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Nursing in the home palliative care: the view of a family member of a
patient with cancer*

A enfermagem no cuidado paliativo domiciliar: o olhar do familiar do doente com cancer

La enfermeria en la atencidn paliativa domiciliaria: la mirada del familiar del enfermo con
cancer

Aline Lima Ribeiro?, Carla Simone Leite de Almeida?, Kesley de Oliveira Reticena!, Maria Rita Guimaries Maia’,
Catarina Aparecida Sales!

This study aimed to understand the concepts of family members of patients with cancer, who were inserted and guided by the
actions of an extension project aimed at patients with cancer and their families, about the home care given to them, during
the treatment phase and progression of the disease. This is an evaluative qualitative research conducted with six family
members from June to October, 2013, through semi-structured interviews, analyzed by the method of content analysis.
Three categories emerged: the support of nurses in coping with the disease, creating a bond with the patients and their
families and nursing as a link to social support networks. It was understood that the health monitoring in the home context
gave to the families and patients support and safety to handle concerns that cancer brought into their lives.

Descriptors: Palliative Care; Medical Oncology; Home Visit; Nursing.

Este estudo buscou compreender as concepg¢des de familiares de pacientes oncolégicos, inseridos e acompanhados por agdes
de um Projeto de Extensdo ao doente com cancer e sua familia, sobre o acompanhamento domiciliar a eles realizado, durante
a fase de tratamento e evolugdo da doenga. Pesquisa qualitativa avaliativa, realizada com seis familiares, no transcorrer de
junho-outubro de 2013, por meio de entrevista semiestruturada, analisada pelo método de andlise de contetido. Emergiram
trés categorias: o apoio do enfermeiro no enfrentamento da doenca; criando vinculo com o paciente e sua familia; e a
enfermagem como elo as redes sociais de apoio. Compreendeu-se que o acompanhamento em sauide no contexto domiciliar
emanou a familia e paciente apoio e seguranca para lidar com as preocupagdes que o cancer proporcionou em suas vidas.
Descritores: Cuidados Paliativos; Oncologia; Visita Domiciliar; Enfermagem.

Este estudio buscé comprender las concepciones de familiares de pacientes oncolégicos, inseridos y acompafiados por
acciones de un Proyecto de Extensidn al enfermo con cancer y su familia, acerca del acompafiamiento domiciliario a ellos
realizado, durante la fase de tratamiento y evolucién de la enfermedad. Investigacién cualitativa evaluativa, llevada a cabo a
través de entrevista semiestructurada con seis familiares entre junio-octubre de 2013, y analizada por el método de analisis
de contenido. Emergieron tres categorias: el apoyo del enfermero en el enfrentamiento de la enfermedad; creando vinculo
con el paciente y su familia; y la enfermeria como ligacion a las redes sociales de apoyo. Se entiende que el acompafiamiento
en salud en el contexto hospitalario posibilité a la familia y al paciente apoyo y seguridad para lidiar con los dafios del cancer
en sus vidas.

Descriptores: Cuidados Paliativos; Oncologia Médica; Visita Domiciliaria; Enfermeria.
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Introduction

Cancer is currently considered one of the most
serious diseases that can affect humans and is related
to the possibility of imminent death. Even with techno-
scientific advances that provide prevention, early
detection and treatment for many types of cancer, the
disease’s stigma is still strong and reinforced by high
mortality®.

The existence of a neoplastic disease in a family
member causes great impact on the daily life and the
dynamics of a nuclear family, imposing the need for
restructuring in order to meet the patient’s demands
and needs. Regardless of the type of treatment that
is done, the presence of the family together with
the patient allows him not to feel alone or helpless,
helping him not to lose his dignity as a human being®.

As the and death

approaches, strategies are used by the family members

disease progresses
in order to cope with the difficulties experienced and
that will come, permeated by a mixture of feelings and
behaviors that need to be understood and followed
in the family environment by health professionals®.
In this context, the attention given to the emotional
and social support for both the patient and his family
is paramount, so that they can face this process
with more peace and dignity”, not facing death as a
disastrous fact.

This is the moment when palliative care should
be inserted, which has as one of its goals to ensure
the best quality of life possible for patients and their
families throughout the treatment period and the
process of dying and bereavement. To do so, such
assistance involves not only the patient’s welfare, but
the family’s comfort, as both require emotional, social
and spiritual care, so that care is implemented in a
holistic way*>).

The palliative approach aims to promote
quality of life to the chronic patient without
therapeutic possibilities, through relief of his pain and
his biological, psychological and spiritual suffering®.
It is a humanized therapy, used since the diagnosis
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of a chronic degenerative disease like cancer, which
assumes greater magnitude in patients whose disease
does not respond to curative treatment, especially
when it is in its advanced and progressive stage. Thus,
it is a duty of health teams to attend patients and
their families, since they are directly involved in their
treatment process and are present in their terminal
phase of life®7,

Health professionals can develop palliative care
to patients with cancer and their families in different
contexts, like in general health institutions in which
the patient is hospitalized, in a specific unit within
the health institution dedicated exclusively for this
purpose, athome and in social institutions that receive
cancer patients to undergo anticancer treatment®,

Among all the kinds of treatments, the home
care allows to take care of the person’s disease in the
own environment where he lives. This is a scenario
where professionals can respect the autonomy of the
patient/family, develop a comprehensive care and
prepare them for death at home, thus providing the
possibility of the patient to be close to his loved ones,
personal property and present in the context in which
he is inserted®.

In home care, the triad patient, family and
multidisciplinary team is an issue that deserves to
be highlighted, as the family becomes the core of the
educational activities, the patient becomes the focus
of attention and surveillance and the health team
becomes the base of support to the needs that emerge
with the disease’s progression®.

Nursing as an integral member of the palliative
multidisciplinary team in a home care service, can act
both technically and in the understanding of human
nature, directing attention to the holistic needs of the
patient and his family, planning and implementing
actions that allow the individual to have maximum
control over his life and disease®?.

Currently, there is a shortage of public services
of home palliative care, or, when they exist, they
are punctual, with small and fragmented coverage,
besides the lack of preparation of the professionals



Nursing in the home palliative care: the view of a family member of a patient with cancer

involved. Meanwhile, considering the relevance of
this type of palliative care and seeking to highlight the
role of nursing in this context, one has as a research
question: “How do the relatives of cancer patients who
were followed by an extension project of palliative
care in their homes perceive the role of nursing in this
modality of care?”

Thus, this study had as its objective to
understand the conceptions of family members of
cancer patients inserted and accompanied by the
extension project palliative care to patients with
cancer and their families, about the home care given
to them during the treatment phase and the disease’s

progression.

Method

This is an evaluative research with qualitative
approach, because it can be understood as the
application of procedures to make judgments about
the actions of intervention. The qualitative study aims
to understand and explain the dynamics of social
relations, which are depositories of beliefs, values,
attitudes and habits. It works with the experience, the
everyday life and the understanding of the structures
and institutions, as a result of targeted human actions.
Thus, the reality trimmed by a qualitative research,
due to its constant transformation, is richer than the
researcher’s look can grasp®V.

Itwasheld inatownlocated in the northwestern
region of Parand, with family members of patients
enrolled in the extension project palliative care to
patients with cancer and their families, developed
by students of the undergraduate and graduate
nursing courses at the State University of Maringa, in
partnership with the Rede Feminina de Combate ao
Cancer [Women'’s Network Against Cancer], Secretaria
de Satide do Municipio [Health Department of the City],
linked to the Nticleo de Pesquisa, Apoio e Assisténcia a
Familia [Center of Research, Support and Assistance
to the family] of the university mentioned.

The project supports its actions on ethical,

philosophical and charitable assumptions of palliative
care and seeks to provide quality of life and minimize
suffering to the patients and their families. Through
weekly home visits, it is proposed to meet their
objective and subjective needs, providing a support
system to help them establish a daily routine of life in
an active and creative way, empowering them to cope
with the disease and proximity of death.

Subjects who had family ties with the patient
in the final stages of life and who were accompanied
by palliative actions of the extension project were
included in the study; who were present in the home
visits; with ages over 18 years old and who resided in
the city of Maringa-Parana. The exclusion criterion was
the inability to communicate verbally to participate in
the interview-survey.

To obtain the participation of subjects, a survey
was initially conducted about patients who were
followed by the extension project between the years
2010 and 2012. The three-year period was chosen due
to the ease of contact and time of the family member
with the experience. 54 cases were accompanied. Later
on, the subjects were contacted by phone to explain
the purpose of the study and after their acceptance
the interview was scheduled at their houses.

The steps taken to select subjects did not
prioritize quantification, since the qualitative research
seeks to base the situations experienced through
the understanding of human reality that generates
senses and meanings. In this approach, the number of
respondents has no relevance, but their experiences
in relation to the phenomenon under investigation®?,
Thus, subjects were interviewed until the moment
when the goal of the study was achieved and the
responses started to saturate, making a total of six
interviews.

The six

occurred in the subjects’ homes, between June and

interviews, open and recorded,
October 2013 and were guided by the question:
“How was the assistance given by the student of the
extension project to your loved one in your opinion?”
A semi-structured interview was also used, with
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sociodemographic questions and notes were taken in
a field diary of the non-verbal language expressed by
the interviewees.

For the data treatment, the content analysis
was adopted. This technique of methodological
assessment allows the understanding of content
which is explicit and hidden in the recordings that
were reduced to texts, through the organization of
the data into categories. To do so, some steps were
fulfilled, namely: in the first, which corresponds to the
pre-analytical phase, there was a superficial reading
of the six interviews that composed the corpus and
the inventory, ie, the clipping of the speeches through
register unit and context. Subsequently, in the second
phase, there was the analysis of the material, where
the speeches were read exhaustively and repeatedly,
in order to establish the importantissues and build the
empirical categories of the study. Finally, in the third
phase, the processing of data and its interpretation
was made, which was related to other studies about
the subject of the research®,

From this exercise of organization of significant
assertions, the following distribution of statements
into thematic categories was conducted: 1) the
support of nurses in coping with the disease; 2)
creating bonds with the patient and his family and; 3)
the social support networks.

In relation to ethical issues, as it involves
human beings, the project was approved by the Ethics
Committee of the State University of Maringa under
Opinion No 435/2011. To ensure anonymity, the
respondents were randomly called with the name of
warm colors, because they convey a sense of warmth,
cuddling, coziness and welcoming. Remembering that
the word palliative is derived from the Latin word
pallium, meaning “cloak”, conveying the same warm
feeling that warm colors convey®?,

Results

The six family members interviewed were
females, aged from 40 to 67 years old (average 57
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years old), and were the patients’ primary caregivers.
Out of theses, five were spouses of the patient and one
was a daughter. Regarding education, five had one to
eight years of schooling and one had higher education.

The follow-up period of subjects varied from
two to eighteen months, with an average of 11 months
of follow-up.

Nurses’ support to cope with the disease

This divided

subcategories: teaching the family member about

category was into two
the patient’s physical care and psychological support
from the nurse to the patient and his caregiver.

In the first subcategory, teaching the family
member about the patient’s physical care, the data
show that the assistance provided during the weekly
home visits carried out by a nurse (student of a
postgraduate nursing course) and by undergraduate
nursing students, made possible knowledge and the
conduction of guidelines and techniques required to
minimize the sufferings imposed by the disease to the
family and to the patient. She (the nurse) explained how it
was done, the question of the medication, tube feeding, to check if, at
times, he was vomiting because he was being given too much food. So
she explained that, when that happened, we should open the probe,
leave it out, to see if he had not done digesting. She spoke, taught a
lot of things, so for us it was very good (Red). Ah, she helped me a lot.
Wow, she guided me well. There were some things I did and she (the
nurse) said ‘look, do like this, because it is better even for you’ She
measured his pressure (patient), checked his temperature, taught me
how to do massage, especially on his foot and his hand, she taught me
and helped me with everything. She helped me to turn him around,
she helped with these things. He didn’t have wounds in his back,
they taught me to never leave him in the same position so I always
turned him around (Orange). I felt very secure in that sense, because
whenever I needed, I could call her (nurse from the project), ‘what can
Ido? He (the patient) has diarrhea, has this, has that, and she told me
immediately “do this, do that” (Lilac).

The

support from nurses to the patient and his caregiver,

second sub-category, psychological

reveals that the nursing professional’s performance, in
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addition to meeting the physical needs of the patient,
represented the psychological support that he and his
family demanded, providing comfort and safety. oh, for
me it was great because due to his situation (the patient), I got very
weak, no one expects that. It helped me very much in his care, and in
my personal, psychological care too. She talked a lot, she was very
sweet and helped a lot, helped him so lovingly, so carefully, you have
no idea. Before his coma, she had been following him, gave him very
special care, made the dressing, talking to him and soon after, she also
talked to me, spent a lot of time talking to me, because she knew [ was
very sad. It was wonderful, it helped me 100%, so if I didn’t have her
support, I'll tell you, of course God comes first, but if I didn’t have her
support I would suffer much more, because she helped me very much,
psychologically (Yellow). They talked about the disease, about other
subjects, the hours passed, it seems that this gave him strength (the
patient) and for us too. Because it is difficult, it is not easy. From the
moment you get the diagnosis, cancer, and you know that cancer has
no... as the doctor says, no chances for a cure... It’s hard, so it was very
important, yes, the psychological support was the strength for us to
continue to fight, because it is a struggle that we start, so it was very
important, yes it was (Pink). And she is like a psychologist, you know;
When she arrived, he opened himself, he told her everything, it seemed
that he was unloading. And then she helped him in every way, because
she was like a psychologist and had knowledge about the medication
and about everything, everything, everything he needed. I think the
biggest profit was both on the part of nursing and in psychology, she

was everything, you know (Lilac).

Creating a bond with the patient and his family

By providing a holistic nursing care to patients
affected by the disease, the participants were able to
mitigate the barriers imposed by the experience of
being sick at home, getting closer to the patient and
to his family and establishing a bond of trust, respect
and solidarity, according to the respondents’ reports.
She (the nurse of the project) helped and acted like a mother, you
know? (smile). It was awesome, wow... I just have to thank her. I think
it was due to the bond of friendship that we created. Because, besides
coming to teach everything we needed, she also talked as a friend. So
we created a friendship, we did not wait for a professional, it was a

friend, he (patient) felt that she used to speak as a friend, it was very,

very nice, wow, it was a project that, for us, made a difference, very,
very much (Lilac). She (nurse) told us and taught us quite a lot, so for
us, I thought it was very good and then she became a friend, a friends
of ours; then we had my nephew’s birthday party, my sister’s son, and
she came you know, she was a very nice and good girl, very nice, she
really helped (Red).

The participants of the extension project
demonstrated safety, interest, empathy and
responsibility towards the patients and their families,
providing joy and moments of relaxation. To do this,
they used strategies inherentin their training, whether
it is personal, family or professional, according to
the speeches of some participants in the following
sentences. It was good, I liked the way they were accompanied
(refers to her husband and the neighbor who was accompanied
by members of the Project). They (students of the project) came
here and talked, then they spent time together, for them it was very
important and it was nice for me too, because it distracted their heads,
they chatted. There were moments when he was very angry, and they
(students of the project) came and it was a joyful moment. They
chatted, played and changed the subject, and he (patient) told stories
... It was very good (Rose). He was sent by God, an angel, because
not everybody has that love, you know? He had already suffered so
much, he was so weak. But when she arrived, it was like an injection
of strength for us (Yellow). She (the student of the project) cheered
him up, you know? The days she did not come the other two girls came
and it was the same thing, they were cheerful, they came and brought
happiness, you know? It was very good, very, very good (Lilac). They
(students of the project) came here and he (the patient) was really
bad. They brought a canary for him, which they had always promised
to bring, wow, he was so pleased with the little canary (Purple).

Patients and their families could find in nursing
support and empathy that, in many moments, they
did not identify in other professionals or services
available in the health care network. Ah... (sigh) he loved
her (nurse) and he could not stand the psychologist (laughter),
because the psychologist used to ask questions, pushing a situation,
which I guess she shouldn’t, because she wanted to know what we
would do after his death, which are issues that sometimes we did not

want to talk about, I never talked about this subject with her and she

(psychologist) tried a lot to talk about that (Lilac).
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Social support networks

This divided
subcategories: nursing as a link to support networks

category was into two
and inefficiency of support networks.

The first subcategory, nursing as a link to
support networks, states that when they enter the
context of the disease, the family members needed
help to solve social and financial problems imposed
by it. In that moment, the support networks available
are wanted and used as a framework. The female network
was a support that helped me financially, with food, diet, they gave
basic food, medicine. But people from the church and friends were the
ones who helped more, especially with money, because they had to
buy food and medicine. There are a lot of expenses, a lot of things that
you have to buy (Red).

Even when they are available in the community,
the population is usually not aware of the support
networks. Meanwhile, the monitoring developed in the
actions of the project raised the patient-family dyad, a
link with these available networks, providing access,
enrollment, benefit and monitoring. They (students of the
project) made his registration, everything correctly, so that I could
get his milk.. (Orange). They were wonderful in everything. They
provided a physical therapist because I went to the health unit and
was unable to get one, even in the situation he was in, I couldn’t. They
went to the health unit and arranged a nurse to come every day to
make the dressing, give medication, a psychologist who came every
Wednesdays and Fridays, and a doctor who visited him. In the cancer
institution (female network for fighting cancer), they (students of the
project) helped me make my husband’s record. From there came the
food, diapers and diet probe... Even the oxygen he needed and used for
three months, they were able to get, otherwise we would have to buy
the device and everything else (Yellow).

The second subcategory, the inefficiency of
support networks, points to some impasses between
the patient and his family and the social support
networks. Even after being established by the project,
the access and registration of the patient and his family
to the social networks available in the community, due
to bureaucratic problems, inherent in the processes of
these networks, there was waiting time. Unfortunately,
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this time was not compatible with the time cancer
gives to the patient, making the beneficiary not able
to receive his financial help. These things are so slow that
when they finally come, the person no longer exists. Very slow, wow,
people don’t have that flexibility of helping another person quickly.
I did everything I could to get that milk. Can you believe that when
it finally came, he was no longer alive (laughter, with expression of
being dissatisfied) then, there were lots of milk cartons I had to give
to others in need. It was not easy my dear, one fights so much that not
even this financial support, he had a dream of receiving, the following
week after he died, a little paper came here with a message to receive
the financial support, I asked the lawyer if I could get it, but he said
I would have to try it again, then I tried and I am still waiting for
an answer, you can imagine how these things are. They're difficult!

(Orange).

Discussion

Historically and culturally, among all the roles
played by women, the caregiver is the most evident
in the context of a disease. On issues related to a sick
family member’s care, be it a spouse, child or parent,
the woman is implicitly associated as the primary
caregivers*®), This is verified by this study, since all
women interviewed were caregivers of a spouse or a
father with cancer.

As primary caregivers, women received the
guidance of nurses, professionals who were prepared
to recognize the signs and symptoms and intervene
early to prevent, promote and ensure quality of life
for individuals who experience this period®. It can be
seen from the reports of the patient’s family members,
that such actions were held by nurses and students in
their visits and even by phone when necessary.

Besides controlling the physical symptoms in
the human terminal phase, mainly because cancer has
a prominent social stigma, it is essential to recognize
the psychosocial, emotional and spiritual demands
that emerge with the disease. In this sense, it stands
out in the interviewees’ speeches, that such demands
were met in every visit, making them feel supported
and safe.
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From this perspective, a home visit is one
of the most valuable tools that nurses can develop
because in that caregiving context, it is possible to
identify the needs of patients and their families, as
well as knowing the reality and the factors that may
contribute to their treatment and care process(®.
Thus, it is noteworthy that, in nursing, palliative care
can be offered through living and sharing of moments
of love and passion, therapeutically, showing that
death is a natural process and providing the patient
and his family support and acceptance®.

Nurses seek to ameliorate the difficulties
experienced during the illness and the fact of being
sick, once the anguish and the unpreparedness to deal
with such situation can lead to social, psychological
and physical chaos, and extenuate their energies to
face this painful process(*®. In this sense, it became
clear that the family considered the performance of
palliative nursing home care essential to their sick
loved ones, as they felt supported and strengthened to
cope with the illness and its consequences.

Realizing the importance of their presence
in a home affected by this vicissitude, nurses have
built a trusting relationship with patients and their
families, since the continuity of home visits, the
concern and the follow-up of the family unit allowed
the establishment of a connection that goes beyond
the entry of “outsiders” in their houses’ routine, using
important attributes learned in their humanistic
education as genuine, compassionate, thoughtful,
honest and creative human beings”.

To do so, in cases when the therapy does not
bring healing, holistic care that addresses all the needs
of the patient and his family, demands the involvement
of a multidisciplinary team, formed by physicians,
social workers,

psychologists, physiotherapists,

occupational therapists, pharmacists, dietitians,
chaplains, dentists and speech therapists, in addition
to nurses®?,

Care developed by extension actions is affected

only by the nursing staff, impeding one to offer
palliative care in a multidisciplinary way. Therefore,
when one identifies a need for support that goes
beyond the capacity of nursing and encompasses
actions of other professionals, nurses seek to supply
them with the support of social networks available
in the community. A Social Support Network is
made up by people, structures and institutions that
accompany the individual throughoutlife. In them, the
patient keeps a social bond, which involves material
assistance, and emotional sense of belonging to the
context in which he is inserted®®. Therefore, social
support networks are very important, since they offer
the family and the patient support to overcome the
challenges inherent to the disease®*29,

The weekly nursing follow-up, offered by
the extension action, recognizes the material, social
and emotional needs of the patient and his family,
establishing a link with the social support networks
available in the community and by intervening in the
trajectory of search for care directs people in the paths
that lead to the resolution of their needs.

The fact that the social networking is inserted
into the community does not guarantee, however,
that the patient and his family will have access and
support, as shown by the interviewees in this study.
They were unaware of the available networks,
pointing difficulties in establishing links with them
as well as dissatisfaction with the organization of
the service offered. Faced with such difficulties, as a
mediator, the project was important in addressing and
meeting the needs imposed by the disease, as well as
in the terminally ill patient’s life.

Thus, it is verified that when nursing is present
in the experience of illness and end of life due to
cancer, it plans and implements actions that will
allow to patients and their families as much control
over their life and disease as possible, leading them
to face the process with more tranquility, dignity and
autonomy*2b,
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Final Considerations

The female relatives of cancer patients in
palliative care showed they were satisfied with
the follow-up care developed by the nurses of the
extension project and demonstrated in their speeches
their importance during the disease.

The home care developed by the nursing
staff enabled interventions with the essence of
palliative care, helping with the patients’ physical
needs through guidelines and the implementation of
procedures, offering a differentiated attention to the
families accompanied and establishing ties with them.
Based on it, the binomial patient-family felt safe and
supported during the process of treatment and at
the time of death and mourning, since the approach
and the connection with the professional gave them a
better quality of life.

The study allowed the understanding of the
cancer events in the life of the patient and his family
and the importance of nursing care in the experience
of illness and end of life. The need of support from the
social networks was evident in the context of getting
ill, as well as their low effectiveness, showing the
necessity of the mediators’ actions.

As aweak point, one points the reduced number
of people accompanied by this kind of attention in the
study site and, consequently, the results cannot be
generalized.

By understanding the importance of palliative
nursing home care, professionals raise their awareness
about the importance of actions taken on behalf of
cancer patients and their families. It calls the attention
of managers to the need for expansion of palliative
care in health care and that the professionals involved
in the care process act as mediators together with the
social support networks, facilitating the users’ access
through resolving actions and integrated health
services.
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