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Abstract Objective: To analyze the characteristi-
¢s and challenges experienced by formal caregivers
of dependent elderly at home. Methods: Multicen-
ter qualitative study, conducted in six Brazilian
cities, with formal caregivers of dependent elder-
ly people. The interviews were conducted using a
semi-structured guide, at their homes, from May
to August 2019, lasting an average of 60 minutes.
Results: Participants were 27 formal caregivers
with a mean age of 46 years, predominantly fema-
le, with mean care time for the elderly of two years
and six months, without professional training of
caregivers. The analysis and interpretation of the
statements led to the formulation of three thema-
tic categories: Working and health conditions of
the formal caregiver; Profile and ways of caring
and Care challenges. Final thoughts: There is
need to know the characteristics and demands of
formal caregivers of dependent elderly people do-
miciled for the development of public policies and
effective interventions, taking into account the ne-
eds presented by these professionals.
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Introduction

In recent decades, there has been an accelerated
process of population aging in most countries of
the world, determined by the increased life expec-
tancy and reduced birth rate. The growth in the
number of the elderly in old age, therefore, maxi-
mized the proportion of the elderly with chronic
diseases, physical and cognitive limitations'. Ac-
cording to national data, the Brazilian population
exceeded the mark of 30.2 million elderly people,
showing an increase of 18% in the past five years,
with 4.8 million new elderly people®.

The increased life expectancy is reflected in
health conditions, morbidity and functional lim-
itations, increasing the incidence of diseases and
disabilities, with possible changes in physical,
cognitive and emotional dependence, which gen-
erates the need for permanent care®. In this case,
dependent elderly people need the presence of
another person to assist them in performing daily
activities, when they cannot make decisions and
manage their own lives*.

In recent years, the family structure has
changed with the insertion of women in the labor
market and reduced number of children, in ad-
dition to the decreased number of family mem-
bers available to be caregivers, evidencing that the
problem of the elderly’s dependence has become
relevant due to the reduced family support>®.

Thus, there emerges the need to hire formal
caregivers, who should mostly have qualification
and professional training to perform the perma-
nent care of frail elderly people”®. However, they
are people who, in addition to the domestic work
performed in the homes, care for dependent el-
derly, assisting them in their Basic Activities of
Daily Living (BADL) and even in the adminis-
tration of medications and specific nursing care,
without having any qualification or preparation
for this. Only those families with greater purchas-
ing power, with private health insurance, guar-
antee professional care with Home Care teams,
whose formal caregivers are health professionals,
especially nursing technicians®'°.

In view of the significant demand for care
for Brazilian elderly populations, the need for
the caregiver gains strength, which constituted a
new political actor and, consequently, the object
of actions and governmental and legislative in-
terventions for their execution. Thus transform-
ing the activity of caring for the elderly into a job
and, consequently, a profession that needs to be
regulated. In this arena of conflicts, since Novem-
ber 2012, Bill n. 4,702, which aims to regulate the

profession of caregiver, has been under process''.
In developing countries, people with low
schooling and professional qualification are usu-
ally the elderly’s caregivers. However, this reality
differs in countries such as Japan, where care-
givers (homehelpers) are divided into categories
according to vocational training; and in France,
which has already established scientific improve-
ment recognized by the Ministry of Labor'.
Therefore, in view of this reality, this article
aims to analyze the characteristics of formal care-
givers and the challenges they experience in the
care of dependent elderly people at home. The
study is justified by the evident gap in the health
information system capable of characterizing the
difficulties and needs of dependent elderly peo-
ple, as well as on the qualification, activities, liv-
ing and working conditions of formal caregivers.

Method

This research aims to deepen the understanding
of the characteristics and challenges experienced
by formal caregivers of dependent elderly people.
The focus is on their working and health condi-
tions; sociodemographic profile, care ways, chal-
lenges and obstacles faced by formal caregivers.
The study is part of a multicenter research
macroproject'®, developed on the situation of de-
pendent elderly people living with their families
and their caregivers, aiming to support future
proposals for a “Policy on Dependence” in Bra-
zil, which was approved by the Research Ethics
Committee of the Oswaldo Cruz Foundation.
The study sought support in the theoret-
ical-methodological framework of dialectical
hermeneutics, because it is more appropriate to
guide the interviews conducted with the formal
caregivers of dependent elderly people, starting
from the multidimensionality of the care of the
frail elderly person, aiming to know their charac-
teristics, experiences, difficulties faced, demands
and needs to improve their situation as caregiver'.
From the analytical point of view, this ref-
erence allows perceiving and problematizing
the convergences and divergences of meanings
present in the reports of the various participants,
opening new interpretative vertices for their
expressions, always overflowing with multiple
meanings seen in their social-historical con-
text of production. Data processing takes place
through three methodological movements: con-
textualization, understanding and empathic and
critical interpretation/analysis of the symbolic



character of common experiences and singular
experiences'.

The scenario of the study involved cities in
the Northeast (Teresina and Fortaleza), North
(Manaus), Southeast (Rio de Janeiro) and South
(Porto Alegre and Ararangud). The inclusion cri-
teria were: be a formal caregiver of dependent
elderly people and receive remuneration to per-
form care.

The interviewees were 27 formal caregivers
responsible for the care of the dependent elderly,
of whom 25 were women and 02, men, distribut-
ed as follows: 06 in Arangud (RS), 05 in Fortale-
za (CE), 05 in Manaus (AM), 04 in Porto Alegre
(RS), 02 in Rio de Janeiro (R]), and 05 in Teresina
(PI). The strategies for selecting participants were
surveys of the registration and indication of the
Family Health Strategy (FHS) Teams, especially
through information from Community Health
Workers (CHW). After locating the dependent
elderly, those who had formal caregivers with a
profile established in the inclusion criteria were
selected, followed by their contact and invitation
to participate in the research.

The interviews were previously scheduled at
home, from May to August 2019, by the study
researchers and/or graduate students linked to
research groups in each municipality. The inter-
views took place in a reserved place, lasting an
average of 60 minutes. Initially, the Informed
Consent Form was read and signed and authori-
zation was requested to record the conversations.

Initially, the interviewees were asked about
their sociodemographic characteristics, quali-
fication and professional training, and subse-
quently about the clinical characteristics of the
elderly care, with emphasis on their dependen-
cies and needs; finally, the perceptions of the for-
mal caregiver about the elderly and about them-
selves were questioned. Content saturation was
used as a criterion for the closure of data collec-
tion, which were organized with emphasis on the
most relevant topics from the interviewees’ per-
spective. The analytical corpus was organized with
the pre-analysis, articulating the objective of the
study with the participants’ reports.

In this logic, comprehensive and interpre-
tative inferences led to the formulation of three
thematic categories: Working and health condi-
tions of the formal caregiver; Profile and ways of
caring; and Care challenges. The findings were
discussed using the national and international
literature. To preserve confidentiality, the ex-
cerpts of the interviewees’ reports are presented
accompanied by the initials of the designation of

formal caregiver and the sequential number of
interviews.

Results

The formal caregivers interviewed were in the age
range from 31 to 64 years, with mean age of 46
years. Of the total, 25 are female (92.6%) and 13
self-reported as brown (48.1%). Regarding work,
the average time dedicated to the elderly assisted
is 2 years and 6 months, the average remunera-
tion, 1,394.00 BRL; 18 (66,6%) stated having no
training as caregiver and 20 (74%) had no labor
relationship with a registration in their working
book.

Regarding the activities performed, 17
(62.9%) caregivers stated performing other tasks
in the house, such as doing the laundry, general
cleaning and cooking, as they expressed “doing
everything”. Three (11.1%) caregivers, in addi-
tion to caring for the elderly, help in some do-
mestic activity. It is noteworthy that the action
of caring for an elderly person is eminently fem-
inine and domestic, because the two men who
acted as formal caregivers were exclusively con-
cerned with the care of the elderly.

Working and health conditions of the
formal caregiver

In this thematic category, the working and
health conditions expressed by formal caregivers
were exposed. The precariousness of the labor
and professional relationships of the caregivers
participating in the study was evidenced, con-
sidering that 17 (62.9%) cared for the dependent
elderly and performed other domestic activities.
Moreover, 03 (11.1%) helped in some household
activities related to the elderly person, and only
07 (26%) formal caregivers devoted themselves
exclusively to caring for the elderly.

Another point identified is the low schooling
and specific professional qualification registered
among 20 (74%) formal caregivers, which cor-
responds, in addition to the precariousness in
the professionalization of these caregivers, to the
fragility of the formal bond, because 18 (66.6%)
participants were remunerated without a labor
relationship, without registration in the working
book, with the obvious absence of social security
rights and guarantees of the caregivers.

The following statements confirm this reality
of precarious working conditions, labor guaran-
tees, low schooling and poor qualification.
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I have been taking care of the old lady for four
years and three months all day, but I do everything
in the house for everyone, I have no registered
working book, 1 have never attended any elder
care course. She depends on me for everything, the
daughter takes care of her mother at night (FC21).

I am 42 years old, I have been taking care of
an elderly man for 5 years, and his stuff, such as
cooking, laundry, room and bathroom cleaning,
but he is a huge work as he is unable to do anything
on his own, I have no registered working book, he
attended a 1-month course at the church he usually
goes to (FC15).

This same thematic category also evidenced
the health conditions of caregivers, with em-
phasis on wear of the daily activity of caring
for the dependent elderly, in addition to other
household tasks. The reports mention, primarily,
mood changes, depression and exhaustion. Ac-
cording to the statements described below, this
long-term care, without the necessary rest, in ad-
dition to the exhaustive actions of caring for the
elderly and executing other household activities,
negatively affect the physical, mental and emo-
tional health of formal caregivers.

Sometimes I get angry |...] sometimes I say to
him “I cannot take this anymore” (FC5).

It is an overburdening job, because we have to
work hard with our heads (FC6).

Sometimes I feel tired, I get impatient [...] it is
no easy. It is hard (FC11).

Sometimes comes the depression, I feel sad. It
is a good thing I take fluoxetine, which calms me
down (FC18).

I have already cried with her, seeing her in that
situation (FC15).

I just have mood swings (FC24).

Although the previous reports indicate neg-
ative feelings, some interviewees evaluate their
situation positively, in a resilient way, upon ex-
pressing the need to be patient and accept the
situation as a mission.

It was a mission I had. [...]. I accept this situa-
tion very well (FC2).

I am patient, I have a lot of patience, but some-
times we lose it for the stubbornness. (FC7)

I am very relaxed, calm. I do not get involved
with the patient’s emotional complications. I help
him balance himself, but I do not get emotionally
involved. (FC8)

Profile and ways of caring

Although the research participants have low
schooling and poor specific qualification for care,

some ways of caring overcome these difficulties
and are done with skill, balance and stability,
with feelings of patience, love, affection and di-
alogue, behaviors and attitudes necessary for the
continuous care of the elderly.

I try to be patient, you know? (FC1).

With affection and love, if there were no love, it
would not be like that [...] (FC10).

I believe that love first, patience, humility. No
matter what you have gone through out there, do
not take to your work. Always try to have dialogue,
always show joy [...] (FC13).

Love and good mood always. I am playful be-
cause my problems are not their business [...]. If
you are here, you have to do your best (FC23).

Another point highlighted as a strategy by
caregivers refers to the help and support of other
people, usually family members, in carrying out
the activities, as shown in the following statements.

My husband helps. He is a trained nurse |...]
He always helps. Helps put her go to bed, get out of
bed and put in the chair (FC4).

If I am feeding him and she is home, then I ask
her to stay in the room with him. I have that sup-
port (FC5).

Thank God everyone here helps, it is not some-
thing we do alone, nobody does it alone, that is a
very important thing, the family being together |...]
helping (FC17).

So much support from her brothers. Her broth-
er always comes at bath time to help, there is always
someone to put her in the chair, get off of the chair
and put on the bed (CF24).

Regarding care management, some caregivers
reported using creativity in communication and
time organization as a way to enable and contrib-
ute to daily tasks related to the elderly.

Il do everything early before she wakes up!
(laughing) I already know the time she gets out of
bed. So, by the time she gets up, I everything is al-
most done. The house is already clean. [...] every
week I take out a thing not to get too accumulated!
(FC14).

I have placed a whistle in the bathroom for this
old lady to call me whenever she needs help. With
the elderly all that matters is patience, everything
in life is patience (FC16).

To change decubitus, I move her gradually, then
I turn one part and then the other. It is not that
complicated. And I am always hydrating her a lot
(FC24).

Like in the bath, sometimes she gets in the bath-
room and I turn on the shower so she can hear the
noise of the water, but sometimes she still has that
difficulty (FC26).



Care challenges

The challenges experienced by formal care-
givers of the dependent elderly are numerous,
considering that care demands are permanent,
repetitive, increasing and varied, resulting from
the expansion of frailties and physical and emo-
tional losses. Practically, all women (over 92% of
the participants) experience exhausting working
hours, which are not rewarded and remunerated
by families.

The care provided to the dependent elderly
requires several activities, from the simplest to
the most complex, varying according to their
surrounding conditions. Some interviewees re-
ported that the elderly they care for still have a
higher level of autonomy, but most report simi-
larities in the work routine:

My routine is about hygiene, his hygiene, al-
ways controlling his temperature |[...] so, there has
to be this very special care, and I do it with love.
The meals are always on time, so is the medication,
everything. He needs dressing in the sacral region
(FC23).

My routine with her goes from bathing, med-
icine schedules, her snack, lunch, I sleep here with
her, stay with her until Saturday afternoon (FC27).

Most study participants reported that their
daily tasks go beyond the care of dependent el-
derly people, being responsible for cleaning the
house and cooking for the family as a whole, as
observed in several reports.

I clean the house, do laundry (FC3).

Do the laundry, clean the house, cook, bath
him, you know? That is all (FC5).

I have to do his laundry, iron his clothes, some
of his stuff in the house need to be cleaned. Clean
the apartment, get everything organized, wash the
bathrooms, get everything cleaned (FC7).

I do a little bit of everything. I take care of the
house, I wash, I iron, I cook, all on me! (FC14).

I have done all house chores. So I wash, iron,
cook, which were not in the contract. Even only spo-
ken, but I am doing, including cooking, everything,
everything, but I do not want to (FC20).

Concerning the working hours, the state-
ments refer to the permanent disregard for the
workload established in labor laws, which ex-
ceeds the eight daily hours. Sometimes surpass-
ing the night time, without paying overtime and
additional.

Among the formal caregivers interviewed,
only those linked to home care service provid-
ers have their work regulated in labor legislation.
The others, hired by families as housekeepers,

sometimes do not even have the guarantees cur-
rently won by the category. They accumulate care
activities of the dependent elderly and house
chores, like house cleaning and family feeding,
tiring and repetitive tasks, combined with lack of
guarantees and low wages, generating overloads,
mentioned by some interviewees.

An elderly caregiver had to be just an elderly
caregiver. Not involving another function (FC6).

It is just the workload that is hectic. I work
Monday through Friday, seven to seventeen, so I do
not have time to solve bank problems, stuff like this.
But I have chosen it, so... (FC8).

I had to have someone to replace me at those
times [...] Sometimes I feel very overwhelmed by
this (FC27).

At night, we get so tired. Because we spend all
night waking up (FC7)

I wanted [...] it to be like this: I wanted to take
a day off, you know? That would be a rest! (FC5).

In leisure, the issue of holidays, which is inex-
istent (FC25).

The wage. The elderly’s caregiver should earn
the best wage. Because it is too much commitment
(FC6).

Referring to the needs and aspirations they
have, the caregivers pointed out the legalization
of the profession and the offer of courses and
training for the care of the elderly.

In the case of this upcoming legalization, we
will be more valued, better seen, more recognized. It
is something that is going to be well recognized and
it is going to be so good. Very good indeed (FC13).

In the case of health, I wish I had [referred to a
course] specific for caregiver (FC13).

I think I need to learn more [...] Attend more
courses... That is what I have to learn more about!
So much I do not know (FC15).

Learn to give shots because the patient may
need in an emergency. |...] Revive. So I feel like at-
tending a course (FC16).

Discussion

Gender specificities can be observed with the
predominance of females, a fact identified in sev-
eral studies involving formal caregivers in Bra-
zil'*!® and in other countries'?. Typically, care
is essentially exercised by women, and even with
advances in the world labor market, the percep-
tion that they are responsible for activities related
to domestic work, including care, still persists'®.
Of the study participants, only two formal care-
givers are male and have a reality different from
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the aforementioned one, since they do not as-
sume other care with the house.

Being a caregiver of the elderly demands un-
restricted dedication and attention. These de-
mands can directly influence the health of the
professional and, thus, the caregiver may expe-
rience exhausting sensations and emotional dis-
comfort, a fact evidenced in the present study,
demonstrating that the act of caring can trigger
changes in mental health and negative impacts
on the perceived health.

In addition to the investigation on the health
of formal caregivers, a study' observed that
26.7% of them were diagnosed with emotional
discomfort, and presented inefficient sleep, feel-
ing stress and tiredness. Some authors relate this
exhaustion to intense working hours, to the in-
creased demand for care over time, to daily and
uninterrupted coexistence associated with care
provision, to the state of health, to the level of
dependence of the elderly and to the unprepared-
ness of caregivers to cope with their activity?*2.

About the self-perception of caregivers,
among the answers were statements directed to
acceptance and conformity with their situation.
Resilience is a skill that leads the human being to
impose him/herself before life adversities, involv-
ing overcoming and adapting. Considering that
the work of the formal caregiver was his/her own
choice, this can facilitate the ability to cope with
the daily difficulties imposed, therefore, this ac-
ceptance ends up contributing to the better per-
formance of caregivers in the care of the elderly
even when they dedicate themselves to the care of
the elderly considered difficult®.

The work of the formal caregiver requires
several strategies and methods to overcome the
difficulties experienced in the routine. By analyz-
ing the mechanisms used at work, the feelings in-
volved in caring for the elderly, such as affection,
love and zeal, enable the formation of a bond that
permeates a contract of work or remuneration,
facilitating the experience of care and coping
with the mishaps resulting from the caregiver’s
work activities®?.

In a comparative study involving the subjec-
tivity of formal and informal caregivers, feelings
of pity, love, worship and affection stood out
more in formal caregivers®. This datum cor-
roborates what was found here, which unveiled
that the formal caregivers, for having chosen
this occupation and not being obliged, deal well
with the demanding situation of the dependent
elderly, resignifying - as something positive. Al-
though most caregivers expressed positive feel-

ings and affections in relation to care, this is not
the only way to react. FC8, for example, uses the
mechanism of suppression of affection to keep a
professional posture. For her, being a profession-
al requires the isolation of affections that would
be incompatible with good professional practice,
denoting a more defensive strategy of control.

Another point highlighted by some inter-
viewees was the support of other people in care.
Even if paid, caregivers need help to carry out
some activities, and, often, depending on the
occasion and availability, they turn to their own
family members for cooperation in routine func-
tions. Thus, there is FC4’s, who has the effective
help of the nurse husband, FC1 whose niece of-
fers eventual help and FC2 whose husband and
daughter help in heavier tasks. This division of
responsibilities contributes to alleviate the phys-
ical and emotional overload, and enables coping
with obstacles and challenges, which is undoubt-
edly reflected in the care of the dependent elder-
ly'8?7. Most elderly people’s families are reported
as a source of support and valuable help to care-
givers, although many formal caregivers see them
as negligent and that abandons.

Being creative, resourceful and resilient in
daily challenges directly influences the care rou-
tine, and the optimization of the organization
and the management of time and work can soft-
en and improve the conditions of those who care.
Actions that involve creativity in communication
between those involved, such as simple gestures
and codes used in the relationship between those
involved are facilitating resources®*.

The care demands vary according to the de-
gree of dependence of the elderly under the care.
The present study showed that most of them
were totally dependent on care, making the care-
givers’ routine similar, determined by activities of
maximum need, full-time, such as bathing, going
to the bathroom, performing personal hygiene,
getting around and eating, in addition to IADL?'.

In a study with formal caregivers which in-
vestigated the type of care they practice, most of
them stated that they performed the activities of
feeding, medication control, body hygiene and
oral hygiene”, which corroborates the findings
of this study. The repercussion of the elderly’s
disease implies consequences for the caregiver,
since the impairment of cognitive and behavioral
functions influence the activities of daily living
and overload those who assist them'*".

One point that emerged from this study was
the observation that, in addition to the care pro-
vided to the elderly, the interviewees, especially



women, stated that they also perform domestic
activities in the residence where the elderly live.
This reality is common in Brazil, and, despite the
absence of more robust data on this, the role of
domestic workers in the care of the elderly tends
to be seen as a component of domestic services.
On several occasions, employees are hired as
caregivers, but also perform house-related func-
tions™.

Given the imperative need to regulate the
profession of caregiver of the elderly in Brazil,
there is growing criticism and fear by militants
involved in the defense of this professionalization
about the requirement of elementary school, be-
cause most caregivers who already work in home
care have little or almost no schooling''.

Another problem evident in the panorama of
long-term care is the accumulation of tasks by a
single person, which can cause problems related to
the caregiver’s health. Although these people often
perform domestic activities as an extension or as
a naturalized effect of their functions, as found in
this study, in these cases, a form of exploitation is
established, which goes surpasses and makes the
care profession vulnerable?**.

This is not a reality found only at the national
level, Spasova et al.*? point out that a substantial
part of the care for dependent elderly people in
European households is offered by family mem-
bers and complemented by formal caregivers.

With the responsibility of assisting the elderly,
usually on an uninterrupted occasion, and with
the addition of other functions, the workday be-
comes intense and exhausting, as reported by sev-
eral interviewees. Thus, the support of health and
social service professionals to formal caregivers
is essential, also from the legal point of view, in
order to enable the correct direction of their ac-
tivities's?!.

The recognition of the real function of the
formal caregiver, in addition to the establishment
of rights and duties, workload and wage floor,
are paramount to reduce obstacles and misun-
derstandings that persist in this occupation until
then unregulated as a profession'®. Another chal-
lenge to be overcome by formal caregivers in the
current conjuncture is to find in the law that will
regulate the profession a space that clearly delim-
its the boundaries of this activity, in order not to
confuse it with the activities of other profession-
als®.

In view of the complexity involved in care,
there stands out the relevance of more qualified
professionals to assist the elderly, in order to pro-
vide this population with an aging with greater

dignity and quality of life. The implementation
of public policies aimed at these professionals
should address several contexts and the planning
of interventions aimed at improving their health
and work conditions'®.

Although the contributions of this study are
relevant for the health promotion of formal care-
givers, they are limited by the reduced number
of formal caregivers interviewed, which hinders
data generalization. In addition to increasing
the number of subjects interviewed, it would be
important to deepen even more the understand-
ing of the condition of formal caregivers by the
insertion of sociocultural aspects present in the
various regions investigated, which cross social
practices, especially the action of caring for the
elderly. Additionally, another limitation of the
study is the Midwest region nor covered by the
national collection, which prevented us from
having a more comprehensive view of the inves-
tigated phenomenon.

Final thoughts

As proposed, the present study allowed analyzing
the characteristics and challenges experienced
by formal caregivers of the dependent elderly
domiciled, from the perspective of the caregiv-
er’s perception, the strategies involved in care
and the demands existing in this function. The
data revealed that formal caregivers have unique
characteristics, but similar to most other studies
involving this theme, not only in the Brazilian re-
ality but also in other countries.

The feminization of care is notorious, in
addition to this, several feelings involved in the
caregiver’s life context directly reflect on their
self-perception. Also evident was the precarious-
ness of this occupational activity both regarding
the low education of caregivers, as well as the fra-
gility of training in the country, in addition to the
small number of regular labor contracts, services
are often provided without register in the work-
ing book, and when this happens, they are hired
as housekeepers.

Understanding the reality of formal caregivers
is necessary to know the complexity of actions,
personal experiences and interrelationships that
involve care. Finally, adding to the challenges and
complexity of the daily life of the dependent el-
derly and their care, there is a need to continue
multicentric studies and researches in Brazil and
even comparative investigations with other inter-
national realities in order to unveil specific vari-
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ables of the problem of long-term care at home
and thus present to managers and legislators el-
ements capable of influencing the elaboration of
care policies for the dependent elderly and their
caregivers, especially formal, who experience the
informality and illegality of their work, in the ex-
ercise of an occupation, without the regulation of
a profession that assists and cares for such fragile
lives.

Collaborations

MLF Figueiredo, DMD Gutierrez and ML Car-
valho were responsible for the conception, de-
sign, analysis, data interpretation and writing of
the article. RF Silva and ML Carvalho were re-
sponsible for the critical review. MLF Figueiredo,
JJT Darder were responsible for the final approv-
al of the version to be published.
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