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Abstract

Introduction: The increase of life expectancy and the decrease in mortality rate have resulted in changes in
the epidemiological profile with predominance of non-communicable chronic diseases and global changes
in the care system. This scenario has generated increased demands for caregivers, which in Brazilian reality,
tends to arise in the family environment. Objective: This study aimed to know and reflect on the caregivers’
profiles of public home care in the city of Goidnia, Goids. Methods: The data were collected through the appli-
cation of a caregiver characterization tool and presented descriptively. Results: The caregiver’s profile of this
study corroborates the ones described in the specific literature. Most of them are females, married, patient’s
spouse or daughter, having health problems, dedicating twelve or more hours to caring and informal exercise
of this activity. Conclusion: The results show the significance of family caregivers within the family care and
lead to the reflection about this role in the care sphere and the need for public policies that offer a support
social network and that are tuned with this reality.
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Resumo

Introdugdo: O aumento da expectativa de vida e a diminuigdo da taxa de mortalidade tém resultado em mudangas
no perfil epidemiolégico com o predominio de doengas crénicas ndo transmissiveis e mudangas no sistema de cui-
dados mundialmente. Esse cendrio tem gerado o aumento da demanda de cuidadores, que na realidade brasileira,
tende a surgir no préprio ambiente familiar. Objetivo: O presente estudo buscou conhecer e refletir acerca do
perfil de cuidadores da rede publica de assisténcia domiciliar do municipio de Goidnia, Goids. Métodos: Os dados
foram coletados por meio da aplicagdo de um instrumento de caracterizagdo do cuidador e apresentados de forma
descritiva. Resultados: O perfil do cuidador deste estudo corrobora com o descrito na literatura, sendo a maioria
do sexo feminino, casado, cénjuge ou filho do usudrio do servigo, com problemas de satide, dedicagdo de mais de
12 horas ao cuidado e exercicio informal desta atividade. Conclusdo: Os resultados evidenciam a importdncia do
cuidador familiar no ambito da atengdo domiciliar e remetem a reflexdo sobre esse papel na esfera do cuidado,
bem como a necessidade de politicas ptiblicas que oferecam uma rede social de apoio e que estejam afinadas com

essa realidade.

Palavras-chave: Assisténcia Domiciliar. Cuidadores. Politicas Piiblicas de Satide.

Introduction

[t is a consensus that a new demographic model
is present almost worldwide. The increase of life ex-
pectancy and the decrease of the mortality rate cur-
rently represent a global phenomenon that have as a
result population ageing and consequences for social
policies, representing one of the greatest challenges
of contemporary public health (1, 2).

As in many countries, Brazil has experienced a
situation of significant growth of the elderly popula-
tion. The number of elderly increased from 3 million,
in 1960, to 7 million in 1975, and 23,5 millionin 2011,
representing a considerable increase. In addition,
650.000 new seniors are included to the population
each year, and the most conservative projections in-
dicate that by the year of 2020, Brazil will be the
sixth country in the world in number of elderly, with
more than 30 million people (3, 4). In this scenario
the chronic non-communicable diseases (CNCD) also
stand out as a global health problem and a threat to
health and human development (5).

The phenomenon of population aging has re-
sulted in changes in the epidemiological profile of
the population, with the prevalence of CNCD in the
care system. On the one hand this change has re-
quired the continuous increase of hospital beds, on
the other, it has stimulated the home care since the
creation of deinstitutionalization and humanization
policies (6, 7).

The CNCD are a major obstacle to quality of life,
since they result in reduced autonomy and indepen-
dence and they also generate the need of specific
cares, especially for the elderly (8). It is estimated
that the number of Brazilian elderly who may need
long-term care is expected to grow around 30% to
50% between 2010 and 2020, depending on improve-
ments or not in the autonomy conditions. This is a
worrying situation, since the changes in the families
profile have resulted in significant reduction of family
caregivers (9).

Family has suffered the consequences towards
the modernization process, such as changing the
constitution of their arrangements, reduction on
their component’s number, increased participation
of women in the labor market, and the emerging of
new gender roles (8).

In Brazil the caregiver figure usually arises in the
family environment mainly due to poorer socioeco-
nomics conditions (10). Each family has its own way
to face this situation, depending on the structure of
the relationship between the diseased and the family
members along the years. However, most of times
women take on the role of primary caregiver accumu-
lating this responsibility with household chores (6).

It is known that care permeates the concept of
quality of life both concerning taking care of them-
selves as caring for others. In the second case, when
there is a functional dependence of a subject, it mo-
bilizes not only individual demands, but also family
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and social, which affect the routine and structure in
which the subject is inserted, occurring this way, fi-
nancial changes, changes of roles, among others (10).

The tasks assigned to the caregivers (many times
without proper orientation and support from health
institutions) associated with routine changes and to
the time spent in care, have affected their life quality
(11). Besides, depending on the level of involvement
of the caregivers during care, they fail to give atten-
tion to their own needs. This can lead to physical,
emotional, social and financial problems (12).

The growing demand for care, the changes in the
family context and the impact on quality of life result-
ing from the caregiver's care process, point to the
need for reflection on the family role in the context
of care. This reflection also constitutes challenge for
governments in order to develop public policies that
meet the needs of home care and ensure adequate
support for functionally dependent people.

Federal Government has encouraged and regu-
lated the realization of home care with the imple-
mentation of the “Best Home” Program, in 2011. One
component of this program is the Home Care Service
(SAD, the acronym in Portuguese), that is a strategy
to support the families of users of the Unified Health
System (SUS, the acronym in Portuguese), chronic
disease patients who are bedridden or with limited
mobility and that need care with more frequency
through continuous monitoring. However, to be ad-
mitted to the program, besides the clinical profile, the
presence of a caregiver is mandatory the presence
of a previously identified caregiver who is able to
perform the actions agreed between the SAD team
and user family (13, 14).

The SAD program, coordinated by the municipal
public health care of Goidnia, Goias, is composed of a
multidisciplinary team of 32 professionals, including
doctors, nurses, nursing technicians, speech thera-
pists, physiotherapists, psychologists and nutrition-
ists, who are distributed by health units according
to the Health Districts Campinas-Central, Northwest,
North, West, Southwest, South and East (15).

The performance of the SAD team in attention to
SUS’ users has favored obtaining knowledge about
the health needs of this clientele and also of their
caregivers because the SAD team witness the difficul-
ties encountered to play this role.

Therefore, this study aimed to know and think
over the caregivers’ profile of public home care in
the city of Goiania, Goias.

Methods

This study is part of a research entitled “Quality of
life and caregivers work overload Home Care Service
of Goiania, Goias”. It is an analytical cross-sectional
study in which home interviews were conducted with
caregivers of the patients enrolled in the Home Care
Service (SAD, the acronym in Portuguese) of Goiania,
between September 2012 and August 2013.

The study was approved by the Federal University
of Goias’ Clinical Hospital’s Research Ethics Commit-
tee with Opinion No. 86.194/12, in accordance with
Resolution No.466/12 of the National Health Council
(16). It was guaranteed to all participants voluntary
participation by reading and signing the Informed
Consent Form - IC.

The sample consisted of 95 caregivers of a popula-
tion of 113 users’ caregivers registered and assisted
by SAD. Eighteen caregivers did not participate in the
study. Five refused to participate, three per death rea-
sons, three because they move to other cities, two for
not being the primary caregiver of the SAD user, two
for being following hospitalized patients for over two
months and three because they were not found at the
given address in more than three consecutive visits.

For the present study were eligible the SAD care-
givers aged over 18 years, literate, engaged in the
primary caregiver function of the registered user for
at least two months.

In order to characterize caregivers a compound
formed by 17 closed questions, adapted from pre-
vious studies, was applied (17, 18). The questions
allowed to investigate the lives of caregivers regard-
ing gender, age, marital status, relationship to the el-
derly under their care, education (years of schooling),
whether or not prior experience in caring, number
of hours devoted to care, presence of some pathol-
ogy, among others. The pathologies reported by the
caregivers were self-reported.

The data handling was done using the software
Statistical Package for Social Sciences 15.0 and de-
scriptive analysis, with average presentation, median,
standard deviation and absolute frequency and per-
centage of the variables in the table and figures.

Results

Table 1 presents the characteristics of 95 care-
givers of registered and assisted users by the Home
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Care Service (SAD), of the municipal public network
for health care from Goidnia-GO, aged between 19
and 82 years, with an average age of 49.7 years
(DP £ 13.0).

Regarding the caregiver role, most of them had
no previous experience regarding the care giving
activity; exercise the role of primary caregiver with
dedication of more than 12 hours a day and pro-
viding continuous care without enjoying weekly
days off, although with task division with others
(Table 2).

Table 1- Distribution of characteristics of caregivers from
Home Care Service. Goiania - GO, 2013

Ninety three caregivers said they didn’t perform
other activity besides care giving, exercising it in-
formally without receiving any compensation. The
median time found among them, regarding how long
they play the role of caring for their relatives was 36
months. The minimum time reported by them was
four months and they reported a maximum time of
408 months.

Among the health problems mentioned by 82
caregivers, the most mentioned were back problems
and anxiety (Figure 1).

Table 2 - Characteristics of caregivers, Home Care
Service in relation to caregiving activities.
Goiania - GO, 2013

Caregiver characteristics n (%)
Gender Characteristics n (%)
Femal 7.
emale % 979 Previous experience
Male 02 2.1 -
Age
<60 years 78 82.1 Yes [ e
> 60 years 17 17.9 No 80 84.2
Marital Status :
Single 21 991 Shift of care
Married 53 55.8 Just one shift 10 10.5
\éVidow:dd ?g 163'37 More than one shift 85 89.5
O;E):rra ¢ 02 » 1 Divide the caregiver
’ work with others
Years of School
< 9years 50 52.6 Yes 58 il
> 9 years 45 47.4 No 37 38.9
Family Income Hours dispensed in the
< 1 minimum wage 34 35.8 caregiver role
2 a5 minimum wages 58 61.0 Up to 12 hours 29 305
> 5 minimum wages 03 3.2 '
Kinship More than 12 hours 66 69.5
1st degree related or spouse " 74.7 Weekly days off
Others 24 253
Health Problems Yes £ 15.8
Yes 82 86.3 No 80 84.2
No 13 13.7
Total 95 100.0 Total % 100

Note: Survey data.

Discussion

The results of this study show some character-
istics of caregivers’ profile that are in line with data
from the national and international literature, show-
ing that care is done mostly by women aged around

Note: Survey data.

50 years old, married and which are first-degree
relatives or spouse of the patient in monitoring and
home care (19 - 27).

Although there was emancipation of women in the
social and professional spheres, it is noticed that the
care giving is still tied to the female figure, leading to
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women the responsibility for taking care of children,
of the house, of the companion and also of the sick
family member. In addition to that, around the age of
50, when many women reach the end of the reproduc-
tive stage, culturally they become considered as the
main providers of health care for the family (28 - 30).

Of the ninety-five caregivers surveyed only two are
considered formal, that is receive remuneration for
exercising the function. Informality in the care giving
process stands out in other studies about this subject,
indicating that the caregiver figure occurs within the

family, mainly for financial reasons, and there is this
dynamic social process and implicit history, which
reinforces the care as a family obligation (31, 32).

The fact that most caregivers are first-degree rel-
atives or spouse of the monitoring and home care
patient leads to reflect on the changes that have oc-
curred in family arrangements can interfere in this
care giving process. In the contemporary world, there
are several existing forms of family organization, and
these continually change in order to satisfy the needs
imposed by society (33).

73 (76,8%)

64 (67,4%)

Back problems Anxiety

23(24,2%) 22(23,2%)

1 /

10(10,5%)
1

\

SAH Depression Diabetes mellitus

Figure 1 - Distribution of health problems presented by the caregivers of the Home Care Service. Goiania - GO, 2013.

Note: Survey data.

As aresult, provide a concept for “family” and de-
fine its roles, it has become quite complex. Different
forms of family gain visibility, as the extended family,
the recomposed and the families formed by preg-
nancy by scientific methods or by single parents. The
manner they relate to each other is also presented in
different ways. This implies redefinition of roles and
redistribution of responsibilities among the family
members (34).

In view of home care a challenge is presented: who
will take care of the functionally dependent patient,
in this new family model? It points out the need for
public policies for the family as a whole, with actions

departing from the principle that this institution is
not reduced to a space of care giving, but that it is
also a space to take care of (33).

Although social assistance is a right guaranteed by
the Constitution, concerning the dimension of care
giving, that right ends because it does not materialize
due to inconsistent and poorly coordinated govern-
ment actions. The policies in this area are focused
on income transfer programs, and in relation to care
giving, they are the result of residual activities and
guided by the institutionalization of poor elderly (8).

In health care area this reality is not very different.
The lack of institutions to provide assistance to fully
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dependents individuals makes the ultimate responsi-
bility rests with the family. Initiatives such as the Best
Home program, in which the SAD is included, seem to
contribute to change this scenario. They work with
the prerogative to instruct caregivers, enabling them
and welcoming their doubts to increase their skills
and optimize the care provided to the user. However,
this care model seems to bring impact on the figure
of the caregiver and should be assessed, since it was
later incorporated into the Unified Health System and
is a relatively new proposal, still in the implementa-
tion process across the health network.

One aspect that should be considered is the fact
that most of the caregivers addressed in this study
reported at least one health problem. The back prob-
lems are the main complaint, corroborating other
studies that also show that back problems were also
prevalent (17, 35).

The job of caregiving usually has uninterrupted
character, that is, without rest, leading the caregiver
to work for straight hours, especially with activities
such as body care, feeding, elimination, environment,
health control and other situations. The caregiver can
experience situations of overload and stress (36).

When the caregivers have changes in their health
the care process is compromised, thus it does not
reach its fullness or meet the needs of people who
are submitted to their care. Therefore, the caregivers
also need to be heard, taking care and supported with
priority, so their quality of life can be ensured (37).

In this study, although the average age of the care-
givers was 49.7 years, there is the presence of 17
elderly caregivers. This situation is another serious
problem: elderly people caring for the elderly, since
most of SAD users are in this age group.

About 40% of the people who take care of elderly
in the city of Sdo Paulo, are also elderly. This may be a
sign of population aging, in addition to families with
fewer children and the greater presence of women in
the labor market, which reduces the supply of care-
giving at home (38).

Although aging is not a disease, changes in struc-
tures and bodily functions which occur in the organ-
ism, primarily in musculoskeletal system, skeletal
system and nervous system, cause individuals to lose
their functional capacity, which can be exacerbated
by the process of caring for others (39, 40).

Another aspect that highlights the need to refor-
mulate the current health system in regard to home
care, and that affects the daily lives of most caregivers

families is the financial difficulty of the poorest pop-
ulation. In this study the situation became evident
as most of caregivers of SAD users are first-degree
relative or spouse. In addition, they have low income
and cannot afford to hire professionals to perform
the rotation in this function. This explains the fact
that most of them do not enjoy off periods during the
week and dispenses long hours in caregiving activ-
ity, a result similar to other studies that identified
caregivers with dedication of more than 8 hours a
day and also caregivers that make a workload of 16
and 24 hours per day (12, 32).

According to another study many caregivers are
unemployed and survive with the income from the
patient retirement. In many cases, they are insuffi-
cient to meet the basic needs of the patient (41).

While recognizing that the provision of care
should be the responsibility of families, the govern-
ment and the private market, states should be the
driving part of this offer in order to anticipate the
needs of care that go beyond health care and ensure
that these resources are available and distributed in
an equitable and efficient manner (42). Thus, it is
necessary that the government very soon, provide
alternative care for functionally dependent people.

Conclusion

The findings of this study lead to a broader re-
flection on the Brazilian health system regarding the
organization of primary care in the sphere of home
care, which gives priority to reducing the demand
for hospital care and period of hospitalization for
ensure the humanization of the caregiving performed
at home.

Changes in the health system with the prioritiza-
tion of home care have highlighted the public dimen-
sion of caregiving activity and the essential role of
caregiver facing the phenomenon of population aging.
This implies increased demand for caregivers, espe-
cially for the population that depend exclusively on
the public health service. In such cases, this demand
has been met by a member of the family or of the
community, given the financial difficulties of obtain-
ing a formal caregiver.

The state's stance (that reinforces in its public
policies the caregiving as something natural within
families) needs to be reviewed. Notwithstanding the
implications for social security and health system
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that this aging panorama causes, the new family
profile cannot alone address this growing demand
for caregiving.

This theme should be in the agenda of public ad-
ministrators, because the current situation points to
the need for arestructuring of public policies regard-
ing the social support network for caregivers families
of functionally dependent patients.

Growing old is an achievement. However, aging
with quality of life is essential. Health systems and so-
cial protection systems must adapt to the new reality,
with actions that understand this complex scenario
and not just delegate to the families responsibility for
the care, but that supply their needs and ensure to
all its members better living and health conditions.
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