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ABSTRACT

Obijective: To understand the perception of cancer patients in palliative care about quality of life and identify propositions for its
improvement. Method: This is a quantitative research carried out with 96 patients in palliative care, admitted in a public hospital
from March 2015 to February 2015. The interviews were transcribed and analyzed by the methodology Discourse of the
Collective Subject. Results: Quality of life was tied to meanings of health, well-being, happiness and spirituality; however, family
and financial problems also had an impact on the perception of the construct. Interventions aimed at the relief of suffering,
possibility of return to work and resolution of problems had suggestions for improvement. Conclusion: The results indicate that
the concept of quality of life is subjective, tied to personal values and influenced by the repercussions of the health-disease
process. In addition, they can guide actions based on interdisciplinary assistance aimed at the real needs of these patients.
Descriptors: Quality of Life; Oncology; Palliative Care; Nursing; Ambulatory Care.

RESUMO

Objetivo: Compreender a percepcao de pacientes oncoldgicos em cuidados paliativos em relacdo a qualidade de vida e identificar
proposicoes para melhoria desta. Método: Pesquisa qualiquantitativa realizada com 96 pacientes em cuidados paliativos,
atendidos em ambulatério de hospital publico, no periodo de margo de 2015 a fevereiro de 2016. As entrevistas foram transcritas e
analisadas pela estratégia metodolégica do Discurso do Sujeito Coletivo. Resultados: Qualidade de vida foi atrelada a significados
de satde, bem-estar, felicidade e espiritualidade; porém problemas familiares e financeiros também repercutiram na percepcao
do constructo. Teve como sugestdes de melhoria intervencées direcionadas ao alivio do sofrimento, possibilidade de retorno ao
trabalho e resolubilidade de problemas. Conclusao: Os resultados do estudo indicam que a concepcao de qualidade de vida é
subjetiva, atrelada a valores pessoais e influenciada pelas repercussdes do processo satde-doenca. Além disso, podem nortear
agdes pautadas numa pratica assistencial interdisciplinar, direcionada as reais necessidades destes pacientes.

Descritores: Qualidade de Vida; Oncologia; Cuidados Paliativos; Enfermagem; Assisténcia Ambulatorial.

RESUMEN

Objetivo: Comprender la percepcién de pacientes oncolégicos en cuidados paliativos en relacién a la calidad de vida e identificar
proposiciones para su mejora. Método: Investigacion cualitativa y cuantitativa realizada con 96 pacientes en cuidados paliativos,
atendidos en ambulatorio de hospital publico, en el periodo de marzo de 2015 a febrero de 2016. Las entrevistas fueron transcritas
y analizadas por la estrategia metodolégica del Discurso del Sujeto Colectivo. Resultados: La calidad de vida se ha vinculado a
significados de salud, bienestar, felicidad y espiritualidad; pero problemas familiares y financieros también repercutieron en la
percepcion del constructo. Para mejora de intervenciones dirigidas al alivio del sufrimiento, se sugirio la posibilidad de retorno
al trabajo y resolucion de problemas. Conclusién: Los resultados del estudio indican que la concepcién de calidad de vida es
subjetiva, vinculada a valores personales e influenciada por las repercusiones del proceso salud-enfermedad. Ademas, pueden
guiar acciones pautadas en una practica asistencial interdisciplinaria, dirigida a las reales necesidades de estos pacientes.
Descriptores: Calidad de Vida; Oncologia Médica; Cuidados Paliativos; Enfermeria; Atencion Ambulatoria.
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INTRODUCTION

Palliative care in oncology is necessary when the incurability
becomes a reality before the inefficiency of curative treatment
and disease progression'”. At this stage, the assessment of
quality of life becomes critical, since the search for it in all its
nuances, and even to the detriment of the prolongation of life,
becomes very important.

Care in the context of palliative assistance differs from cura-
tive care because it reaffirms life and faces death as a reality to
be experienced with relatives. In such a situation, care has the
premise of improving the quality of life of patients and their
families before an advanced illness by the prevention and relief
of suffering and the appreciation of culture, spirituality, and
beliefs and values that permeate the “terminality”2.

The quality of life has been defined by the World Health
Organization (WHO) “as an individual’s perception of their
position in life in the context of the culture and value systems
in which they live and in relation to their goals, expectations,
standards and concerns”®. In health, quality of life is related
to the impact of diseases and treatments that influence it®.

However, assessing quality of life — a subjective and abstract
construction — is admittedly a complex task. The definition
adopted by the WHO is complex and demonstrates the posi-
tive and negative aspects of life. This is a multidimensional
concept that deals with the relationship between environment
and physiopsychological aspects of the individual, level of
independence, social relationships and personal beliefs®.
Nevertheless, three aspects are common to all definitions:
subjectivity, dimensionality and bipolarity?.

Assuming that both the cancer as its treatment may adversely
influence the perception of quality of life, the latter is still con-
sidered a critical measure in oncology®. The diagnosis of cancer
brings major changes in the way of living, with emotional and
physical changes caused by the discomfort, pain, disfigurement,
dependency and loss of self-esteem. In addition, cancer carries the
stigma and the condition of finiteness before a disease considered
for many people without the possibility of cure. Furthermore, it
is known that over 50% of cancer patients present five common
symptoms that may interfere with the perception of quality of life:
fatigue, weakness, pain, weight loss and anorexia®.

Thereby, the assessment of quality of life has been an indicator
to guide assistance practices and assist in defining public policy
strategies, considering that conditionings and determinants fac-
tors of health-disease process are multifactorial and complex.

Recent data from systematic review showed that physical skills,
personal autonomy, emotional, social, spiritual, and cognitive state,
as well as health care and preparation for death are important as-
pects of quality of life for people with diseases without prospects
for cure!®, However, the refinement of measures of quality of life
for patients in palliative care proved to be necessary to identify
issues valued by the patients, as a preparation for death and aspects
inherent to the health care delivery, which are often not referred in
the quality-of-life instruments available in the literature™.

Thus, this study seeks to enhance the uniqueness of the in-
dividual with terminal cancer, contributing to the construction
of knowledge in the area of palliative care from the experiences
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of cancer patients. This study aimed to answer the following
guiding question: what is the meaning that cancer patients in
palliative care assign to their quality of life?

OBJECTIVE

To understand the perception of cancer patients in pallia-
tive care about quality of life and identify propositions for its
improvement.

METHOD

Ethical aspects

The research was approved by the Research Ethics Com-
mittee of the Faculty of Medicine of Botucatu and obtained
Informed Consent Form (ICF) from all participants, according
to the Resolution no. 466/1212,

Theoretical-methodological framework and type of study

This is quantitative research, which used the technique
Discourse of the Collective Subject, based on the theory of
social representations?.

Study scenario and social actors

The study was carried out in a palliative care unit of a pub-
lic university from the city of Botucatu, SP, Brazil. This unit
receives only cancer patients, with all kinds of neoplasia and
in advanced stage of the disease.

Patients in outpatient care, of both sexes, aged 18 years
or over, and who agreed to participate in the research were
considered eligible for the study. Participants who declared
not having emotional conditions to participate/continue in
the interview were excluded. Finally, blood relatedness was
considered “direct kinship” and marriage, “indirect kinship”.

A sample was comprised of 96 patients admitted in the pal-
liative care unit of the institution abovementioned from March
2015 to February 2016. This sample corresponded to the total
number of patients seen in the period of data collection. There
was no refusal of patients to participate in the interview or in-
terruption. The researchers were composed of two professors
with PhD degree and an undergraduate student, all without
any kind of link with the participants.

The information about the researchers, transmitted to the
patients when they were invited to participate in the research,
were presented in the ICF. The transcripts of the interviews could
not be returned to the participants for comments.

Data source

We collected data through semi-structured interviews, using
an instrument with demographic data and the following guiding
questions: “In your opinion, what it means to have quality of
life?”; “In your perception, what has interfered in your quality
of life in the last days?”; “How your quality of life could be
improved, according to you?”.

Only data inherent in the neoplasia were obtained by con-
sulting the medical chart, the other data, such as sex, religion,
among others, were obtained by interviewing the participants.
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The interviews were audio-recorded individually and conducted
in private environment, prior medical consultation, by one of
the researchers with training in data collection technique.

Data analysis

Interviews were transcribed and subjected to manual analy-
sis by one of the researchers with experience in operating the
methodological strategy Discourse of the Collective Subject™.
The methodological steps of this technique, followed from the
interviews until the synthesis of speeches, included:

e Reading the reports collected in the interviews;

e Reading the response to each question in private, marking
the key expressions selected ;

e Identifying the central ideas of each response;

e Analyzing the key expressions and ideas, by grouping the
similarities in homogeneous sets;

e To identify and nominate the central idea of the homog-
enous set, which will be a summary of the central ideas
of each speech;

e To construct the discourse of the collective subject after
identifying the central ideas and key expressions that
nominated these speeches.

RESULTS

Regarding the characterization of the participants, we found
that most were female (60.4%), catholic (69.8%), and with
companion (61.5%). Of all participants, 63.5% attended only
elementary school, 57.3% lived with blood relatives and 82.3%
were practitioners of any religion.

Among the neoplasms, breast cancer prevailed in 32.3%
of participants, followed by gastrointestinal cancer (17.7%),
testicular cancer (10.4%) and lymphoma (10.4%), and 29.2%
corresponded to other neoplasms. Of the total, about 40%
were metastatic tumors.

From the analysis of the transcript of the interviews, we
identified the key expressions and the main ideas, in addition
to build the speeches of the three themes, which emerged from
the guiding questions.

Theme 1 - Perception of cancer patients in palliative care
about quality of life

Main ideas:

A — Good health

B — Good nutrition

C - Living in peace

D - Having God in my life
E — Be happy

Discourse of the Collective Subject

For me, quality of life means to be in good health, because in
good health we can do anything. When we can feed ourselves
and our table is full of food, this also improves a lot our quality
of life. Another very important point is to live in peace with my
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family and be happy. Be physically fit and feel good with me
and the people around me, it’s all part. The most important
thing is to have God in our hearts, because He gives us the
strength to move on and He also does miracles in our lives.
When | go to church praise to our Lord, | change, | become very
happy and my quality of life also changes. Quality of life is to
live in peace with my husband, to have a good relationship,
to respect each other and to live in harmony with my family.
Finally, for me, quality of life is to live in peace, have a table
full of food, be with my family, be good to myself and be happy.

Theme 2 — Factors that interfered in the perception of
terminally ill patients in palliative care about quality of life

Main ideas:
A — Lack of family support
B — Pain

C — Treatment symptoms

D - Fear of death

E — The disease itself

F — Inability to feed herself/himself
G - Financial distress

Discourse of the Collective Subject

Not having the support of my family and especially my husband
made my life much worse, not to mention the fact of being
abandoned by people so close, which made me very upset.
In addition to all this suffering caused by the lack of family
support, there is also this horrible pain. The pain bothers me
and prevents me from doing my daily activities. Besides, the
symptoms that | have when | do the treatment make my quality
of life much worse. This disease is horrible, the fear and the
strain in this period are very big. This disease maltreated us so
much, only Cod gives me strength, I’'m so afraid that | couldn’t
beat it. And to make matters worse, because of the symptoms,
I'end up having no appetite, and when | have, | can’t eat, even
if I'm very hungry, because often only the smell of the food
makes me sick, causing discomfort. In addition to all this, we
still have to face the lack of money for basic things in the house.

Theme 3 - Contributions that would improve the quality
of life of patients in palliative care

Main ideas:

A — Do not have the disease

B — Do not feel pain

C - To feed herself/himself

D - To return to work

E — To have a good financial condition
F — To relief the suffering

Discourse of the Collective Subject

My quality of life could be improved if | was cured, with
no more pain, and if I didn’t have to spend more with this
treatment, being able to live my life without worrying about
medical appointments and anything, just with the mainte-
nance of the house. Be able to sit at the table and eat with
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my family, without feeling bad, taste a good plate of food
and enjoy my family. My quality of life would be perfect if
my health was restored. With my health recovered | would
go back to work and get my family’s livelihood with dignity.
Get rid of this disease and not to suffer anymore mean a new
beginning and a better quality of life. To give a good life for
my family and be happy. No more pain, no one deserves to
go through so much pain.

DISCUSSION

To assess the quality of life in palliative care has been a
challenge because the psychometric instruments available in
the literature for measurement of the construct not always can
assimilate the values of the individuals and their real needs
before the great effects imposed by the disease.

In this research, the relationship between health and quality
of life became evident when the participants referred to the pain
in the final stage of the disease, confirming the close analogy of
the construct with the perception of physical well-being — data
confirmed by recent studies on patients with advanced cancer
who had the quality of life affected by the severity of the disease
and the diversity of symptoms!™+13),

For patients with advanced cancer, the discussion about the
prognosis and the integration with palliative care may positively
impact the quality of life, since the proposed treatments do not
always contribute to relieve symptoms and prevent the progres-
sion of the disease, as shown in literature®. In addition, it must
be considered that the progression of the disease contributes to
worsen the quality of life, as evidenced in randomized study
carried out with 733 patients with advanced or metastatic lung
cancer submitted to different treatments‘”.

On the other hand, we must consider in this study that pos-
sibly not all participants were aware of the palliative character
of their monitoring in the institution where the research was
conducted. Itis still common in Brazil the referral of patients for
palliative assistance without clarification about diagnosis and
treatment, which may have influenced the results of the research.

Palliative care does not refer to the failure of interventions in
health, but are a different care approach, which aims to improve
the quality of life of patients and their families by relieving pain
and suffering and by controlling signs and symptoms, together
with psychosocial and spiritual support?19.

The lack of family support was mentioned by some participants,
as evidenced in the discourse of the collective subject — a fact that
may be related to the social characteristics of the participants of the
study. However, the literature has shown that family members are
often the main source of social and emotional support to patients
because they play an important role in the health-disease process.
Recent study that assessed the quality of life of cancer patients in
different periods of treatment showed that the quality of life was
positively correlated with the social support offered™.

On the other hand, the perception of being a burden to the
family is a major concern for patients with advanced cancer, not
only by the costs imposed by the disease, but also by the care
provided that influence on perception, sense of helplessness etc??.

Study conducted with 1,271 caregivers of cancer patients in
Italy showed that while families are responsible for a small portion
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of all costs arising from care at home, the impact of the disease
on daily life activities and family savings can be substantial®".
Another study conducted with Brazilian caregivers identified that
cancer can be responsible for the financial slope of many families,
as many patients and caregivers contribute to the family income
and leave work after the diagnosis of the disease®?. Furthermore,
we must consider the moral obligation imposed on family to
take care of the terminally ill patient, without proper training or
qualification for exercising this function, exposing the vulner-
ability of the individual who is in front of the complex interfaces
that permeate the dynamics of care in these circumstances®?.

Before the challenge of taking care of end-of-life patients, it is
necessary to expand the understanding of the human being beyond
the biological dimension, to understand the suffering mentioned
by participants, which may appear in any dimension of life, since
it is integrated by the meaning and the sense associated to it®¥.

In this context, religion and spirituality are often adopted
to deal with the stress and suffering generated by the cancer,
because for many patients these constructs can contribute to
the relief of suffering before the moment in which they find
themselves, providing strength to continue living and contribut-
ing, therefore, to improve the quality of life, as revealed by the
participants in the first theme. In addition, the study identified
that, at times, patients sought religion/spirituality to provide
hope, faith in healing, and return to health.

Although distinct, religion and spirituality are intimately
intertwined. Spirituality is considered the essence of a person,
as a search for meaning and purpose to life. In addition to be
considered a protective measure, it is defined as unique, personal
and dynamic, and may change according to individual percep-
tion and moments of life. It is linked to relationship with God
or a higher being and to the person’s relationship with herself/
himself and with others?. Religiosity, in turn, is the expression
of spirituality itself through rituals, dogmas and doctrines®®.

Thereby, many patients in palliative care seek religion/spiri-
tuality as support to provide hope, faith in healing and return to
good health. The relationship between religiosity and palliative
care have increasingly been investigated, and the evidence points
to a positive relationship, for the most part. Studies show that
religiosity and spirituality improve the quality of life, in addition
to decrease the stress and depression®?7-29,

In another study, conducted with 30 Icelanders patients, the
quality of life was positively correlated to spiritual well-being?”.
Recent comprehensive review also identified that spiritual
dimension is an essential component of palliative care to the
patient, because it promotes well-being through relief of pain
and other symptoms®9.,

Although it does not prevent problems to happen in people’s
lives, religion represents a resource at the time of difficulty,
assigning meanings to events and providing tools to face suffer-
ing®". Despite the recognized importance of religious/spiritual
support, in the institution where the research was conducted
there is no such support for patients.

A study conducted in Spain, with patients and caregivers of
a spiritual care unit, showed that spiritual care help patients to
have hope (88%), comfort (83%), to find meaning (79.1%) and
understand sense (73.4%). To 92.5% of participants the spiritual
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attention is required during this period, because it improves the
quality of life and the process of confrontation with death®?,

To think about death means to reflect about its power, because
it breaks links, disrupts dreams and imposes the obligation to
rethink life, values and emotions. The fear of death and/or the
process of dying is linked to the abolition of the being, working
at the same time as a restorer and a multiplier of other fears that
can impact the quality of life 3.

Beyond that, before the prospect of finitude, people are valu-
ing other aspects of life. This fact can be ratified in the reports
of the third theme, when participants express desire for good
health, relieving the suffering, feeding themselves etc. — data
that shows that quality of life is often based on satisfaction of
basic human needs.

Study limitations

One of the limitations of the research is related to the fact
of having been developed in a single health unit, with local
particularities that restrict the results to a single institution. We
believe that it would be appropriate the comparison with other
units, mainly specialized cancer units, but such comparison was
not possible because the city does not own a hospital for this
specialty. In addition, we must consider the heterogeneity of the
participants regarding the type of cancer and the clinical condition.

Contributions to the field of nursing, health, or public policies
We expected that the results of this study contribute to guide
the learning of health professionals facing the patient without
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possibilities of cure, allowing the approach of their experiences
and the understanding of their suffering and their real needs to
promote quality of life.

In addition, the research offers subsidies to health profes-
sionals so that care strategies are targeted to actions based on
interdisciplinary assistance, considering the real needs of the
patients, that often go unnoticed. These actions would bring to
patients the possibility of full and continuous care, focusing on
relieving their biopsychosocial and spiritual needs.

FINAL CONSIDERATIONS

The results reflect the perception of cancer patients in pal-
liative care about quality of life, as well as the difficulties and
suffering experienced in this period of extreme vulnerability. The
results indicate that the concept of quality of life is subjective,
tied to personal values and influenced by the repercussions
of the health-disease process. In addition, the report of the
patients gave visibility to family issues and financial impacts on
the perception of the construct. The suggestions for improving
the quality of life according to the respondents were based on
interventions aimed at relieving the suffering, returning to work,
resolution of financial problems and possibility of oral feeding.

FUNDING

Fundacdo de Amparo a Pesquisa do Estado de Sao Paulo
(FAPESP).
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