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ABSTRACT

Objective: To identify family and caregiver perception of palliative care for patients diagnosed with terminal cancer receiving
in-home health services. Methods: A descriptive study with a qualitative approach was conducted with six family members
and caregivers of patients receiving in-home palliative care services exclusively provided by the Palliative Care Unit of a referral
hospital. Data were collected through semi-structured interviews conducted between September and October 2015, analyzed in
the light of Bardin's Content Analysis. Results: The following themes arose: Family members/caregivers' routine when providing
palliative care; Palliative care team; Support for family members/caregivers; Family members/caregivers' understanding of palliative
care; Family members/caregivers' feelings about palliative care; Family members/caregivers' experience with in-home palliative
care. Conclusion: It was possible to identify the importance of in-home palliative care as it enables the reduction in the impact
of suffering caused by cancer and guarantees dignity in the death process.

Keywords: Palliative care; In-home health services; Family; Oncology.

Resumo

Obijetivo: Conhecer a percepgao do familiar/cuidador de pacientes com diagnéstico de cancer terminal em atendimento domiciliar
sobre cuidados paliativos. Métodos: Pesquisa descritiva, abordagem qualitativa realizada junto a seis cuidadores familiares de
pacientes que recebem atendimento domiciliar em cuidados paliativos exclusivos prestados pela Unidade de Cuidados Paliativos
de um hospital de referéncia. Os dados foram coletados no periodo de setembro a outubro de 2015, por meio de entrevista
semiestruturada analisada a luz da Andlise de Conteudo de Bardin. Resultados: Emergiram-se as seguintes tematicas: Rotina
do familiar/cuidador diante dos cuidados paliativos; Equipe de cuidados paliativos: Apoio ao familiar/cuidador; Entendimento
do familiar/cuidador sobre cuidados paliativos; Sentimentos do familiar/cuidador em cuidados paliativos; Vivéncia do familiar/
cuidador acerca dos cuidados paliativos em domicilio. Conclusao: Foi possivel resgatar aimportancia dos cuidados paliativos no
domicilio como possibilidade de minimizar o impacto do sofrimento com a doenga e assegurar a dignidade no processo de morrer.

Palavras-chave: Cuidados paliativos; Atendimento domiciliares; Familia; Oncologia.

RESUMEN

Objetivo: Conocer la percepcion de la familia/cuidador de enfermos con diagndstico de cancer terminal en atencion domiciliaria
sobre cuidados paliativos. Métodos: Investigacién descriptiva, cualitativa, realizada con seis cuidadores familiares de pacientes
que reciben atendimiento domiciliario en cuidados paliativos exclusivos, prestados por la Unidad de Cuidados Paliativos de
un hospital de referencia. Los datos fueron recolectados en el periodo de septiembre a octubre de 2015, através de entrevista
semiestructurada que utilizé el Andlisis de Contenido de Bardin. Resultados: Emergieron las siguientes tematicas: Rutina del
familiar/cuidador frente a los cuidados paliativos; Equipo de cuidados paliativos: Apoyo al familiar/cuidador; Conciencia del
familiar/cuidador sobre cuidados paliativos; Sentimientos del familiar/cuidador en cuidados paliativos; Vivencia del familiar/
cuidador sobre cuidados paliativos en el hogar. Conclusion: Se posibilité rescatar la importancia de los cuidados paliativos
en el hogar como posibilidad de minimizar el impacto del sufrimiento con la enfermedad y asegurar la dignidad en el morir.

Palabras clave: Cuidados Paliativos; Atencién Domiciliaria; Familia; Oncologia.
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INTRODUCTION

According to the World Health Organization (WHO), cancer
will become a greater problem in the next decades; the estimated
number of new cases will increase from ten million in 2000 to 27
million in 2030, in addition to 17 million deaths and 75 million
individuals living with malignant neoplasms, the majority of
which in low-income countries. In Brazil, 600,000 new cases are
estimated for 2016/2017."

When cancer is at an advanced stage or developing towards
this condition, the palliative approach must be followed when
dealing with symptoms that cannot be easily controlled, provided
that it is associated with psychosocial aspects of this disease.
In the terminal stage, when patients have a short time of life,
palliative care is emphasized to guarantee dignity and quality
of life.2 According to the Palliative Care Alliance Worldwide
(WPCA), six million individuals with cancer require palliative
care worldwide, the majority of which are adults aged more
than 60 years.®*

According to the World Health Organization (WHO), in
a concept updated in 2002, palliative care consists in health
services provided by a multi-disciplinary team that aim to
improve the quality of life of patients and their family members,
when coping with a disease that threatens their life, through
prevention and reduction in suffering, early identification,
effective assessment and treatment of pain and other physical,
social, psychological and spiritual symptoms.®

Among these symptoms, pain is an unpleasant sensation
that ranges from mild discomfort to excruciating pain, associated
with a current or potential destructive process of tissues which
takes place through an organic and/or emotional reaction,
considered as the fifth vital sign. Data indicate that pain affects
60% to 80% of cancer patients, 25 to 30% of which at the time
of diagnosis, while 70% to 90% of those with advanced-stage
cancer categorized their pain from moderate to severe.®

In view of these facts, the WHO declared that the pain
associated with cancer is a worldwide medical emergency and,
in 1986, it published treatment guidelines aimed at alleviating
pain among 90% of patients.® Thus, the role of palliative care
has been defended, which should be provided as early in the
course of the disease as possible, rather than in its final stages.
Additionally, it is recommended that there should be integration
of services on all health care levels, with an emphasis on primary
care. This integration of palliative care in the health system is
considered to be an important aspect for the quality of care at
the end of an individual's life.”

According to the Global Atlas of Palliative Care, family
and caregiver support for patients requiring palliative care
is very important and frequent, especially in a community.
The implementation of palliative care services must include
interventions to support caregivers, aiming to enable better
assessment and provision of health care.”

In this context, the family as a key aspect in palliative care for
cancer patients has been discussed in several areas and social
contexts. In the health sector, this is not different and the work

with family members is one of the most significant strategies. In
addition to being a space which enables protection, where its
members feel that they belong to a group united by bonds of
love and affection, it has also been defined as a health system
for its members.®

Nonetheless, it could be observed that coping with this
disease in the family context depends on factors that are closely
associated with the following: the stage of life in which a family
finds itself; the role played by its sick member; the implications
that the impact of a certain disease, in this case cancer, has on
each of them; and the way in which it organizes itself during the
disease period.®

Health care becomes essential when the greater perspective
of care for patients in palliative care is taken into consideration.
This individual can be from the family itself and/or community,
with adequate support and guidance from health professionals,
whose role surpasses the simple follow-up of daily activities of
individuals. They must be prepared to experience the death
process of their loved one, especially inside their homes, as
many of them have not had this experience and are afraid to go
through this.®

Any individual who approaches the final stage of a
debilitating health condition requires more palliative care. In this
process, family members/caregivers and health professionals
need to work together as a team to provide comprehensive care.
This is because, at such moment, it is important to guarantee
quality care.’?'?

In view of the context described, the following guiding
question arose: What is the family members'/caregivers'
perspective of palliative care for patients diagnosed with terminal
cancer who receive in-home services exclusively provided by the
Palliative Care Unit (PCU) of a referral state university hospital
for cancer treatment?

Thus, the present study aimed to identify the family
members'/caregivers' perspective of palliative care for patients
diagnosed with terminal cancer who receive in-home health
services for palliative care exclusively provided by the PCU of
a university hospital in the city of Recife, Northeastern Brazil.

METHODS

A descriptive exploratory study with a qualitative approach
was conducted, using the Content Analysis technique. The
content analysis technique proposed by French author Laurence
Bardin is characterized by a set of communication analysis
techniques that use descriptive exploratory studies, systematic
procedures and objectives of message content description.'

The setting was the PCU of a university hospital included
in the 1st, 2M 39 4" and 5" health districts of the city of Recife,
in Pernambuco state, Northeastern Brazil. This unit provides
services for 16 families on average and it is comprised of a
multi-disciplinary team. This team includes a physician, nurse,
occupational therapist, psychologist, nutritionist and nursing
technician, who have been responsible to provide in-home care
for patients with chronic and severe diseases since 2000.

EscoLA ANNA NERY 21(2) 2017

2



Oncological homecare

Oliveira MBP, Souza NR, Bushatsky M, Damaso BFR, Bezerra DM, Brito JA

Research participants were six family members/caregivers
of patients diagnosed with cancer and followed by the PCU team
between September and October 2015. The inclusion criteria were
as follows: to be a family member/caregiver; to be aged 18 years
and more; to be responsible for the patient diagnosed with cancer;
to be receiving in-home care from the PCU of the HUOC during
data collection. Thus, data collection began after the research
project was approved by the Research Ethics Committee (CEP/
HUOC/PROCAPE), under CAAE number 46601815.0.0000.5192.

Semi-structured interviews based on guidelines developed
by the authors of this study were the technique used. The guiding
question was as follows: What is the family members/'caregivers'
perspective of palliative care for patients diagnosed with terminal
cancer who receive in-home health services exclusively provided
by the Palliative Care Unit (PCU)? Visits had been previously set
up with family members/caregivers. Interviews were performed
individually at home, recorded to guarantee reliability and
transcribed by the researcher. Additionally, they will be destroyed
after five years.

These interviews were analyzed, data were grouped
according to linguistic and content characteristics that take into
consideration the totality of the text shown, following the stages
of pre-analysis, material exploration and treatment of results.

All research participants signed an Informed Consent Form
and the dignity, respect for autonomy and defense of vulnerability
of research participants were guaranteed, in accordance with
Resolution CNS 466/12 issued by the Brazilian Ministry of
Health/National Health Council (CNS/MS). Aiming to guarantee
the confidentiality and anonymity of participants, the names of
caregivers were replaced by words expressing the feelings that
each patient represented for them: Love, Companionship, Joy,
Friendship, Hope and Gratitude.

Based on the understanding of the reports given by
caregivers, the following thematic categories arose: Family
members/caregivers' routine when providing palliative care;
Palliative care team; Support for family members/caregivers;
Family members/caregivers' understanding of palliative care;
Family members/caregivers' feelings about palliative care; Family
members/caregivers' experience with in-home palliative care.

RESULTS AND DISCUSSION

The characterization of the family members/caregivers of
patients who receive palliative care was as follows: four women
and two men, aged between 32 and 51 years; regarding level of
education: one participant had incomplete primary education,
three had complete secondary education. One had complete
higher education, and one had a postgraduate degree; regarding
employment status: one was unemployed, two were housewives,
one was retired, one was a nursing technician, and one was a
sales executive; and regarding family relationship: there were
two granddaughters, one niece, one son, one daughter and one
husband.

Palliative care team: support for the family
member/caregiver

The guidance and support provided by the PCU palliative
care team were briefly recorded through the reports given by
each caregiver:

There's the guidance on what palliative care is. Then
we can begin to understand this. There's also support
with guidance on medication, diet and even patient
management. (Love)

They recommend how we should act if she feels a little
pain, care for her bath, if something comes up, | can call
the team. Everything is prescribed by the physician, there's
also follow-up with a psychologist, nutritionist and nurse,
everything is under control. (Friendship)

The best one possible, so that, thank God, the whole team
gives me support, it's easy to communicate and approach
them, look them in the eye, which is essential in this final
stage of the disease. (Hope)

Family members/caregivers begin to perform functions that
most of them are often unfamiliar with, such as: wound dressing,
hygiene, drug management, probe and drain management, in
addition to dealing with the development of the disease and
possibility of death. This reality takes into consideration the fact
that in-home palliative care is unique, especially in the advanced
state of the disease. Soon, these activities can have emotional,
physical, social and economic effects that can even lead to
depression, affecting their quality of life.®

For this reason, it is important that the palliative care team is
well aware of family members/caregivers and families involved
with care, so that all the support required can be provided in a
way that negative reactions generated during the provision of
such care can be minimized.'

Palliative care founded on enabling efficient communication
and dialogues about the prognosis are key characteristics. To
understand this, itis essential to identify approaches that promote
the decision of treatment which is primarily in accordance with
the patient and family and in the hope of an improvement in
quality of life. Care centered on patients considers the fact that
the experience of a disease must be shared with and founded
upon the clinical perspective.''®

These programs essentially aim to offer an integrated
and multi-disciplinary approach to prevent and alleviate pain,
suffering and other physical, psychosocial and spiritual problems
associated with the disease. Palliative care is part of a philosophy
that promotes life and deals with death as a natural process,
without influence of its time of occurrence; support systems are
available for patients to live as actively as possible until their death
and for families to cope with the disease of this patient and their
own mourning."”
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Family members/caregivers' routine when
providing palliative care

When focusing on the routine of caregivers, the negative
change in the personal life of one of the family members stood
out, although the majority had a positive experience. This
negative change was associated with the loss of a job, when
this caregiver neglected his life or part of it for fear of letting his
wife alone and losing her during his absence while at work, as
reported below:

Our routine is like this, you know, | leave home, but |
come back soon, because I'm afraid that she'll have a
crisis, die and then our girl will be the only one here for
the baby. Before, it was just me and her. | worked, then |
had to quit to take care of her, but | preferred it that way.
(Companionship)

In contrast, positive changes in life also stood out:

She's feeling more peaceful, both the family and the team
are taking better care of her. We thought it'd be better to
bring her home, you know? (Friendship)

Much better, more organized and safer, because we
receive support and feel safe to go on giving care at
home. (Love)

Then, day by day, however exhausting this disease can
be, the fact that there is palliative care gives support to
the family, you know. It gives emotional support, it doesn't
only heal the pain, it doesn't only bring quality of life to
her, but to everyone at home. (Hope)

I'm fine, I feel very supported, things I'd never imagine to
have something to do with me were provided. Because
it supports patients, including their family members in
their environment. This is why my day is more peaceful.
(Gratitude)

Caregivers re-dimension their life to cope with the disease
and its complications. However, personal wishes were ignored,
as they began to live exclusively for the fulfillment of the desires
of the patients cared for. "The thin line between the patient's
life and that of the caregiver disappears, as the latter starts to
experience the life of their sick family member intensely so that
nothing is missing".®

This occurs because one has to assume the responsibilities
of care alone, as the presence of other members of the family
is sporadic and fragmented. This caregiver loses energy, feels
tired and emotionally exhausted. Additionally, this situation
compromises the quality of care provided.® Therefore, it is
important to focus on the importance of the development of the
palliative care team, aiming to promote and follow this caregiver
and family through guidance when in-home services are provided.
This information enables caregivers/family members to feel safe
and independent, both for patient care and for themselves.'®

Family members/caregivers' understanding of
palliative care

Itis essential to combine palliative care with the proposal of
more humanized care as an act of respect and solidarity. Based
on this premise, family members' understanding of palliative
care was important to clarify how the interaction among patients,
family members/caregivers and the team occur. This fact can be
observed in the following reports:

Palliative care is a complement to that which we can
improve, in terms of better care, special care, affection,
attention, dedication and love. It's a complement.
(Friendship)

To give the required support for sick people and to comfort
the family at the time of death. (Love)

| think that, based on what has been explained, they
are measures that must be taken for patients to have
psychological and physical comfort and for pain to be
alleviated whenever possible. They're also instructions
given to family members and caregivers so they can
stay calm and comfortable during this period. (Gratitude)

Palliative care is different, it's more humanized. It's
looking in the eye, telling the truth, following someone
and being there with them. In this sense, it brings much
comfort. (Hope)

Family members/caregivers of patients diagnosed with
cancer in palliative care must overcome the difficulties of dealing
with a member with an advanced-stage disease, i.e. without the
possibility of therapy. Thus, it should be emphasized that the
communication between caregivers and the team is invaluable,
as each caregiver and patient are unique and their needs must
be met in the most adequate and objective way possible.™

However, the palliative care team's role is to make them
understand the purpose of such care, valuing world social
questions present in the life of family members who care for a
sick member in palliative care, apart from the meaning that they
attribute to this experience and their actions or interactions. This
is because itis possible to seek more authentic care through the
understanding of this health care model.2°

Family members/caregivers need a spiritual, emotional and
physical boost and information for them to feel safe and prepared
for this new reality.?' This can minimize questions, anxiety and
concerns and enable the promotion of quality of life for caregivers
and patients in palliative care.

There is great stigma associated with palliative care,
which can persist even after positive experiences in the first
interventions. Moreover, the ongoing definition of palliative care
for patients and their caregivers is care provided at the end of
life, although a worldwide change in this definition was made
over a decade ago.??

A name change can be taken into consideration, although it
is essential that such change involves the way palliative care is
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portrayed. Thus, it is clear that wide basic education is required
to guarantee a greater understanding of what palliative care
represents and involves.??

Family members/caregivers' feelings about
palliative care

To know that one's family member is receiving palliative care
can generate a number of feelings,?® ranging from negative ones
such as greater fear to others of comfort, due to the fact that this
member is at home with their family. Such feelings are frequently
expressed by the patients themselves and some of the family
members who are aware of the follow-up of the palliative care
team. The following reports describe this:

I'm afraid that she'll start to feel sick here and the children
will be at home. Like | was talking to her (our daughter)
yesterday. Look, be patient, the doctor has already
explained everything. She can pass away at any moment.
(Companionship)

Sad, as there's no investment, but at the same time
comfortable and satisfied, as there's a team giving the
support | need now, you know? Palliative care goes way
beyond what | thought it was. There's a multi-disciplinary
team. We have support and guidance for our family. We
feel safer, so we can wait for this moment of loss. (Love)

At this moment, the importance of professionals' support
and communication with the families of patients who will begin
to receive palliative care should be emphasized, as this contact
is essential to provide high quality services.?* Based on this fact,
the importance of establishing connections between the team
and caregiver/family member stands out, as it promotes trust
among those involved.?

| felt very happy and privileged and so did my family.
Especially my dad, who is the privileged patient receiving
such excellent service. All professionals are part of a
multi-disciplinary team and they're all very committed.
(Gratitude)

| felt happy, because it's hard, it's been seven years,
countless hospitalizations and surgeries, you know? So,
when you know someone is receiving palliative care, it's
hard, you know? But at the same time you see that it's a
different type of care. Patients are with their families and
receive support from the team. I'm very satisfied, because
the whole team makes me feel safe and comforted, you
know? Peace for her and for me, as I'm an only child
and alone. So, when we say we're receiving palliative
care at Oswaldo Cruz, people say: "At Oswaldo Cruz?
Do they have it there?". People don't have any idea of
the dimension of your work. | think that this stage with
terminal patients is very important. Because it's a passage
and family members don't usually know how to deal with

this. So, help those who don't know and improve the
perspective of those who know something. (Hope)

The fact that they feel like they have company and are not
alone enables most caregivers to express their feelings more
easily. As aresult, the new definition of palliative care established
by the World Health Organization (WHO) recommends searching
for quality of life of family members of patients with an advanced-
stage disease, support during the period of coping with this
disease and even the mourning period.’

With these reports, the satisfaction of family members/
caregivers with the work of the palliative care team is emphasized.
They were expressed in a positive and satisfying way, attributed
to enthusiastic statements and compliments. The team reached
the caregivers' expectations, meeting the needs that arose due
to suffering and terminal stage. In view of this context, families
expect such team to have the abilities, competences, reliability
and safety in their care and even friendship. Thus, it is possible
to affirm that the satisfaction with health professionals' actions is
considered to be positive in the dimensions of professionalism.'®

FINAL CONSIDERATIONS

The present study identified the emphasis on the importance
of in-home palliative care as a possibility to minimize the impact
of suffering with this disease and guaranteeing the dignity in the
death process.

Family members/caregivers of patients diagnosed with
cancer are also responsible for the in-home care process and
perceive the palliative care team as an essential ally when coping
with the terminal disease. Thus, the present study is expected
to have contributed to the construction of such knowledge and,
especially, to drawing the attention of managers and professionals
to the need for in-home palliative care.

One of the limitations of this study was associated with
the number of individuals and setting, as only one unit was
included, thus preventing the generalization of findings.
However, these findings are considered to be valid, as they
reflect similar conditions observed in larger studies. The need
for complementary studies on this theme should be emphasized.
There is a lack of studies on in-home palliative care practices,
while this type of care has been more analyzed in the hospital
environment.
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