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Abstract- Introduction: The global trend of population longevity
has highlighted the need for studies with advanced age
groups. With the significant increase in the number of older
adults, it is logical to reason that there will be an increase in
demand for health care.

Objective: The study aims to describe, through Bardin's
phenomenological analysis, the family's perception of the
continuity of care for chronic older adults after discharge.

Method: This study is a descriptive and exploratory field study
with a cross-sectional character and a qualitative approach.
The study was conducted in a West Zone of Sao Paulo - Brazil
hospital. The study subjects were family members of elderly
clients expected to be discharged from the hospital. The data
was collected through interviews and analyzed using Bardin's
phenomenological analysis, which involves a systematic and
rigorous process of categorizing and interpreting the data.

Results: During the analysis, it was possible to identify,
through the subjects' responses, the daunting task of caring
for chronically ill older adults, which is still carried out
predominantly by women with some degree of direct kinship
with the older adult. The reality of chronic illness changes the
family structure, presenting numerous challenges that often go
unnoticed. However, the socioeconomic condition of most of
the Brazilian population does not allow family members to
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benefit from a health professional who meets the elderly's care
needs.

Discussion: Often, insecurity regarding the care provided, as
well as the lack of knowledge about the pathology and its
implications, can make caring for this older adulta tough
challenge for both the family and the healthcare professional
accompanying them. The caregiver's well-being, a crucial
factor, directly affects the quality of care for older people.

Final Considerations: A family member who is well-oriented,
healthy, and well-supported will guarantee engagement in self-
care, adhering to the therapeutic and preventive scheme, so
that they reach the best level of health and, consequently, the
best possible quality of life.

Keywords: family, assistance, elderly, hospital discharge.

[. INTRODUCTION

he change observed in the Brazilian demographic
Tprofile was due to an increased number of older

adults. In 2017, the number of older adults
surpassed the 30.2 million mark, with projections for
2039, when the country will have more people over 65
than children .

It is clear to observe that accompanied by the
growth of the elderly population, concems arise
regarding the health issues of the elderly, as the aging
process can be responsible for causing changes in the
daily life of the elderly, and these changes, added to an
unhealthy lifestyle, socioeconomic and educational
issues and various related factors to which they are
exposed, predispose them to the appearance of
common diseases in the elderly population, such as
Chronic Non-Communicable Diseases (NCDs). Among
these diseases, Arterial Hypertension (silent and fatal if
not treated) and Diabetes Mellitus stand out, and their
occurrence increases the chance of older adults
developing some degree of dependence on Basic
Activities of Daily Living - BADL"?2,

Unfortunately, the high prevalence of chronic
diseases, influenced by factors such as genetics and
lifestyle, significantly compromises the autonomy and
independence of older adults. This is particularly true
when the aging process is associated with degenerative
diseases, such as cardiovascular, musculoskeletal,
psychological, and neurological diseases, especially
those that affect cognition, such as dementia. When
combined with these diseases, the aging process can
lead the older adult to present total or partial limitations,
compromising the performance of their daily activities.
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PERCEPTION OF THE FAMILY CAREGIVER IN CARE FOR CHRONIC OLDER ADULTS AFTER DISCHARGE

This is an increasingly common reality in our country,
underscoring the urgency and relevance of our research
in understanding the family's perception of the continuity
of care for these older adults after discharge®®.

In the face of the increasing number of older
adults with chronic diseases, the role of family
caregivers becomes increasingly significant. As the
number of older adults with chronic diseases continues
to rise, the presence of a family caregiver in the home
environment becomes more common. This trend is
directly linked to the increase in older adults with some
degree of dependence who require constant care. This
underscores the importance of our study, which aims to
understand the challenges and perceptions of these
family caregivers in providing continuity of care for older
adults after discharge®.

However, another problem requires discussion.
Over time, the population became aware of the
difficulties in raising their children, and the number of
children per family decreased. This generated a lower
fertility rate and increased life expectancy, making family
support for older adults increasingly tricky if they
develop any dependence® ¢ "

Home care aims to improve and recover the
client, providing the maximum possible physical and
emotional well-being so they can be independent in
daily activities. The purpose is to keep the client at home
with their family members, aiming for better emotional
development as they feel safer with them. To enhance
the quality, effectiveness, and maintenance of home
care, the involvement of the client and their family (and
other in/formal community elements) is necessary
based on collaboration and trust &°.

Increasing life expectancy does not necessarily
mean aging with quality of life. It is associated with frailty
due to aging, making the elderly vulnerable to different
life and health situations, as the presence of
associations of different diseases that generate
functional and instrumental incapacities in carrying out
activities of daily living is increasingly striking. Among
them, diseases such as hypertension, diabetes,
osteoporosis, neoplasms, dementia, depression,
Parkinson's disease, and Alzheimer's disease stand out,
causing impairment of the elderly's functional capacity,
which can lead to a situation of incapacity and
dependence .

The health professional must have adequate
knowledge about the magnitude and complexities of the
aging process to enable systematized, qualified, and
holistic assistance in-nome care for frail older adults'.

The lack of knowledge about how to deal with
the elderly often causes their family members to refuse
to accept discharge due to fear and difficulties in
providing care. The quality of information received by
clients and family members, which affects their difficulty
in accepting hospital discharge due to misinformation
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about how to continue care at home, is the major
problem reflected in this research ',

Therefore, the study's objective was to describe
the family's perception of the continuity of care for
chronic older adults after discharge through a
phenomenological analysis by Bardin.

I[I. METHOD

This is a descriptive and exploratory field study
with a cross-sectional character and a qualitative
approach using Bardin's content analysis. Data
collection was carried out in 2015 in a hospital in the
West Zone of the city of Sado Paulo, with prolonged
hospitalizations of geriatric clients, which prioritizes
family monitoring during hospitalization. The study
subjects were four family members of elderly patients
expected to be discharged from the hospital, and they
agreed to participate in the study by accepting the
informed consent form.

To carry out the study, the authors prepared a
questionnaire to collect information from the research
subjects. Questionnaires are written instruments
designed to gather data from individuals regarding their
knowledge. The application of questionnaires allowed
total anonymity.

Data were obtained using a questionnaire
consisting of two parts as a data collection instrument.
The first consisted of questions determining the
interviewee's profile, and the second included guiding
questions.

The questionnaire comprised six questions to
identify the sample's socio demographic profile and two
guiding questions.

The selection and inclusion criteria were the
voluntary participation of family members of elderly
clients expected to be discharged from the hospital.

The family members of the older adult who
refused to participate in the research were excluded;
moreover, those who did not agree to participate by
accepting the ICF were excluded.

There were minimal risks to the participants'
health since the questionnaire was guided in a
structured way with the freedom to decide whether or
not to participate in the study.

On the other hand, this study is expected to
contribute subsidies to facilitate the provision of
specialized assistance and be an excellent source of
information for further studies.

The study was approved under CAE number
40896914.4.0000.5494 in compliance with resolution
466/12 related to the ethical aspects of research with
human beings, following the opinion required by the
committee.

A phenomenological analysis of the data
content was conducted from Bardin's perspective. This
analysis refers to content analysis as constantly
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improved methodological instruments applied to diverse
discourses to characterize the sample. The names of

precious stones were used to guarantee the
confidentiality of participants.
[11. RESULTS
Considering the historical context of the

hospital, previously as a space of social exclusion and
from the 18th century onwards as a therapeutic and
healing setting, the hierarchical and standardized
relationships carried out there become compatible with
its new characteristics and the spaces duly occupied,
considering the position that each one assumes within
them™.

It is believed that when a family member is
hospitalized, companions face an environment that is
strange to them, with set times, institutional protocols,
and people who sometimes inform, manipulate, or omit
information about what they should, can, or cannot do.
In these circumstances, this family member does not
always respect regulatory discipline, creating friction that
sometimes results in conflicts in the relationship they
establish, especially with the nursing team, which is
usually made up of professionals who remain at the
hospital uninterruptedly and, therefore, they are those
with which the family member interacts the most and
has the most access'®.

According to the statute of the elderly, the family
member can accompany the older adult during their
hospitalization. However, the companion does not
always act in the way expected by the nursing team, and
conflicts may arise in the relationship. In the hospital, the
nursing team monitors and watches the accompanying
family member, expecting cooperation with the nursing
WOI’KW' 18, 19.

It is understood that the family, in any of its
established constitutions, when an older adult is
hospitalized, becomes a contributor to subsequent
treatment care and, therefore, needs support and a
clear understanding of their role in the completeness of
the treatment to be carried out, before, during, and after
hospital intervention'® 2,

To enable analysis, categories organized the
results, characterizing the subjects according to their
perceptions and strategies for coping with the
phenomenon studied and family participation in the
continuity of care for the elderly after discharge.

Regarding the characterization  of
interviewees, the following observations were raised.

When characterizing the sample about the
socio demographic profile, 100% (4) were female; all
respondents reported living in the same residence as
the older adult and receiving support from other family
members regarding care. In this context, we cannot
forget that the condition of longevity is associated with
weakening due to aging, making the elderly vulnerable

the

to different life and health situations. In Brazil, it is
estimated that 85% of older adults have at least one
chronic disease, and of these, at least 10% have
overlapping concomitant diseases. The current situation
of chronicity and longevity of Brazilians contributes to
the increase in older adults with functional limitations,
implying the need for constant care. Generally, this care
is provided by the family and the community, with the
home being the natural socio cultural space. About the
family, care falls typically on one of its members, who is
called the primary caregiver because he or she is
responsible for the care of the elderly. Other family
members can assist in complementary activities; hence,
they are called secondary caregivers?" 2

When asked about marital status, three
caregivers reported being single, and only one was
married. The respondents ranged from 28 to 41 years
old about religion; 50% (2) of the sample declared them
selves evangelical, and 50% (2) declared themselves
Catholic. Regarding occupation, 50% (2) reported being
housewives, 25% (1) sales assistants, and 25% (1)
nursing assistants. The degree of kinship of the
responding family members was 75% (3) clients'
daughters and 25% (1) daughter-in-law.

This is like current literature in which most
caregivers are female, mainly wives, daughters, and
granddaughters. This fact can be explained by the
tradition in the recent past in which women did not
perform functions outside the home, justifying their
greater availability for family care. However, this reality
has been modified by the insertion of women in the job
market, often being the sole providers of your
homeZS, 24, 25.

About the presentation of the guiding questions
of this study, the following results can be identified and
described:

In Chart 1, we sought to describe the family
member's feelings regarding the situation faced where,
after reading the collection instruments with the
respondents' responses, the following categories were
observed: sadness, ingratitude, impotence, difficulty,
new stage, as follows:
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Chart 1: Reported Attitude of the Family Member Regarding the Functional Situation of the Older Adult. S&do Paulo,

2015
Identification Speech Analysis Categories
"It was unfortunate to see that a mother does everything
she can to give a better life to everyone, and when she | SADNESS:
needs support, no one can help. When she was good | Dejection, SADNESS
Pearl and stayed at the stove all day, the house was full of | consternation. INGR ATITUDE
people, children, cousins, nephews; today, if someone | INGRATITUDE: Lack
needs someone to give them a glass of water, no one | of gratitude.
will come."
Amethyst "Impo}ence because it is happening to the one | love | Impotence: Lack of IMPOTENCE
most. strength.
SADNESS:
Dejection,
"Sad and difficult, his sisters live far away, and there is | consternation., SADNESS
Ruby not much communication; they often go years without | DIFFICULTY: i
o DIFFICULTY
meeting. Embarrassment,
hindrance,
impediment.
STAGE: Distance
Emerald "A new stage of life for the whole family." betwe.en two NEW STEP
stopping places on
any route.

The activity of caring for a sick and dependent
elderly family member at home takes place in the space
where a significant part of life is lived, in which
knowledge and memory of facts and intimate
relationships are essential for both the caregiver and the
person being cared for. The care has peculiarities in this
environment. They are regulated by subjective and
affective relationships built on a familiar and personal
history. The care implemented by the family aims to
preserve the lives of its members and achieve the full
development of their potential according to their
possibilities and the conditions of the environment in
which they live. To develop your living process, the
family generates its care system, in which its knowledge
about health and illness is reflected, imbued with values
and beliefs that are structured in daily life. In this way,
the participation of each of its members, who, based on
their own experiences, possibilities, and needs, develop,
strengthen, and become more dynamic according to the
historical moment they find themselves 2324 %,

The question regarding the family member's
feelings about the situation the older adult finds
themselves in regarding the illness, the sadness
category was mentioned in Pérola and Rubi's
statements:

"Very sad to see that a mother does everything she can
to give a better life to everyone and when she needs
support, simply no one can help” (Pérola)

“Sad and difficult, your sisters live far away, and there
is not much communication” (Rubi)

© 2024 Global Journals

Source: Authors, 2015

They are dealing with the chronic illness of one
of its members or any other stressful event that could
cause family disruption, such as alcoholism, AIDS, and
dementia. These facts can generate tension and worries
in the family. It imposes on the caregiver the initiative to
develop their intervention plan to face the demands of
the individual under their care, which requires the
caregiver to adapt to family roles since they may
become weakened along the way. The difficulties in
providing care with pleasure and without conflict are
even more significant when the older adult is highly
dependent, with physical and cognitive disabilities. The
more the older adult's illness progresses, the greater the
physical and financial demand on the caregiver, as they
become more vulnerable to illnesses, reducing their
ability to care. The very vulnerability of dependent older
adults brings about negative feelings such as sadness
that can interfere with the dynamics of comprehensive
care for these older adults 22224,
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Chart 2: Reported Feelings of the Family Member about the Elderly Discharge. Sao Paulo, 2015

Identification Speech Analysis Categories
"I'am prepared, but | know the | FIGHT: battle.; STRENGTH: STRUGGLE
fight will be big; | will have to | Moral energy., DIFFICULTY: '

Pearl - . STRENGTH,
have much strength, and it will | Embarrassment, hindrance, DIFFICULTY
be tough days." impediment.

No, to varicus doubts and | b jars. pitficyiy making
uncertainties afflict us, such sion: hesitation-
as bathing, care, bandages a _decision, eslltapon,
Amethvst what ou’ can’ cat Wha{ UNCERTAINTY: Hesitation.; | DOUBTS,
y you : ABNORMAL: That deviates | UNCERTAINTY,
abnormal things we should .
observe since everything is from the ideal, the
i archetype.
abnormal now.
"No, because | need guidance
on her care; | feel very
insecure about taking care of
her alone, as my son does not | INSECURITY:  Lack  of

Ruby have time; he works and | security; GUIDANCE: lgﬁ%iﬁ@g LAGK OF
studies; | need time to | Direction, guide, rule.
practce care and feel
confident; | know it will be
difficult."

"Yes. Family comfort, with | COZY: Domestic comfort;

Emerald children and grandchildren, | comfort, outerwear; | COZENNESS,
can help a lot in my father's | RECOVERY:  reconquest, | RECOVERY.
recovery." restoration.

Source: Authors — S&o Paulo, 2015

COZENNESS,
RECOVERY.

STRUGGLE, STRENGTH,
DIFFICULTY

FEELING
PREPARED TO

CARE FOR THE
ELDERLY
AFTER

DISCHARGE

INSECURITY, LACK
OF GUIDANCE

DOUBTS,
UNCERTAINTY

Source: Authors. Séo Paulo, 2015

Figure 1: Categories were observed when asked, such as “Do you feel prepared to care for the elderly after
discharge?”
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The condition of chronically ill older adults gives
rise to the need for a person who performs the role of
caring. This role is generally played by a family member
(spouse, daughter, daughters-in-law, or son), with the
responsibility of remaining with the closest family
member due to kinship, a bond of gratitude, or
economic dependence. The family member becomes a
fundamental part of maintaining the life and health of the
older adult when it will often be the older adult's voice,
hands, legs, and feelings whose health condition and
independence are hampered by a chronic illness® .

V. DISCUSSION

Several reasons contribute to family members
becoming responsible for caring for sick,older adults:
moral obligation due to cultural and religious aspects;
marital status, the fact of being a husband or wife; the
absence of other people for the task of caring, in which
case the family member assumes this task not by
choice, but, generally, due to circumstances; financial
difficulties, as in the case of unemployed daughters who
care for their parents in exchange for support® 2,

Most hospitals adopt a home care policy as an
alternative to reduce the risk of opportunistic infections
and hospital costs. Chronically ill older adults find their
homes the ideal place to stay, where they have the
comfort of their family and greater chances of
recovery®® 3",

Families are often caught by surprise and must
organize themselves based on the health needs of the
older adult®".

Many of these people do not have proper
guidance; they feel insecure, and they have many
doubts and uncertainties about this new stage of life
where they will take on the role of caregiver; they are
unaware of the disease and the problems arising from it.
They are unaware of how to treat, combat, prevent, and
promote the health of the elderly, and face many
difficulties that affect the quality of the relationship
between the elderly and their family members, as well as
other disorders that affect the family structure, social life,
and their emotional state®.

The older adult's attitude towards their family
member can often interfere with their treatment. The
family member is influenced by the personality and
character of the older adult and the relationship over the
years. It was noticed that if the elderly are treated with
contempt, they are treated this way; if they are treated
with affection, they will also be treated that way. The
negative way in which the elderly treat their family
member, in a way, can be understood as non-
acceptance of the dependent relationship. This occurs
mainly in the relationship between spouses when the
husband becomes dependent on his wife, who needs to
assume full responsibility*',

© 2024 Global Journals

Final Considerations: During the analysis, the subjects'
responses revealed that the task of caring for chronically
ill older adults is still predominantly carried out by
women with some degree of direct kinship with the older
adult. This task requires emotional and financial
resources, time, and dedication and is often a source of
overload for a single person who does not have support
from other family members.

The reality of chronic illness changes the family
structure; however, the socioeconomic condition of
most of the Brazilian population does not allow family
members to benefit from a health professional who
meets the elderly's care needs. Therefore, someone in
the family often becomes responsible for the constant
care of the chronically ill older adult. Often, insecurity
regarding the care provided, as well as a lack of
knowledge about the pathology and its implications, can
make caring for this older adult a tough challenge for
both the family and the healthcare professional
accompanying them.

Added to the great demand for time and
dedication, it removes the family caregiver from leisure
activities, self-care, and contact with friends and
relatives. The caregiver's well-being directly affects the
quality of care for the elderly. A family member who is
well-oriented, healthy, and well-cared for will ensure that
basic essential actions are carried out for the dependent
older adult.
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