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ABSTRACT

Introduction: Introduction: Palliative care aims to alleviate human suffering with the adoption of a correct assessment and treatment of pain and other
problems, whether physical, psychosocial and spiritual, based on early identification. Due to the substantial increase in the number of elderly people
and the prevalence of non-communicable chronic degenerative diseases, this care has been increasingly necessary, also developed by Primary
Health Care (PHC). It is known that both palliative care and PHC have teamwork as the basis of care. Objective: To synthesize the results of studies
on the importance of palliative care at home provided by the Primary Health Care team. Methodology: Integrative literature review. The search for
studies was performed on LILACS, SCIELO and Medline platforms. Studies in English and Portuguese, with a publication date of the last six years,
were included. Results: Regarding the characterization of the analyzed articles, two (28.5%) were published in 2016, two (28.5%) were published
in 2019, 1in 2021 (14.5%) and two (28.5%) were published in 2022. Among the studies, none were published in specific journals for palliative care.
Final Considerations: We know that countless patients die before receiving palliative care and of these many, before finitude, suffer from the disease
without the minimum quality of life and suffering in the face of the situation. Thus, it is necessary to think and reflect on the PC, which should be
available as close as possible to the patient, that is, in Primary Health Care.
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INTRODUCTION

Palliative care (PC) aims to minimize human suffering
through adequate assessment and treatment of pain and
other problems, whether physical, psychosocial and/or spir-
itual, based on early identification. Due to the substantial in-
crease in the number of elderly people and the prevalence
of non-communicable chronic degenerative diseases, such
care has been increasingly necessary ',

Cancer patients, as they experience pain and suffering
on a daily basis, as well as people, elderly or not, who have
chronic non-communicable diseases (CNCDs), represent a
growing concern. In view of this, the World Health Organiza-
tion (WHO), in 2002, defined Palliative Care as an approach
that aims to improve the quality of life of patients and their
families, in the face of diseases that threaten the continuity
of life. This PC implies the gathering of skills by a multipro-
fessional team to help patients and their families to adapt to
a new standard of living imposed by the disease. Due to its
importance, on October 7th, the World Day of Palliative Care
is celebrated 2

According to data from the World Health Organization,
each year about 40 million people need PC (WHO, 2015).
Among these, almost 39% are people with cardiovascular
diseases, 34% with cancer, 10% with lung diseases, 6% with
HIV/AIDS and 5% with diabetes, both in an advanced stage

(WHGQ, 2015). In this sense, Primary Health Care (PHC) guid-
ed by the principles of care coordination; of the bond and
continuity; of completeness; of accountability; of humaniza-
tion; equity and social participation has the potential to be-
come one of the levels of health care with conditions to facil-
itate the population’s access to Palliative Care .

The principles of palliative care, according to WHO infor-
mation are:

Provide relief for pain, asthenia, inappetence, dyspnea,
among others; reaffirming life and death as natural process-
es; integrate psychological, social and spiritual aspects into
the clinical aspect of patient care; not hasten or postpone
death; provide a support system to help the family cope with
the patient’s illness in their own environment; offer a support
system to help patients live as actively as possible until their
death; use an interdisciplinary approach to assess the clinical
and psychosocial needs of patients and their families, includ-
ing grief counseling and support #

It is known that this care is part of the scope of action of
Primary Health Care (PHC) and also, both palliative care and
PHC have teamwork as the basis of care by definition. There-
fore, exploring this theme allows talking about symptomatic
control in palliative care patients, exclusive or not °,

In view of the population aging scenario, in addition to
inadequate population feeding practices, sedentary life-
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style, among other factors that corroborate the emergence
of CNCDs, it is believed that a model of care that includes
palliative care is essential.

It is understood that, for a long time, health profession-
als had well-established attitudes in a mechanistic con-
ception of life, which is why it is currently possible to ob-
serve the numerous difficulties in recognizing the complex
and multidimensional reality of health care. Regardless of
the symptom, we must understand these patients in an in-
tegral way, approaching the physical, social, psychological
and spiritual spheres.

Based on the above, articles that address evi-
dence-based practice were analyzed, as they improve
clinical effectiveness and support health professionals in
their conduct based on scientific evidence, clinical experi-
ence and client preferences ®,

The general objective is to synthesize results of studies
on the importance of palliative care at home provided by the
Primary Health Care team.

The motivation for the theme is due to the fact that, in
chronic diseases, actions and palliative care should be initiat-
ed at the time of diagnosis and developed together through-
out the treatment of the disease, given that this practice
brings as its main benefit a better quality of life for the patient.

LITERATURE REVISION

Palliative care and ethical aspects

Palliative Care (PC) implies an improvement in the
quality of life of patients and their families due to a dis-
ease that may compromise their quality of life, or even lead
to death. Such care promotes the prevention and relief of
suffering through early identification, rigorous assessment
and treatment of pain .

In this type of care, orthothanasia is promoted and dys-
thanasia is avoided. In 2009, the Federal Council of Medicine
(CFM) wrote for the first time the term palliative care in the
Code of Medical Ethics, maintaining the wording in the cur-
rent version of the Code, published in 2018".

Regarding health care, in 2018, Brazil had 177 Palliative
Care services, expanding to 190 in 2019. Although this in-
crease of almost 8% represents advances, it is not enough for
Brazil to be among the nations with the best level of coverage
of this type of care &,

Frossard ° reports that palliative care denotes the reali-
ty of public health in Brazil, lacking intensive care units and
expecting greater investments. For the author, it is urgent to
draft laws that are actually implemented in fact. The research-
er brings to light the reflection on the social assistance policy
implemented at the different levels of social protection, based
on the availability of social services that should incorporate
demands for palliative care with reception of the difficulties of
people who are dependent on this care.

ALONG THE SAME LINES, HERE IS WHAT SANTOS, FERREIRA
AND GUIRRO (2020) POINT OUT:
Unlike countries where Palliative Care is more developed,

Brazil did not have, until November 2018, any policy that spe-
cifically structured or guided the development of the area and
even today there are differences when comparing the state
and federal levels &,

The demand for PC is a current public health problem, es-
pecially due to the progressive aging of the world population,
whose consequence is revealed by the substantial growth in
the number of elderly people. This context, according to Que-
iroz ', highlights the importance of this care, as well as the re-
organization of health services in order to ensure their supply.

This care consists of the assistance provided by a multi-
professional health team, in addition to volunteers, to individ-
uals diagnosed with a life-threatening chronic disease, with
the aim of improving the quality of life of these subjects and
reducing hospitalizations and unnecessary care 5. In this way,
PCs go through the interdisciplinarity of care, in an integral
way, for people with advanced diseases in the terminal phase
and their families and/or caregivers ™

In the Brazilian national territory, Primary Care is devel-
oped with capillarity and, in a decentralized way, occurs in
the place closest to people's lives. There are several related
governmental strategies, among them, Basic Health Units,
Community Health Agents, Family Health Team and Fami-
ly Health Support Nucleus, having at an intermediate level
the Mobile Emergency Care Service, Emergency Care Units
and Medium and High Complexity care provided in hospi-
tals. Secondary care is composed of specialized services at
an outpatient and hospital level, with a technological density
between primary and secondary care. The third level of care,
called tertiary or high-complexity care, is composed of highly
specialized therapies and procedures, also organizing proce-
dures that require high technology and high cost, such as
oncology, cardiology, transplants, among others ™,

According to the World Health Organization, PC can be
performed at different levels of health care, especially within
the PHC, bringing benefits to the health system in the reduc-
tion of hospitalizations, and can be offered by health profes-
sionals and volunteers 3.

Itis known that this type of care for patients with non-com-
municable chronic diseases can benefit them. PC is present
at all levels of care, and can be adopted as an approach by
qualified health professionals ™.

Ethical dilemmas and insecurities from the legal point of
view of professionals, in the face of palliative care, commonly
arise. Therefore, one of the pillars of medical ethics is decision
making. Having the ability to make the right decision, inform-
ing patients and their families and/or caregivers that they
need to understand the risks and benefits of each therapeutic
option, is essential so that they can make decisions according
to their life history and values. However, studies show that
many patients have inadequate views on their prognosis ™.

Faced with the finitude of life, the terminal patient is grant-
ed respect for autonomy; beneficence; non-maleficence; and
justice. He has the right to be treated properly until his death.
Even if there is no prospect of life, he has the right to feel hope
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and express, as he wants, feelings and emotions in the face
of death. Another important ethical factor to consider refers
to the right of this patient to participate in decisions about
care, treatments and receiving medical and nursing care,
even if the healing goals assume the sense of comfort goals.
He must not yet die alone; be relieved of pain and discomfort
and, finally, have your questions (asked or suggested) an-
swered honestly ™.

The issues related to the process of finitude faced by the
patient are not always clearly explained to the health profes-
sionals involved in this care. Therefore, the qualified listening
of this professional, with a view to providing more substantial
information, will provide greater support for patient care. Also
looking at this caregiver, respecting their limits, is essential ™.

Palliative care at home provided by the Primary Health
Care team

From the Declaration of Alma-ata, in 1978, a new form of
organization of the health system was carried out. Primary
Health Care (PHC) constitutes a primary health care model
based on scientific evidence, methods and practices within
the reach of individuals, families and communities.

According to the Ministry of Health, there is a configura-
tion that does not match the care models recommended in
public policies. This inconsistency is marked by the provision
of services and the population’s health needs. Therefore, for
this discrepancy to be overcome, it is necessary to rescue
the Health Care Networks, since they aim at the systemic in-
tegration of health actions and services with the increase of
the system'’s performance in terms of access, equity, clinical
and sanitary®.

As the PHC is the gateway to the health system and be-
cause it is decentralized, it should value the proximity of ser-
vices to the population, whose actions are organized through
the multidisciplinary team. The Family Health Strategy (FHS)
is the form of action used in the Brazilian scenario .

On the other hand, Home Care (HC) aims to reorganize
the work process of teams that provide home care in PHC,
in outpatient clinics, in urgent and emergency and hospital
services, with the goal of reducing the permanence of hos-
pitalized users. ®,

AD was adopted by Brazilian public policies as an alter-
native to hospitalization. In the Unified Health System (SUS),
this care format was established by Law No. 10,424, of April
15, 2002, which defines this type of assistance and by Ordi-
nance No. 2,529, of October 19, 2006, which defines the forms
of action, the formation of the care team, financial resources
and accreditation conditions. More recently, the forms of AD
were redefined by Ordinance No. 963, of May 27, 2013, which
establishes the Home Care Service (SAD) in the SUS, defin-
ing the formation of the Multiprofessional Home Care Team
(Emad) and including PC and death care in its prerogatives %,

Souza et al. " and Floriani and Schramm?, refer that PC
care in PHC should not be understood as home care of the
home care type. Therefore, their work must be organized to
assist patients suffering from advanced chronic diseases,

with high dependence, in traditional interventionist ways. In
relation to PC specifically in PHC, it refers to a specific type
of service that can be organized and offered at all levels of
reference, without interruption.

In the Brazilian context, since the beginnings of the
Community Health Agents Program (PACS) and the Family
Health Program (PSF), with wide national distribution, they
already provided for visits by a team of health professionals
at home, so that, despite not having originally developed for
palliative care actions, they were gradually structured to in-
corporate such a model, assuming important attributions in
this care modality 2.

Souza et al. " already reported the reality of patients and
family members who need home care with the use of palli-
ative care by PHC professionals. These situations they expe-
rienced generated ethical challenges, especially with regard
to communication between the team, family and patient and
the lack of emotional and institutional support for caregivers,
due to the wear and tear resulting from the overload of care
that can be clearly perceived by the team.

The integration of PC to existing health services, especial-
ly those that include home care, without requiring specialized
knowledge, greatly facilitates access to this type of care for a
greater number of users 22,

The fact that the patient can be at home, maintaining their
privacy and being able to perform daily tasks, maintaining lei-
sure habits, are some of the numerous benefits of palliative
care. You have a more varied diet at home and more flexible
hours. These factors promote and/or strengthen the subject’s
autonomy. Another benefit is the reduction of long and costly
hospital stays for the health system. Such care basically re-
quires good communication, treatment of symptoms - such
as pain and others - at the end of life, generally low cost, and
great coordination of the care process *.

In addition, visits and attention from the health team that
is intended for the patient and family are essential for a better
quality of life for the client and there is no need to use more
complex resources to control physical symptoms brings to
the reflection the meaning of palliative care that is material-
ized through the relief of suffering, early identification, correct
assessment and treatment of pain, greater autonomy of the
patient in meeting their needs.

Another factor to be pointed out as an aid tool used by
professionals who work at home is qualified listening and
guidance to family members and caregivers about unexpect-
ed situations with the patient. This listening can help to re-
duce anguish, moreover, these people need to be prepared,
as much as possible, for some events, such as clinical com-
plications ™.

There is no ready-made recipe about PC for patients and
their families and/or caregivers. However, the approach is of
great importance as, in this phase of life, of great vulnerability,
with the proximity of the finitude of life, people almost always
cling to their beliefs and values as an inner resource to relieve
their anguish. Therefore, understanding death as a natural
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process of life, although not an easy task, may be the only RESULTS AND DISCUSSION
way to relieve the suffering of definitive disconnection from Regarding the characterization of the analyzed articles,
life as we know it ™, two (28.5%) were published in 2016, two (28.5%) were pub-
Highlights as fundamental the adequate relief of symp- lished in 2019, one (14.5%) in 2021 and two (28.5%) were
toms, which can restore the confidence of the patient and published in 2022. Among the studies, none were published
their families, making them safer and more comfortable to in a specific journal for palliative care, 2 were published in
enjoy care, according to their needs, in the comfort of their public health journals, 1in a cancerology journal, 2 in nursing
homes, living every moment that is rightfully theirs®. journals, 1in a PHC journal and 1in a psychology journal. In
this study, in order to facilitate the visualization of the results
METHODOLOGY found, a synoptic table was built containing the author, jour-
The integrative review was adopted as a method for group- nal, article title, method and conclusion.

ing the data collected on the proposed theme. It is a broad
methodological approach that allows the inclusion of experi-
mental and non-experimental studies, data from the theoreti- -

cal and empirical literature on what is to be analyzed 2, e e L e
Unlike the systematic review that constitutes experimen- pecemien . comm | mameral vtk ‘r:f'_'-'frln'iEZE.T;"L“."‘“
tal studies of recovery of critical analysis of the literature, the Mt e ey | ol de S| SR | S L | s e
integrative review appears with the objective of reviewing o s e g | s, ST
and combining studies with different methodologies, inte- . . ' [ de s cudaderes |
grating the results * — ¢ e
Like other review methods, integrative review is linked e i,
to Evidence-Based Practice (EBP). Data were sought in R e pay—
order to answer the guiding question: What is the impor- Pousacie, Zobok | Ebormagen 0| ey o s de b |
tance of palliative care at home provided by the Primary — e o i e oo s
Health Care team, consisting of a doctor, nurse, commu- e e
nity health agent and nursing technician, based on the el
characteristics of each municipality, as established by the [ [ | f et s 1
guidelines of the National Primary Care Policy (PNAB) and seoemiile e Iepacls dm
the essential attributes of PHC? SRR P =gy
For data analysis, a search for articles from the last six Morpuchi (019 | Cokewn " ]
years was carried out, seeking the most up-to-date publi-
cations on the subject, being searched in a database in the | | |
Latin American and Caribbean Literature on Health Scienc- Coly_ palitves
es (LILACS), Scientific Electronic Library Online (SCIELO) Cobomal GOIn [P e & 2 Pt | Exo descrit | ¢ de
and MEDLINE. The search was carried out in November N . T
2021, with an update in January 2022 in the same databas- '
es. The following descriptors were used: non-communica- N .L..;'l:r.’"r:{
ble chronic diseases; palliative care and primary health care. S R 1 ) P— L P, b viem
For the operationalization of the study, the descriptors were e g 5| L .y
crossed in the referred database associated with the Bool- B it DT
ean operator and. .
As inclusion criteria in the results, articles published be- e P s
tween 2016 and 2022 were used, with full text, described in v Mot e o | s D | o s P | _— - gl o
Portuguese and English, free of charge. Articles that were 8¢ inbrwmgen I:‘:.Jh s Litasiors i
not in accordance with the objectives proposed in this study e prcibras
were excluded. | | |
The process of identification, selection and inclusion of b, et owce
primary publications took place in the following steps: step Mnle o 4:1::;1“uhf”_.
1- identification of studies through descriptors and applica- Fomemeral QU2 | G e s, | e [ e <P
tion of filters, totaling 568 articles; 2 - reading the titles and Ry e mekdckigin oom o s m
abstracts of the articles, applying the inclusion and exclusion ——— Y o

criteria, being selected 34 articles. After reading these in full,

7 articles were chosen that met the ObJeCtlve of this study. It Chart 1 - Synoptic table with distribution of references according to
should be noted that the ethical aspects and the Copyrlght authorship, journal, article title, method and conclusion, 2016 - 2022.
Law were met.
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The increase in chronic non-communicable diseases
(CNCDs) has represented one of the main causes of death
of individuals, implying a great challenge for the health
system. These CNCDs are associated with physical and
social limitations with aging, causing comorbidities. Thus,
there is a need for continuous care %2,

These non-communicable pathologies, such as cancer,
diabetes, hypertension and others, cause the subject to
gradually lose their functional independence, greatly im-
pacting their quality of life, compromising their autonomy.
In addition, deaths from these diseases are preceded by
a decline in physical and nutritional conditions, trauma,
physical and psychological symptoms, requiring a com-
prehensive approach to NCD patients #.

The fact is that people with no possibility of curing
certain diseases, in the terminal phase, are, for the most
part, kept in hospitals, sometimes receiving inadequate
care since the focus is on keeping them alive. Therefore,
invasive methods and technologies are applied that do
not consider the suffering of the patient and their families,
who stay in their homes apprehensive, not really knowing
how the loved one is, or how their feelings are in the face
of the cold environment of the hospital. It is important to
consider the home as a place where the patient can be at
the end of life and, in this perspective, PHC is the closest
level of care to the community, being thus the most appro-
priate for providing palliative care of the terminal patient,
also giving full support to the family 2°.

It should be noted that palliative care in PHC, at home,
aims to assist the subjects in their terminality, as well as
their family members, allowing the individual to live their
last days with dignity, minimal suffering, intensity and bet-
ter quality of life, since they will be next to their loved ones.
In order to guarantee this right, the Ministry of Health
launched the Better at Home Program in 2011, which al-
lows the health team to get to know the patient’s reality
more deeply, helping to improve the quality of life of the
subject and their families .

Analyzing the principles established by the Unified
Health System (SUS) within the scope of PHC, there is
comprehensive care, that is, considering the patient as a
whole. The National Primary Care Policy points out this
principle as follows:

Set of services performed by the health team that meet
the needs of the population enrolled in the fields of care,
health promotion and maintenance, prevention of diseas-
es and injuries, healing, rehabilitation, harm reduction and
palliative care. It includes accountability for the provision
of services at other health care points and the adequate
recognition of the biological, psychological, environmental
and social needs that cause diseases, and management
of the various care and management technologies nec-
essary for these purposes, in addition to expanding the
autonomy of people and collectivity (PNAB, 2017, s/n).

Therefore, palliative care, according to the aforemen-

tioned Law, includes one of the approaches used by PHC
professionals with a view to guaranteeing the integrality
of health actions. Assistance is provided by a multidisci-
plinary team, including diagnosis, illness process, end of
life and mourning, and the team needs to recognize the
subject in all its dimensions ®'.

Among the few norms that mention Palliative Care are
Ordinance No. 741, of December 19, 2005, its update, Ordi-
nance No. 140, of February 27,2014, and Ordinance No. 483,
of April 1, 2014. Ordinance No. 741 defines and Ordinance
No. 140 updates the criteria for the performance of the High
Complexity Assistance Units in Oncology (UNACON), the
High Complexity Assistance Centers in Oncology (CACON)
and the High Complexity Reference Centers in Oncology.
Ordinance No. 483 redefines the Health Care Network for
People with Chronic Diseases within the SUS, establishing
guidelines for the organization of its lines of care &

For Pessalacia, Zoboli and Ribeiro (2016), the health
system in Brazil is not prepared to meet the demands aris-
ing from a new population profile that needs PC, still be-
ing linked to curative and hospital-centric practices. In this
way, there is a great overload of the secondary care sector,
which has resulted in an increase in the costs of financing
health actions. %

However, for Azevedo et al. (2016), although there is a
lot of evidence on the positive impacts of early palliative
care, this type of care has been given to patients who are
in advanced stages of the disease. Many are referred late,
which minimizes the chances of having a better quality of
life in their finitude °.

It is known that PHC constitutes the first level of the
Health Care Network, being its gateway and whose
characteristics encompass both individual and collective
health actions, including promotion, health protection,
disease prevention, diagnosis, treatment, rehabilitation
and maintenance of health, being developed with par-
ticipatory management and health practices, through a
multidisciplinary team focused on populations in well-de-
fined territories %,

Studies by Silva, Nietsche and Cogo (2022) aimed to
analyze scientific evidence on the implementation and
performance of palliative care in Primary Health Care.
For the authors, palliative care is part of the work of PHC
professionals, clearly contemplating the assessment of
symptoms through the multidisciplinary team in its ho-
listic approach®®,

Like Silva, Nietsche and Cogo *°, studies by Fonseca
et al.®, address the holistic issue in patient care. Fonseca
and collaborators analyzed the role of nurses, who are an
integral part of the PHC team, in palliative care in primary
health care. According to this study, this type of care is
defined as holistic, that is, it aims to assist the patient
in their physical, mental and spiritual dimensions, seek-
ing to assist the subject with life-threatening illnesses,
through the relief of symptoms and consequent quality
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of life improvement, both for him and for his family and
caregivers. Thus, palliative care is based on careful pain
assessment, symptom control and other physical mani-
festations.

It is concluded by stating that, with the emergence of
non-communicable chronic diseases, a model of care that
includes palliative care is essential. It is necessary to at-
tend to the patient in an integral way, adopting a holistic
approach, considering that the terminality of some health
problems go beyond the proximity of death, they are a
background for other needs that may involve family, social,
cultural and economic problems.

FINAL CONSIDERATIONS

Palliative care at home aims at quality of life for the pa-
tient through assistance based on humanization and com-
passion towards those who are at the end of their life and
who are inserted in a sociocultural context. Through these
care established with a professional-patient-family bond,
maintaining continuity of care, the terminal patient lives
more comfortably and safely with their families.

We know that countless patients die before receiving
palliative care and suffer from the disease, often without
the minimum quality of life and with a lot of suffering in the
face of the situation. Thus, it is necessary to think and re-
flect on Palliative Care, which should be available as close
as possible to the patient, that is, in Primary Health Care.
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