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Abstract

Living with a chronic disease constitutes a biographical reversal characterized by change and loss. The aims of this study are to
conceptualize the meaning of breast cancer, of its burden, to explore the patient’s needs and expectations while being admitted
to a palliative care unit, and to evaluate the fulfillment of those expectations. Two semistructured interviews were conducted,
audio taped, transcribed verbatim, and subjected to the qualitative method of Interpretative Phenomenological Analysis. The
first interview was conducted at the first visit of the patient to the palliative care unit, and the second after 2 weeks of receiving
palliative care services. Qualitative findings indicated that the meaning of cancer can be interpreted as a transition of fading away.
The transition began with redefining cancer from “my difficult moment” to “fortunately to its final destination”; struggling with
the paradox of “the will to see the development of yourself and your child” and “wishing to die” while being able to “adapt” to

“a balanced” day to day leaving and preparing for death. The need for interdisciplinarity is expressed.
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Introduction

Palliative care is applicable, meaningful, and valuable
throughout the disease trajectory (1,2). Many patients who
could benefit from the palliative care services are not receiv-
ing them due to the existence of several barriers which under-
mine the patient’s referral to a palliative care unit (PCU).
Some well-described barriers to access to palliative care are
the health care professionals’ hesitation to discuss palliative
care due to difficulties in recognizing the “key” moment in
the illness trajectory (3), reluctance to refer, feeling unpre-
pared to discuss end of life care (4), fear of destroying
patients’ hope (5), lack of resources to refer to, not
knowing that resources exist, and ignorance regarding what
palliative care is (6-8).

Breast cancer is the most common invasive cancer in
women (9). It was the fifth most common cause of cancer
death in 2020 (10).

Breast cancer is traumatic probably due to the threat that
poses to the patients’ lives, loss of bodily control, breast
loss, hair loss, and weight gain (11-13). The lived experience
of breast cancer can be shaped by the patient’s identity and
the role of culture (14). Kaiser argues that women with
breast cancer make their own linguistic and conceptual

interpretations that represent their experience. Moreover, a
“good” breast cancer story would acknowledge the long-term
role of cancer in women’s lives and their fears of recurrence.
Assimilating breast cancer in life may lead the women to
openly discuss their suffering and thus their pain (15).

In an interpretative phenomenological analysis (IPA)
study with 3 female participants with breast cancer the
issue of losing, regaining, and relinquishing bodily control
had a major role in their experience (16).

Case studies with IPA can give insight into the personal
life-world in the experience of breast cancer. An IPA case
study found that the complications of the illness, lymph-
edema, and the short stretch bandaging affected her physical
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and emotional functioning. The bandaging made her work
and everyday life difficult while distracting her from her
job role (17).

This is an IPA case study which aims to explore: (a)
meaning making of a female patient about breast cancer,
(b) expectations from palliative care, and (c) describe a
“good” doctor.

Methods
Ethical Considerations

Ethical approval was gained from the Hospital’s Ethical
Committee. The participant also gave her written permission
for the recordings in compliance with the General Data
Protection Regulation (GDBR, Eu regulation 2016/679).
The interviewer explained to the participant the purposes of
the study and informed her about her rights. Her name and
other identifying information were changed. The participant
is referred to as Elena.

Participant

At the time of the interview, Elena was 66 years old. Elena
died some months after the interview. She was a college
graduate in architecture, a married middle-class housewife,
and had a son. Her relationship with her husband and son
was very good characterized by mutual care. She has diag-
nosed with breast cancer 6 years ago with bone metastases,
lymphedema in her right hand, and skin lesions. She had
radical modified mastectomy surgery, chemotherapy, and
radiotherapy in 2014 and in 2019.

Data Collection

This is a case study. A case study is intended to demonstrate
the existence, not incidence (18,19). Single case studies
simply show us that how something is, unfolding it in an

Table I. Superordinate Themes and Themes.
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insightful manner (18,19). The interview was performed at
a PCU in Greece. Two semistructured interviews were
obtained in this qualitative study. The first interview was con-
ducted in the patient’s first visit to the PCU and had a dura-
tion of 50 min. The main questions were: (1) what does your
illness mean to you? (2) What are your needs and expecta-
tions from palliative care? The second interview was con-
ducted 2 weeks after receiving palliative care services in
the PCU and lasted 25 min. The main question was: how
was your experience in our PCU?

Data Analysis

The interviews were conducted in Greek and transcribed ver-
batim. IPA was applied. We followed the 6 proposed steps of
IPA analysis as those have been described by Smith et al
(18). IPA is a qualitative research method focused on explor-
ing how people understand the experiences that play an
important role in their lives (5). Investigator triangulation
was employed in the data analysis analyzing the data in
order to promote transparency, to present different perspec-
tives on a complex phenomenon, adding breadth to it (5-7).

Results

The analysis of the interview transcript revealed 3 superordi-
nate themes: (a) living with Breast Cancer, (b) the joint con-
tribution: home, communication, care, and death, and (c) the
good doctor: expectations and palliation (see Table 1).

Living With Breast Cancer

Elena experiences breast cancer as a progressive and constant
descent to the final destination, death. Through this path,
Elena experiences somatic pain, the changes in functionality,
while trying to adapt to the multiple losses of her future,
goals, and roles.

Diagnosis: Agony and Fear. When Elena received her diagno-
sis she immediately felt agony about her future: “Will I make
it through this?” and the prevalent emotion was: “Fear. Fear
of what I have to face.”

My Difficult Moment (the Meaning of the lllness). Breast cancer
for Elena: “means my difficult moment that I have to cope,”
and “Position A and position Z. From position A when
cancer was diagnosed to position Z which is the end I will
try to get through it as best I can.” Elena redefined the
meaning of cancer throughout her illness trajectory over
time. Position A used to be “It means a difficult time that I
have to face” implying that for a given period of time
efforts can be made to treat the disease; position Z means
“Cancer is a disease that you know it has an end” acknowl-
edging the changes and decline in health and the shift from
hoping to overcome the illness to realizing the ending
nature of it. In this descent, the feeling of “fear” emerges.
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Symptoms and Relapses. The disease is perceived as a state of
consecutive relapses and decreases in functionality. Breast
cancer, bone metastases, lung metastases, and skin lesions
have caused Elena a great deal of “fatigue.” Furthermore,
she has completely lost the functionality of her right hand,
“which causes me to be even sadder.” However, her
“biggest problem is located here in this part” (in the skin
lesions), because “every night, every night I do this cleaning
over here, I feel, incredibly awful,” and wishes “at least the
skin lesions got better.” This wish is so powerful that Elena
can “get used to the pain” in contrast with the issues on the
skin. She feels the bad and unpleasant smell coming from
her own body and realizes her inner biological problem “by
bad smells” and “bleeding.” This immediately and constantly
observable stimulus is a trauma for her as it is an indication of
the difficult situation in which she has to cope. Elena associ-
ated her breast cancer with fatigue, pain, skin lesions, swollen
arm, bad smells, and death.

The Next Day: Balances and Losses. Elena has been living with
cancer for 6 years and has managed to find her “balance,” in
which there are changes that turn in different directions,
struggling with paradoxes: “it is a bit contradictory what I
say.” On bad days, pain is one of the directions that threatens
the balance: “all this pain drives you crazy” and makes Elena
to succumb to vanity “why do I have to go through all this
torment,” wondering whether “does this prolongation of
life has meaning?,” and despair “please, let me die.” On
the contrary, on good days Elena mentions “when I wake
up and things are a little better, in terms of pain, that is
when I say life is nice,” and dares to gaze into the future
founding the “will to see the development of yourself and
your child.” Elena has acknowledged the changes in every-
day life as she mentions: “man adapts.” “Many things in
my life have been altered, things that used to give me joy, I
am deprived of now, that is, and this is even more painful,”
and “for the first time in my life I was jealous of going to
the sea.” “I feel like I'm trying day by day to see improve-
ments or at least to maintain stagnation.” Elena has found
meaning by tolerating the altered everyday life and tries to
adopt an attitude of living “I’'m fine so far, I’ve tasted life.”
The distressing bodily symptoms: pain, swollen arm,
fatigue, and bad smells have restricted Elena from her house-
hold and leisure activities. Having goals gives meaning in
living day to day: “this occupation (architecture) made me
forget, and kept me getting up in the morning,” but now “I
do not feel that I have something to say as a goal, something
to occupy myself. Yes, it makes it easier to have something to
do.”

The Joint Contribution: Home, Communication, Care,
and Death

A key point in Elena’s life is the creation of her family. The
open communication in the family reinforces Elena to

express her fear, uncertainty, despair, and paradoxical feel-
ings. She feels the care from her family. Elena expresses con-
cerns for the well-being of family members and friends.
Moreover, she acknowledges the effects of the illness and
burdens on family members, friends, and self. Finally,
Elena is ready to talk about her death.

Open Communication and Care. Elena’s illness, thoughts, and
feelings have been extensively discussed within the family
and there is “excellent communication and support” with
“no false reassurances.” Elena feels the presence of her
family as “a gift” because she has “company all the time.”
Open communication is a channel for conveying thoughts
and desires for decision making. The desires of the family
members are opposed to Elena’s desires: “when sometimes
my son tells me: mom you will do this and that and your
illness may go on for 10 and 20 years and this is what we
want; we want you here. I tell him this is a wish and a
curse, if the years are many and painful I do not want
them.” Elena seems to accept that the role of the mother
that holds in the family will be gone much sooner than
what the members of the family do expect. Elena’s family
members try to show their interest by taking care of her on
a daily basis. This care includes assistance with daily living
activities such as bathing, preparing breakfast, and hanging
out. Elena tries to show her care towards her family by reduc-
ing the impact of her disease burden on her family’s day to
day living “fortunately, my husband stands by me, but
there are moments that I feel like [ am manipulating his good-
will,” and she does “not want to upset them all the time”;
hence “I cannot become the whole world’s focus of attention.
Yes, I deserve some extra care, but if my son does not go to
work, if my husband does not go to work, if my friend does
not do her chores, her shopping, what will happen? That is, |
try with logic to cope with the negative things.” Elena
acknowledges the “extra care” and her dependence in terms
of her daily routines: “a dysfunctional arm cannot cook,
and clean” as indicative of the burden experienced by
family and friends caregivers while encouraging them to
take time for themselves and focus their attention elsewhere.
Moreover, Elena redefines herself as her capacities are dimin-
ishing while making efforts to lessen the burden to her family
members: “as long as my mentality remains intact, to be able
to communicate, to walk, to get up. I want to go the toilet at
night to be able to get up. I have found a trick when they sleep
in order not to wake them up, I sleep on the sofa, and next to
it there is a small table so I put my foot on it in order to be
able to get up, so no one needs to pick me up. I get up just
fine and say as long as it’s like that its fine, I will keep
doing it.” Elena breaks down tasks into manageable ones in
her attempt to cope with the changes in her functionality.

To Calm Down, to Calm Down: the Descent into My Death.

Elena has begun to wish withdrawal and thoughts about pre-
paring for death are emerging. She seeks peace from the neg-
ative stimuli in her attempt to come in terms with herself and
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her death: “to calm down, to calm down,” “it (the pain) hunts
me constantly” and “this (the cancer) has now taken its final
form, fortunately.” Furthermore, Elena begins to think that
she is ready to separate from the positive aspects of life as
well: “that is if I die today it is fine, the people around me
will be fine after me.” Elena tries to comfort her loved ones
in their preparatory lament realizing the difficulties in this
endeavor: “Sometimes when I beg for death to come, they
(her family) say no, no, we want you here and I strive not
to say it many times, because I know I upset them, but I
have to express myself about how I feel when the situations
overcome me.” Furthermore, she describes her lived experi-
ence of the deaths of her beloved parents from cancer: “I
remember that your own patience runs out, so I do not
want to bring my family to that point” leading her to recon-
sider about how much of a burden her illness must be to her
family. Elena had the “endurance” to let them die at home.
This experience made her more resilient in discussing her
own imminent death: “I remember (my mother) telling me
I want to die at home. I wish I would too.” Our participant
had the “endurance” to accept her parents’ wishes to die at
home. As for her family members she mentions: “I do not
want to lead them to that,” to experience the “endurance”
which she lived. Elena repeatedly describes her desire “to
die at home,” but no concrete preparations were ever
carried out for that, maybe due to acknowledging what that
some “extra care” that she “deserves” means for her family
members. Unfortunately, Elena experienced what she con-
stantly feared; the “scaring image of dying alone at the
hospital.”

The Good Doctor: Expectations and Palliation

Accessibility and Reference to the PCU. Elena explicitly and
repeatedly reports the difficulties in accessing the PCU: “I
have a complaint, that is, the access it is not easy,” “the
access is very difficult, this creates an extra stress for me,”
and “I considered it as a private initiative.” Elena was not
referred to the PCU by her physician, but “by circuitous
form of actions, by a mere chit chatting with a psychologist
in another hospital.”

Expectations and Palliation from the Healthcare Workers.

Excellence in communication is the main component of a
good physician, according to Elena: “information is very
important, no matter how difficult or strange it may be.”
Prior to receiving services from the PCU, there was complete
unawareness about the PSU’s purpose: “I do not know what I
am hoping for.” Elena’s basic request was: “to experience it
as painlessly as possible,” “maintaining my mentality is
important for me.” More generally, Elena expects from the
health care professionals, in terms of treatment, to act as an
interdisciplinary team: “the advice of doctors sometimes dis-
appoints me, because I would expect another treatment, that
is, more holistic,” and “when the problem is more complex,
to feel that these people cooperated with each other, I do not

feel this happening regarding my treatment at the hospital.”
After her first visit Elena mentioned: “I felt relieved” from
pain and other somatic symptoms. Furthermore, “I am very
happy, because I feel that you listen to me throughout,
throughout my history very kindly (cries). This is something
rare to find. I wanted to state that,” and “I do not give up and
this helps my psychology. I see with how much compassion
you hear me.” Finally, Elena’s last main concern was: “I do
the following thought, that I will not have the (physical)
strength to come (to the PCU), so I will lose contact.”

Discussion

Based on the purposes of this research, we will structure the
discussion around the following two topics: (a) the conceptu-
alization of the meaning of the breast cancer experience; and
(b) the conceptualization of the expectations of palliative
care, and the description of a “good” physician.

The Conceptualization of the Meaning of the Breast
Cancer Experience

The participant’s lived experience of breast cancer can be
conceptualized as a transition of fading away. This transition
began with the end of life as used to be (2—4). Studies have
shown that the transition of fading away consists of 7 dimen-
sions that are inextricably linked to one another: redefining,
searching for meaning, living day by day, contending with
change, struggling with paradox, burdening, and preparing
for death (2-4) consistent with our findings. More specific
all your patient, in her own linguistic and conceptual interpre-
tations as also Kaiser argues, redefined her journey in living
with cancer from the traumatic “difficult moment” and won-
dering whether “Will I make it through this” to shifting it into
living “a balanced” “nice life.” Elena managed to “adapt” to
the changes in everyday living while struggling with the
paradox of gazing into the future while at the same time
wishing to die. Our findings about the adjustment to the
changes that Elena experience are in agreement with other
studies (11,12,17). Adjustments to change include: (a)
somatic symptoms, (b) relapses, (c) decreases in functionality
while implementing feasible alternatives in breaking down
various tasks in everyday life, (d) losses in activities, goals,
and roles, (e) and realizing the shift from living with cancer
to dying from cancer.

Our participant was aware of her dependence, in terms of
care, from family members and friends. Furthermore, she
acknowledged the burdening that her family members and
friends experience, through a reflective process in which
she described us herself as a caregiver to her parents who
died from cancer. However, Elena encouraged and reinforced
her family members and friends to spend time on their own,
and to drift away from their focus of attention from her from
time to time. These efforts were made in order to minimize as
possible the burden experienced by family and friends
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caregivers due to the “extra care” that Elena needs. The
patients who had redefined themselves in a more realistic
way as their functionalities diminished were more accurate
in their perceptions of burdening (2) consistent with our find-
ings. However, in our study, the attention was placed on the
burden experienced by the patient, by reflecting what that
“extra care” that Elena “deserves” means to her and conse-
quently to others. This reflexivity process has its unique
restrictions and may have played a key role in not making
the preparations for Elena to “fortunately” “die at home.”
A good death is a complex issue. This decision is influ-
enced by the way health care professionals inform patients
about the disease, the degree of awareness of the situation,
the trust and perceived adequacy of caregivers, the patient’s
desire, the management of symptoms, and the timing of the
decision (10,11,13). The relatives’ trust in their own ade-
quacy for the delivery of care at the end of life plays an
important role in choosing the place of death, often feeling
unprepared for the provision of such care (10-13).

The Conceptualization of the Expectations of Palliative
Care and the Description of a “Good” Physician

There is total unfamiliarity with the purpose and scope of pal-
liative care similar to other studies (4-8). This study is signif-
icant in highlighting the personal need for assessing and
receiving palliative care.

Patients define a good physician as a good listener, honest,
willing to communicate, and able to alleviate them from dis-
tressing symptoms (8) consistent with our findings.
Something that impressed us was that Elena expected a
“holistic” “cooperation” “for more complex problems” by
her physicians prior to the PCU visit. This was one of her
most strong motivations. She essentially described the need
for interdisciplinarity, for which concept she did not know
anything; she just felt that gap in her treatment in the hospital
and the need for palliative care in our country.

Limitations and Strengths

The present study focused on a case study based on one
cancer patient; therefore the results cannot be generalized
(15). The strength of this study stems from the transparency
and coherence of the data presentation as we present many
extracts from the textual data. Finally, the implementation
of investigator triangulation on data analysis offered multiple
perspectives on the exploration of the phenomenon presented
in this article (5,7).

Conclusion

The conceptualization of breast cancer from the perspective
of a patient involves: (a) symptoms management, (b) redefin-
ing of illness meaning, (c) breaking down tasks into manage-
able ones in the attempt to cope with the changes in

functionality, and (d) open communication between patient,
family, oncologist, and the palliative care team, indicating
the interdisciplinary need. Future research should be aimed
at raising patient awareness of available palliative care
services.
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