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ABSTRACT

Objective: To understand the perception of nurses from the Family Health Strategy in relation to palliative care in the home. Methods: A
descriptive, exploratory study with a qualitative approach conducted with nine nurses from the Family Health Strategy of the municipality of
Lavras — MG. Semi-structured interviews were conducted and data were subjected to content analysis. Results: The vatious dimensions of
care in the home context were identified, along with the performance and limitations of nurses in the care of the patient and his family at end
of life. The capacity to establish a bond, by the proximity to people who receive their care, is a remarkable point of the action of these nurses
with patients and families in end of life situations. Conclusion: The nurses consider the patient and his family as the unit of care, they have the
opportunity to share solidarity, experiences and learning, not only from a professional standpoint, but above all, from a human one.
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RESUMO

Objetivo: Compreender a percepcio de enfermeiras da Estratégia Satude da Familia com relagdo aos cuidados paliativos no domicilio. Méto-
dos: Estudo descritivo, exploratério, com abordagem qualitativa realizado com nove enfermeiras da Estratégia Saude da Familia do municipio
de Lavras — MG. Foram realizadas entrevistas semiestruturadas e os dados foram submetidos a Analise de Conteido. Resultados: As varias
dimensoes do cuidado no contexto domiciliar foram identificadas, bem como a atuagio e as limitagdes das enfermeiras no cuidado do paciente
em final de vida e de sua familia. A capacidade em estabelecer vinculo, pela proximidade com pessoas que recebem seus cuidados, é um ponto
marcante da atuacdo dessas enfermeiras com pacientes e familiares nas situagdes de final de vida. Conclusdo: As enfermeiras ao considerar
o paciente e sua familia como unidade de cuidado, tém a oportunidade de compartilhar solidariedade, experiéncias e aprendizados, ndo sé do
ponto de vista profissional, mas, sobretudo, humano.

Descritores: Programa Satde da Familia; Cuidados paliativos; Enfermagem em saude publica; Assisténcia domiciliar

RESUMEN

Objetivo: Comprender la percepcion de enfermeras de la Estrategia Salud de la Familia respecto a los cuidados paliativos en el domicilio.
Métodos: Estudio descriptivo, exploratorio, con abordaje cualitativo realizado con nueve enfermeras de la Estrategia Salud de la Familia del
municipio de Lavras — MG. Se llevaron a cabo entrevistas semi estructuradas y los datos se sometieron al Analisis de Contenido. Resultados:
Fueron identificadas las diversas dimensiones del cuidado en el contexto domiciliatio, asi como también la actuacién y las limitaciones de las
enfermeras en el cuidado del paciente al final de su vida y de su familia. I.a capacidad para establecer vinculo, por la proximidad con personas
que reciben sus cuidados, es un punto marcante de la actuacion de esas enfermeras con pacientes y familiares en las situaciones de final de vida.
Conclusion: Las enfermeras al considerar al paciente y su familia como unidad de cuidado, tienen la oportunidad de compartir solidaridad,
experiencias y aprendizajes, no sélo desde el punto de vista profesional, sino también, sobre todo, humano.

Descriptores: Programa de Salud Familiar, Cuidados paliativos; Enfermeria en salud puiblica; Atenciéon domiciliaria de salud
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INTRODUCTION

Currently there is a preference on the part of fami-
lies and patients for the palliative care being dispensed
at home, combined with the tendency of changes in
society, which leads back to families the responsibility
of care for patients who are dying. Thus, care at end of
life has become a required competency for the services
of primary health care, particularly the proximity to the
care provided in the community between the profes-
sional teams, patients and families®.

Knowing nurses’ perceptions from the Family
Health Strategy (FHS) in relation to palliative care at
home, it is believed to be possible to identify the mean-
ings they attach to the process of caring for patients
in the final phase of life, as well as possible strategies
facilitating or hindering their interaction with the family
for care, thus allowing future programs draw to qualify
human resources exploited in order to actually provide
care to patients and their families.

In this sense, helping individuals with chronic dis-
eases and without curative possibilities, as well as their
families in the advanced stage of the disease and end of
life lead us to a therapeutic model that has been called
Palliative Care.

Palliative care can be defined as active and total care
provided to patients whose disease no longer responds
to curative treatment. It consists of a differentiated ap-
proach that aims at prevention and relief of suffering by
means of early identification of appropriate assessment
and treatment of pain and other physical symptoms,
psychosocial and spiritual needs, promoting the quality
of life of patients and their families®.

In Brazil, some standards were subsidizing and en-
couraging the creation and implementation of services
that provide this type of care. Among them, one can
cite the Ordinance No. 19 of 03 January 2002, which
extends the inclusion of palliative care in instituting the
National Health System, the National Assistance Pain
and Palliative Care, featuring in article 1, item b state-
ment: “Encourage the organization of health services
for the multidisciplinary care of patients with pain and
in need of palliative care”®¥.

Given this national context, there is a tendency to
transfer the patient out of therapeutic healing of the
hospital environment to their homes® in order to make
death more humane and natural.

Thus, it is essential to train human resources capable
of this practice. However, the lack of discrete courses
and training related to palliative care in the undergrad-
uate and graduate programs in various areas of health,
even in oncology (specialty in which palliative care is
most observed) creates a challenging scenario, in which
there is plenty to do in terms of research, teaching,
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service organization and training of human resourc-
es®7. It is emphasized that the focus of care still falls
on the physiological aspects, such as results of strong
biomedical culture and therefore the aspects related to
family issues and social, emotional and spiritual aspects
that are not always petceived as a priority®.

Whereas nurses from the Family Health Strategy
program must have qualification and differentiated
profiles, in order to emphasize their assistance in the
interrelationship team/community/family, the opened
dialogue approach becomes the key to these profession-
als dispense the effectively care way, in the presence of
a disease that threatens life, if necessaty, so in addition
to general knowledge about the disease, specific skills to
engage and communicate with the patient and family!?.

The aim of this study was to understand the percep-
tion of nurses from the Family Health Strategy (FHS)
program on home care provided to individuals and
their families, within the perspective of Palliative Care.

METHODS

This is a descriptive, exploratory study with a qual-
itative approach, conducted in Lavras — MG. This city
has 17 FHS teams, one nurse per team. The order for
the interviews was randomly drawn. The number of
participants was settled as a result of the analysis of
their statements, since we found the repetition and
lack of new data, and a growing understanding of the
issues identified, establishing the theoretical saturation
of data®V.

Nine nurses were interviewed and voluntarily agreed
to participate during the period between January and
July of 2010; these were aged between 24 and 44 years
old; time of ending training of 1 year to 11 years and
duration of work for the FHS was from 4 months to
10 years.

At first, the approach was performed with the
subjects through telephone calls, on this occasion the
project objective was discussed with the participants
for obtaining acceptance for participation in the study.

Later, interviews were scheduled for data collection,
their statements were about palliative care in the home
environment, the interviews were semi-structured,
combining open and closed questions using a script,
guided by the aim of the research, addressing aspects
of patient care and family in home context.

The questions which guided the research were:

1%, Have you ever had the experience of caring for
a patient at the end of his/her life as a FHS nurse?

27 If yes: Tell me about that experience. What were
your care actions in this situation? What were the main
patient’s needs met? What do you think that could be
improved in the care of this patient?
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3" If not: If you had a patient at the end of his/
her life in your care, what would be your care actions
in this situation?

4™ For both cases: How was your training toward
death and end of life care? What is your role as a nurse
in palliative care? What is your opinion about taking the
patient home to die?

The interviews were scheduled and conducted in
units of the Family Health Strategy where each of the
participants worked. We carried out the recording of the
interview for later transcription and discourse analysis.
It is emphasized that participation was voluntary and,
before each interview, the purpose of the research was
explained. After that, we asked the interviewee to read
and sign the Consent Form. The research project was
approved by the Municipal Health Department of the
city and by the Ethics Committee on Human Research
of the University Center of Lavras — UNILAVRAS
(CAAE - 0025.0.189.000-09).

The data were subjected to content analysis, using
the technique of thematic analysis, which requires dis-
membering the text into thematic units, based on the
study objectives. Thematic analysis’ aim is to discover
the meaning units that make up a communication,
whose presence or frequency mean something to the
analytical objective pursued?.

The discourses from the interviewees were presented
by a code composed by the word “Nurse” followed by
a number from 1 to 9, determined by the sequence of
interviews, to guarantee their anonymity.

RESULTS

Based on the discourse analysis, it was possible to
identify the following categories:

Decision of taking the patient to their home

Opverall, the decision to take the patient to die at
home is made by a physician who have treated the
patient during hospitalization. However, the family
and the patient, when conscious, may question the
doctor’s decision, still, the interviewees stated that the
situation of patients in end of their life should not
remain in hospitals.

“Inn therapy unit is the physician, who is treating bhin [patient]
in the hospital, who will decide” (Nurse 4).

According to the interviewees, in order for the fam-
ily to take the patient in the end of his/her life home,
they need a certain structure for care and also accept
the inevitability condition of death of the patient. For
nurses, it is beneficial to the patient to remain with their
family at home at the end of life, but they point out
that it is difficult for the family to be responsible for
the care the patient needs.
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“You follow the family, if they have accepted and have struc-
ture to keep the patient at home, it is better to stay at home”

(Nurse 3).

Patient’s wishes at the end of life

The agreement of the family to take the patient home is
mainly guided by his/her desite to die at home. Therefore,
when the physician proposes to transfer him/her home,
this is perceived as a possibility of doing a patient’s wish
before his death.

“Her wish [the patients] was not to stay in the hospital in any
way” (Nurse 3).

Another aspect mentioned, concerns the willingness of
patients to receive or not receive medications to treat se-
vere pain which in general is done with the use of opioids.
The interviewees pointed out it is important to respect the
patient’s wishes when he/she refuses these medications
because they cause sedation, considering the patient’s
desire to stay sane in the last moments of his/her life.

“She [patient] did not take strong pain medication ... did
not want strong medication, afraid this would make her sedated”

(Nurse 3).

Limitations and Role of the Family Health
Strategy program

The interviewees highlighted that the ideology of the
FHS is not to offer a contribution to home care to pa-
tients and their families. The support they offer families
is important, however, nurses emphasized that family
members cannot leave the whole patient care under the
responsibility of the team, because they are unable to
provide this type of care due to the high demand and
objectives of FHS. In this sense, the role of the FHS
program, in the perspective of the nurses participating
in the study, is to give support to the family, enabling
them to provide the care the patient needs.

“.. there’s no way we can be there [at home] all the time”
(Nutse 7).

“We help bathing the patient, we take a look at the medicines
he/ she is supposed to take, if there is any dressing, we can do
that, and we also provide guidance for all the rest of the day and
night” (Nurse 5).

Nevertheless, there was a big concern of nurses with
respect to the staff time available to provide adequate
assistance to the patient and his/her family. There are
several limitations of the FHS program, such as: lack of
time and the professionals working hours of the FHS,
ie on weekends and holidays the patient and family have
no one to give them any kind of support.

“We do our part within our means, but we are limited becanse
we are not here 24 hours. The FHS only works eight hours on
weekdays. So during weekend, holidays, nights, we are not here”
(Nurse 5).
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Family care

Nurses considered the equivalent importance of
care to both patient and their family. The family plays a
fundamental role in patient care in the final stages of life
and, accordingly, must be prepated to care for him/her
in the absence of FHS professionals. For this reason,
it is necessary that professionals work for families to
be structured during the entire process of end of life
of the patient.

“Family care and support is as important as the patient’s
care and support” (Nurse 1).

Family involvement begins with home visits and,
from that moment, the nurses know the environment,
observe the reactions of each individual and investigate
the needs of the patient and family. Thus, they find
themselves in a better position to offer care that meets
the real needs of the family.

“Getting involved with the family, how the family is doing,
we try to give an emotional support, involving the family, focusing
on the whole situation” (Nurse 2).

Interviewees highlighted the importance of explain-
ing the real situation to the relatives of the patient.
Therefore, staff provides information about the stage
of the disease, solves doubts and tries to anticipate for
the family what will happen to the patient, so that they
can be prepared for death.

“I try to establish dialogue, always guiding them about what
is happening with the patient, explaining what might happen,
preparing the family for the future” (Nurse 6).

Bond with the patient and family

Based on interviews, it was noted that patients on
their end of life require a service equivalent to that
given to an individual who has the possibility of cure.
Thus, the nurses consider respect, attention and care
essential feelings provided to the patient at the end
of life and their family. Through them, professionals
demonstrate to their patients that they are important
and that they are human beings, ie, provide emotional
care to these people.

“It is not becanse he [patient] is there at the end of life I
do it anyway. 1 care for him as I would care for any other person,
taking all possible care” (Nurse 2).

“Talking to her [patient] because she had no one to talk
to and she loved to tell stories. So, besides the dressing, we also
offer emotional support to her. Chatted, gave her attention”
(Nurse 9).

Through home visits, nurses are able to establish
a bond with the patient and family, ie the interaction
between patient/family and nurse starts based on con-
versations established between them. This link allows
the nurse to feel safe to detect and to meet the needs
of the patient at the end of life and family and conse-
quently care becomes individualized.
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“It has this good side of the bond, the side that we create an
intimacy with the patient and family” (Nurse 4).

Working in a multidisciplinary team

The content of the interviews highlighted the
importance of the integralization of actions of the
various professionals of the multidisciplinary team:
nurse, physician, psychologist, physiotherapist, dietician,
community health worker, nurse technician and nursing
assistant, so that the patient and his/her family can keep
the end of life care at home.

“We always bave to be working in teams, becanse alone we
do not get anywhere” (Nurse 5).

Interviewees also emphasized that the nurse and the
physician are the professionals who have greater contact
with the patient and his/her family, and also the import-
ant role of the dietitian, physiotherapist, psychologist,
agents, nurses technicians and nursing assistants.

“Nurses and physician have more contact with the patient
and family. The psychologist is not even on the team, he/ she is
Sfrom the Center for Support of Family Health. But the person
who deals with this situation directly is me, the nurse and the
physician, we are the ones who talk to the family” (Nurse 4).

The psychologist is identified as important in the
situation of a patient at end of life, however, not all FHS
programs have that professional, so nurses usually take
this responsibility to emotionally care for the patient
within their means.

“.. we do not bave a psychologist working with ns”(Nurse 8).

“So we do the way we can, in fact, the ideal wonld be for all
teams to have a psychologist because be is the one who knows all the
cognitive and emotional approaches for the patient” (Nurse 1).

Network support

When the patient remains at home at the end of
life, in addition to family support, he/she also has the
opportunity to receive support from their extended
family and friends, so he/she can face the inevitability
of death. Besides these people, the patient and family
can also count on the support of the FHS team, when
there is some complication with the patient.

“Her friends talked to her and tried to get her [patient] to
accept the situation” (Nurse 3).

The interviewees also indicated the importance of
religiosity and participation of members of the religious
community of the patient so he/she feels cared for
and realize they are not alone during the dying process.

“.. not only the Catholic religion, there were people who canze,
people who went to their houses, such as Jehovah’s Witness ...”
(Nurse 3).

In the situation where the patient has no family
support in care and/or live alone, neighbors and friends
are the people who help them in difficult times. Under
these conditions, the orientations regarding patient
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care are passed on to people who are with him/her at
the time of visit, such as neighbors, friends, nephews,
among others.

“The patient stayed home becanse of a neighbor, a friend”
(Nurse 5).

Academic Background related to care at the
end of life

Interviewees pointed out that, although the subject
of death has been discussed during their academic life,
the largest approach is still in the healing area, most
of the training focuses on how to restore the patient’s
health. Nurses reported that they could learn about the
importance of respect and individualized cate in end of
life situations, however, reported that they had little con-
tact with such patients during their academic training,
emphasizing the importance of experiential component,
and not just theoretical, in end of life situations.

“We do not have practical training, when practice happens,
then we really start to learn” (Nurse 4).

“Experience, experience we gain according to the situations
in which we live in, as we live we learn” (Nurse 3).

DISCUSSION

The data showed that, in general, the decision to
take the patient to die at home is made by a physician
who have been taking care of him/her during hospital-
ization. Moreover, after the clinical assessment of the
patient in the hospital service, at hospital discharge,
family members rarely neither receive clear information
about the disease, otientation and/or support to provide
home care nor receive reference on a support service
to continue the treatment after hospital discharge?.

The care for the patient during the process of dying
athome is a difficult and stressful experience for nurses,
especially due to the lack of ability to deal with families
and the lack of availability of technological resoutrces™.
According to the nurses, it is not the role of FHS pro-
gram to provide the same technological resources of a
hospital or home care service. Nonetheless, the staff,
especially nurses, should aim to meet the demands of
patients in end of life situation. Aspects such as the
promotion of comfort and improved quality of life are
paramount to ensure the dignity and autonomy of the
patient, involving the family in care.

One of the aspects proposed by palliative care is
to control symptoms and, among them, the pain. For
pain control, medications such as opioids may be used.
However, data show some fear on the part of patients
using opioids because of its sedative effect. Accordingly,
nurses emphasized the importance of respecting the
patient’s wishes to receive or not these medications
due to sedation they cause. Thus, the more we respect
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patient autonomy and participation of family mem-
bers in the discussion of the evolution of the clinical
and therapeutic procedures, the greater the success of
the humanization of care provided to patients at end
of life™®.

The FHS assistance to the patient and their family
begins based on coexistence with these people. As a
result, the nurses, with their team, organize space house-
hold where care will be developed"?. However, for the
patient to receive end of life care at home, it is necessary
that the family is also responsible for such care.

The multidisciplinary work of FHS also assumes
critical importance for addressing family health, particu-
larly in home care, which involves professionals, patients
and their families. Nevertheless, many professionals
perform their practices so individualized and often
viewing the family as a mere recipient and provider
of information”®.

The difficulties faced by relatives of patients outside
the therapeutic possibilities at home may be related to
the lack of information about the disease and prognosis,
with the financial situation, the conflict between feelings
of those who care and who is cared for, with lack of
knowledge about the disease itself, among others. These
difficulties may become more intense or minimized
through basic information about care”. The discourses
of nurses resemble that described in the literature, that
is, they also believe that the difficulties faced by families
could be lower, if they knew in advance the possible
situations that can occur with the patient, and how the
caregiver can act for each one.

The crying and the voice of the patient’s relatives
in end of life situations and feelings are externalized
forms of relief, which promote a sense of relief!”.
Nurses also believe that comfort and support to the
family may be offered through a good conversation,
dialogues and listening. Thus, the family feels safer and
more comfortable in opening up to the professional.

Generally, nurses have contact with the theoretical
basis for the care of patients at end of life, though,
these professionals demonstrate low assimilation of
theoretical knowledge to professional practice. The
actions of most of these professionals are the result
of their experiences acquired in the daily practice of
work®. This shows that the curriculum of undergrad-
uate nursing colleges has subsidized qualitatively the
formation of a knowledge oriented care in situations
of end of life and death.

Thus, it is a challenge to focus on the logic of FHS
care production, as it is reflected in the work oriented
to the problems, needs and quality of life of users®.
These actions, besides contemplating the necessary
procedures, such as dressing and probing, also seek to
integrate human relationships, the bond and care.
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FINAL CONSIDERATIONS

This study allowed us to understand nurses’ percep-
tions of FHS program in home care to the person who
needs palliative care and their families. Through these
perceptions, unveiled categories that could subsidize
the effective care of patients and their families during
the dying process in the home context.

The data showed that the decision to take the
patient to die at home is made by the physician who
takes care of the patient during hospitalization,
evidencing the low participation of patients and
their families with regard to the process of decision

REFERENCES

1. Munday D, Petrova M, Dale J. Exploring preferences for
place of death with terminally ill patients: qualitative study of
experiences of general practitioners and community nurses
in England. BMJ 2009 2011 Jul 15; 338:b2391. Doi: 10.11
36/bmj.b2391.

2. World Health Organization. National cancer control
programmes: policies and managerial guidelines. 2nd ed.
Geneva: WHO; 2002.

3. Brasil. Ministério da Saude. Secretaria de Assisténcia a
Sadde. Programa nacional de humanizacio da assisténcia
hospitalar [Internet|. Brasilia: Ministério da Saude; 2001.
(Série C. Projetos, Programas e Relatérios, n. 20). [citado
2010 Dez 7]. Disponivel em: http://bvsms.saude.gov.br/
bvs/publicacoes/pnhah01.pdf

4. Brasil. Portaria GM/MS n° 19, de 03 de Janeiro de 2002. Institui
no ambito do Sistema Unico de Saide — SUS, o programa
nacional de assisténcia a dor e cuidados paliativos [internet|.
2002 [citado 2010 Dez 7]. Disponivel em: http://dtr2001.
saude.gov.br/sas/PORTARIAS/Port2002/Gm/GM-

5. Rabow MW, Hardie GE, Fair JM, McPhee SJ. End-of-life
care content in 50 textbooks from multiple specialties. JAMA.
2000;283(6):771-8.

6. Melo AG. Os cuidados paliativos no Brasil. Mundo Sadde.
2003;27(1):58-63.

7. Vargas D. [Death and dying: feelings and behaviors of nursing
students]. Acta Paul Enferm. 2010;23(3.:404-10. Portuguese

8. Zaforteza Lallemand C, Prieto Gonzalez S, Canet Ferrer TP,
Diaz Lépez Y, Molina Santiago M, Moreno Mulet C, et al.
Mejorando el cuidado a los familiares del paciente critico:
estratégias consensuadas. Enferm Intensiva. 2010;21(1):11-9

9.  Cruz MG. [Comparative study of some health indicators in
municipalities of the State of Sio Paulo in accordance to

Baliza MF, Bousso RS, Spineli VMCD, Silva L, Poles K

making related to actions with patients outside of
therapeutic healing,

In this study, we understand that the ability to estab-
lish connection by proximity to people receiving care, is
a remarkable point of the performance of FHS nurse
with patients at the end of life and their families. By
proximity to the family, the nurse sees new opportunities
and learn new ways to take care of health care, based
on their professional practice.

When considering the patient and family as a unit of
care, nurses have the opportunity to share solidarity, expe-
riences and learning, not only from the professional point
of view but, above all, from the human point of view.

the implementation of the family health program]. Rev Esc
Enferm USP. 2005;39(1):28-35. Portuguese.

10. Shannon SE, Long-Sutchall T, Coombs M. Conversations
in end-of-life care: communication tools for critical care
practitioners. Nurs Crit Care. 2011;16(3):124-30.

11.  Strauss A, Corbin J. Pesquisa qualitativa: técnica e procedimentos
para o desenvolvimento da teoria fundamentada. 2a ed. Porto
Alegre: Artmed; 2008.

12. Bardin L. Analise de conteudo. Lisboa: Edi¢oes 70; 1996.

13.  Caldas CP. Envelhecimento com dependéncia: responsabilidades
e demandas da familia. Cad Saude Publica. 2003;19(3):773-81.

14. Valente SH, Teixeira MB. [Phenomenological study about
the nurse’s home care for families of terminally ill patients].
Rev Esc Enferm USP. 2009;43(3).:655-61. Portuguese

15. Chaves AA, Massarollo MC. Perception of nurses about
ethical dilemmas related to terminal patients in intensive care
units. Rev Esc Enferm USP. 2009;43(1):30-6.

16. Giacomozzi CM, Lacerda MR. [The practice of home
assistance by family health strategy professionals]. Texto &
Contexto Enferm. 2006;15(4):645-53. Portuguese.

17. Silva CA, Acker JI.[ Palliative home care in the view of
families of a person with neoplasia].. Rev Bras Enferm.
2007;60(2):150-4. Portuguese.

18. Machado AL, Freitas CH, Jorge MS. [Family caregiver activity:
meanings and beliefs]. Rev Bras Enferm. 2007;60(5):530-4.
Portuguese.

19. Susaki TT, Silva M], Possari JE. [Identification of the dying
process phases by Nursing professionals] Acta Paul Enferm.
20006;19(2):144-9. Portuguese.

20. Costa GD, Cotta RM, Ferreira ML, Reis JR, Franceschini SC.
[Family health: challenges in the reotientation process of the as-
sistance model]. Rev Bras Enferm. 2009;62(1):113-8. Portuguese.

Acta Paul Enferm. 2012;25(Special Issue 2):13-8.



