between 36
and 70 minutes, including short breaks. All interviews were con-
ducted in German language.

The interview guide consisted of the following questions: (1)
“What do you deem to be currently essential in your life?” (2)
“Has something changed concerning your view of life in light
of your disease?” (3) “What would you like to give healthy others
to take with them?”

Data Analysis/Content Analysis

Analysis was performed in the following steps using MAXQDA
2010 software.

1. To gain an understanding of the themes and contexts, the analysis
process was started by the analysts reading the transcripts several
times and simultaneously listening to the recorded interviews.

2. The transcripts were classified into meaning units, with the
authors subsequently determining what was meaningful to code.

3. Codes were constructed into preliminary subthematic and the-
matic units that reflected the underlying meaning of the text;
further analysis was then carried out.

4. Subthemes and themes were repeatedly discussed and reflected
on by the authors until consensus was reached.

Results

The sample consists of 18 patients (female: 10; male: 8; ages 41–80
[median: 64]) with 11 documented by audio and 7 by film.

The qualitative analysis of the interviews led to different topics
according to the three main interview questions. The content in
the text is described according to those three questions and
their topics. Quotations for topics have been inserted and marked
with a number for each patient. The quotations were translated by
a native speaker.

Table 1 shows the extracted topics.
Table 2 shows apsects that gained more focus in interviewees’

views on life

1. “What do you deem to be currently essential in your life?”
Health status and being cared for

This category contains statements concerning personal health status and
symptom control, especially in terms of pain, immobility, breathlessness,
and weakness. Patients described the loss of abilities and impairment of
activities they practiced in the past. Statements highlighted the importance
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that those symptoms are controlled adequately, sometimes hoping to regain
abilities (like mobility to be able to visit family members, being able to do
sports) as well as feeling to be in good hands at the palliative care unit.

Maintaining relationships with loved ones

Spending time with their closest family and friends was one of the most
important aspects for the interviewees. The statements refer to the impor-
tance of having time together and how relationships change. Many
patients describe that their relationships have intensified, whereas some
also describe that they have lost some close friends during the course of
their illness. Patients reported gratefulness towards their loved ones who
care for them as well as their worries about the bereaved. Few patients
mentioned that they don’t want to be a burden for others.

Awareness and attitude

Many patients highlighted that it is important for them to live their cur-
rent life in the here and now, to be more aware of living and enjoying.

Table 1. Extracted topics

“What do you deem to be currently essential in your life?”

Health status

Being cared for

Maintaining relationships with loved ones

Awareness and attitude

Making arrangements

“Has something changed concerning your view of life in light of your
disease?”

Increased awareness and appreciation

Reappraisal and adaptation

Accepting support

Intensifying relationships, but also withdrawal

Focusing on enjoying the present

“What would you like to give healthy others to take with them?”

Respecting own needs

Shape life individually

Positive attitude and acceptance

(Awareness), conscious encounter, critical reflection

Caring for others

Health Prevention

Quality of life as treatment goal and better information about treatment

Fig. 1. Flowchart.

Table 2. Aspects that gained more focus in interviewees’ views on life

Growing awareness and mindfulness toward:

Relationships Self Life

Being with
close others

Listen to oneself Enjoying and appreciating
“small things”

Gratitude and
appreciation

Explore new
aspects of self

Living in the here and now
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Some patients explicitly mentioned that they try to stay optimistic, think
positive and make the best out of the situation.

“I think, even during a serious illness, you can find something positive
about each day. You just have to look for it.” (Audio-07, 79–80)

Making arrangements

This category contains statements regarding patient decrees and other
decisions. Patients describe it as important that they have made decisions,
such as a referral to a hospice or stopping chemotherapy. Patients often
wanted to arrange things so that their bereaved relatives won’t be left
stranded.

Hope for a “good death”

Interviewees mentioned that they wished not to die alone; they wished to
die without pain and to die peacefully.

2. “Has something changed concerning your view of life in
light of your disease?”

Increased awareness and appreciation

Patients described being aware of their limited time to live and that they
wanted to carefully and consciously plan how to spend this time.
Interviewees described a focus on living in the here and now and that
they enjoy “normal” activities more than they did in the past.

“I live more consciously. I find joy in things that I didn’t even notice
before. I enjoy the birds which fly round the garden, the butterflies, the
flowers, all the things that I previously just took for granted, it’s just a
bit different today. I am much more at ease, where lots of people get
stressed about things, I don’t know, that they have lots of work to do or
that they got a dent in their car.” (Audio-03, 56–63)

Reappraisal and adaptation

Many patients pointed out to enjoy “small,” “normal” events and activities
more than they did in the past. One interviewee described how the view
on life to be worth living developed:

“Yes, it’s remarkable how you continually correct your views and again
and again so that you are satisfied with less, so that – well two years ago
you would have said ‘oh no it’s not worth living anymore.’ All of a sudden
a lot less still makes it worthwhile to be alive.” (Audio-01, 604–608)

Patients describe a reappraisal of what is important, such as that the
value of material things and vanities decreases. A couple of patients
even described how they developed behavior that would formerly have
been opposite to their concept of self, such as delegating tasks, accepting
help, and emotionally opening up to others and showing their feelings.

3. “What would you like to give healthy others to take with
them?”

Respecting own needs

Interviewees highlighted to be sensitive towards what is good for you and
what isn’t and pointed out the importance of listening more often to one’s
own needs, feelings and thoughts.

Shape life individually

This “advice” refers to the importance of someone finding their own
meaning in life: finding one’s own way is everybody’s individual/personal
responsibility.

Positive attitude and acceptance

This category contains statements about not losing hope and courage, to
enjoy and appreciate live life every day, and to have a good time. Other
statements in this category encourage others to accept life as it is and sug-
gest that we should be content with what we have in life.

(Awareness), conscious encounter, critical reflection

Interviewees spoke about being more critical toward one’s own consuming
behavior, suggesting others to ask themselves whether they really need
some specific product. Also, reflection on working behavior was men-
tioned, as was the idea of taking more breaks and working less. Being at
peace with oneself was mentioned as being important, as was an early
coming to terms with the topic death and dying.

Caring for others

This category contains statements that describe an attitude of respect
toward others, behaving considerately and helping others. Some suggested
engaging in social affairs, being interested in the lives of others and to
reflect on how one’s behavior affects others.

Another area of statements concerned the connection to one’s family:
interviewees mentioned that it is important to be more interested in the
family and to ask for and to pass on family wisdom/knowledge.

Preventive health

In terms of prevention, comprehensive preventive healthcare was men-
tioned as something important to consider, as was carefully preparing
advance directives together with your close ones.

To get informed and get a second opinion, to strengthen ones immune
system and not to smoke were further aspects that were mentioned con-
cerning preventive measures.

Quality of life as a treatment goal and better information about
treatment

These two points were formulated as an appeal toward health profession-
als. One interviewee pointed out to teach future physicians that palliative
care is not about prolonging life but about maintaining and enhancing the
quality of life. This same interviewee reported a lack of information given
by health professionals about pain that could be caused by treatment.

Participants’ Reflections About the Interview

Each participant was visited by a team member within the next
several days after the interview and asked whether there was
something troubling them regarding the interview. No worries
or concerns were declared.

We were given more detailed feedback by some patients (and
their relatives) on the perception of the interviews and that it was
an overall pleasant experience. Patients said that it did them
good to talk, to articulate, and clear their thoughts. To tell others
that life is worth living despite being faced with a terminal illness,
to make people sensitive to the situation of the dying and generate
understanding for people in PC, to help people who are not (yet) in
this situation, and to generally encourage people to listen to each
other were reasons mentioned to be part of our study.

The study did not include the systematic assessment of rela-
tives’ feedback. Nevertheless, some relatives gave us feedback,
which we find noteworthy to report. One relative (daughter)
wrote us an e-mail expressing her gratitude for the interview.
Another one called and e-mailed that “We listened to the CD
with the interview on it and it showed us, in a sad but also nice
way, that Dad was at peace.”
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Another relative wrote: “It not only gave my father-in-law a
great deal of appreciation and recognition during his last days
and the chance to relive many happy thoughts from his life and
his achievements, but it has also left us as a family with something
very valuable. We wholeheartedly thank you for that and congrat-
ulate you on the project; keep up the good work.” After being
handed the DVD, one relative highlighted the importance of
being able to experience the voice of their relative, their facial
expressions, and “aura” beyond the words spoken in the video
interview.

Discussion

Our study gave examples that despite being faced with the end of
life and it being a complex and painful process, patients still
experienced benefits during their illness trajectory. Patients
identified resources and coping strategies such as meaningful
relationships with family and friends and attention and mind-
fulness in matters concerning them personally. Shifts have
occurred through being faced with the end of life toward taking
more time for themselves, being better able to enjoy each
moment and live in the present, being more calm and spending
more time with family and friends.

Studies looking at how a person is affected by terminal illness
have shown how the patient adapts, undergoing a personal tran-
sition and changes to find a new meaning in life (Arman &
Rehnsfeldt, 2003; Arman et al., 2002; Nissim, 2008). We observed
that the number of positive illness-related changes needed time to
develop, a result already demonstrated by Tedeschi and Calhoun
(2004), who found that patients can benefit from their illness by
going through an extensive re-evaluation process. Pinquart et al.
(2007) also found that such adaptive effects can occur and have
beneficial effects on psychological health as well. A study by
Wrubel et al. (2009) demonstrated that not only it is possible to
have a good quality of life even in the last days or weeks of life,
but also how such positive experiences occur through relational,
spiritual, and goal-oriented processes.

Experiencing positive effects when dealing with a severe illness
is not an unknown phenomenon. Dealing with a traumatic experi-
ence (the confrontation of a life-threatening situation such as a seri-
ous illness) can result in posttraumatic growth (Calhoun & Tedeshi,
2006; Tedeschi & Calhoun, 2004), which is reported for different
populations and different cultures (Dong et al., 2017; Khanjani
et al., 2017; Zamora et al., 2017). Areas in which posttraumatic
growth might develop are, among others, the appreciation of life,
relating to others, and personal strengths (Calhoun & Tedeshi,
2006; Lee, 2008), which are also reflected in our results.

To find out what could be important for others to know about
the end of life, we asked patients what they would like to pass on.
Interestingly, only a few patients wanted to give advice, but men-
tioned maintaining positive attitudes, caring for others, listening
to their own needs, and shaping their unique lives in their own
ways. The most mentioned topic throughout was mindfulness.
With regard to being mindful, a study by Fish et al. (2013)
found that mindfulness seems to be a promising concept in sup-
porting PC patients. They report that mindfulness can be used to
improve psychological well-being, reduce distress, and improve
quality of life. A study by Blawath et al. (2014) analyzed the rela-
tionships between mindfulness, depression, and quality of life in
cancer patients, showing that patients benefit from mindfulness
through a medium decrease in depression, resulting in higher
quality of life.

“Maintaining relationships” and “being able to accept support
from family and friends” were categories extracted from the inter-
views. Johnson et al. (2007) found that patients use various strat-
egies to manage the fear of burdening their families. Strategies
included accepting the support of friends and caregivers, main-
taining spiritual beliefs, and making plans for their future care
needs. A study by Dobríková et al. (2016) found that social sup-
port provided by a close relative had a positive influence on the
patient’s meaning of life and overall life satisfaction; thus, having
and accepting social support is an important aspect at the end of
life and is in line with the National Institute for Clinical
Excellence clinical guidance on supportive and palliative care stat-
ing that people affected by terminal illnesses should be offered a
range of physical, emotional, spiritual, and social support.

Patients reported that they take more time for themselves since
being faced with a terminal illness, with women mentioning this
more often than men. This might be because women are still
regarded as “natural” caregivers (Ussher & Sandoval, 2008) and
more often also care for a broader range of relatives, leaving little
time for themselves in daily routine.

Levenson et al. (2000) found that although functional status
decreased and symptoms increased, the majority of patients
reported good to excellent quality of life even in the last month
of their lives. This is a result consistent with ours. Still, in our
sample, some patients expressed good symptom control as a pre-
requisite to experience a high quality of life.

Our results validate recent research and are congruent with
psychoanalytic reflections on mortality as mentioned by Rodin
and Zimmermann (2008), who state that a heightened positive
meaning may also become attached to living, when death appears
on the horizon.

“Hoping for a good death” was another category extracted
from the interviews. De Jong and Clarke (2009) used narratives
to explore aspects for “good” and “bad” death und found that a
death free from pain, the sense of a life well lived, and a sense
of community were key factors for a death that was seen as
“good.” Pertaining to the central tenets of PC, namely symptom
control and psychological and spiritual support, the aim is the
promotion of death with dignity and higher quality of life. Our
study is also consistent with findings by Hack et al. (2010), pos-
iting that as death approaches, a natural process of reflection
ensues whereby humans ponder meaningful experiences, actions,
beliefs, and other human beings that make up the complex fabric
of life. We have analyzed shifts in the dynamics from self to others
with patients mentioning to sort of rise above the daily fray and
focus on relationships more and finding meaning, as already
shown by Frankl (2005), who described that, even when faced
with an inalterable fate, it is within our capability to find meaning
in an impossible situation. Conducting our interviews was felt to
ease patient’s coping with the end of life, an effect found already
in so-called “life review” interviews that reduced feelings of loss
and isolation, renewed emphasis on the positive aspects of one’s
life, and reaffirmed self-esteem (Borden, 1989; de Ravon, 1983;
Lester, 1990; Pickrel, 1989; Wholihan, 1992).

All patients, and where possible also their relatives, were asked
about how they experienced the interviews. Our results are in line
with other findings that research with people at the end of life is
feasible (Voltz et al., 2010; White & Hardy, 2010) and welcomed;
however, there are difficulties, mainly in recruitment. Data collec-
tion lasted 15 months. Research in palliative care is feasible and
welcomed by patients but also complex and time-consuming
(Gysels et al., 2008; O’Mara et al., 2009; Voltz et al., 2010).
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Based on our patients’ and relatives’ reactions to the interviews,
and based on the proportion of participants accepting also to be
video-taped, our approach appears to be a manageable and accept-
able method to gain insight into the views on life of patients admit-
ted to PC. Patients and relatives were strongly in favor of research
participation and being able to contribute information that they
believed would benefit others and afterwards expressed their grati-
tude, including being handed the CD/DVD to be shared, which
was novel about our method. This approach was inspired by the
work of Chochinov and his dignity therapy, in which interviews
are turned into books, audio CD sets, or video DVDs, preserving
memories to their families, who cherish these keepsakes. A study
by Vuksanovic et al. (2016) provided evidence that the unique pro-
cess of legacy creation positively influenced meaning and acceptance
near the end of life and yielded positive reactions for families also.
We, too, experienced (although we have not measured) these effects
with regard to relatives who gave us promising feedback that they
found the interview to be a source of comfort for them.

Strengths and Limitations

Because experience and the needs of palliative patients are com-
plex and individual, qualitative research that aims at the individ-
ual experience, the individual view on life, is necessary and
valuable. Our study contributes to filling this demand by analyz-
ing patient palliative views on life and illness. Also novel to our
approach is that we not only audio-taped the interviews, but
also had a film team video-record interviews. Patients and rela-
tives were offered copies of the CDs and DVDs to have a material
piece of legacy; future studies could explore whether this legacy
can help or hinder (e.g., coping with the illness in patients or
the mourning process in relatives).

The category system structuring the data was developed induc-
tively. Quality criteria of the analysis were achieved in terms of
exhaustion and saturation (Mayring, 2004; Rustemeyer, 1992).

This study has several limitations. Patients were recruited in
only one PC unit; therefore, generalizations made to other groups
should be made cautiously. We also hypothesize that only those
who consented to take part were already balanced and at ease
with themselves, which might compromise the findings as well.

Also, the mainly positive results toward dealing with the end of
one’s life that we found in this study are potentially influenced by
gatekeeping, which is a persistent issue in palliative care research
(Kars et al., 2015). We tried to circumvent too much gatekeeping
by asking support in recruitment not only by one person, but by
several people from the multi-professional team and thus gaining
a wider perspective on potential patients. Still, gatekeeping might
have influenced the results because more often those that took
part in our research seem to have accepted their current state
and were more positive in their views.

Reflecting upon what (healthy) people could learn from the
views of persons facing the end of life, there seems to be some-
thing particularly in line with what has gained increasing atten-
tion: the approaches of mindfulness and living in the here and
now. One may argue that special circumstances are needed to
focus on the here and now to such a great degree (e.g., having
only a short time left to live or not having to care about daily rou-
tines). Still, it seems worthwhile to try to become more aware and
mindful and to think about what really matters to us, perhaps not
only when there is definitely not much time left.

Although our results add to the research, they cannot be
viewed as rigid. Because the interview took place only once, the

interviews represent the views of patients at that specific time
and may differ at other times.

Clinically, our findings emphasize the need for practitioners to
be aware that symptom control as one goal in treatment is not
efficient enough, but that further factors are important to the
PC patient and should be supported, such as retaining everyday
life, living mindfully, living in the here and now, and doing the
best possible.

Conclusion

To summarize, the present study has identified important topics
in the narratives of patients in PC regarding their views on life.
Patients reported on the challenges experienced with a terminal
illness and changes in their views on life. Even though being ter-
minally ill is often a complex and painful process, patients still
gave examples of benefits experienced throughout their illness tra-
jectory. Patients identified resources and coping strategies to deal
with their terminal illness such as meaningful relationships with
family and friends and in attention and mindfulness with regard
to themselves. Also the interview itself was felt to have a positive
influence on dealing with the end of life, not only for the patients
but also for their relatives. Being handed the audio or video record
was appreciated by patients and relatives. Nonetheless, more
robust research is needed to analyze the effectiveness of these
interviews and how to strengthen patients´ resources and coping
mechanisms.
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