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ABSTRACT

Objective: To analyze the experiences of family caregivers of dependent older adults, who show performance overload and
emotional distress, using the Theory of Culture Care. Method: Qualitative study with nine caregivers of home care dependent older
adults, based on Grounded Theory. Results: The findings allowed the identification of potentialities and frailties in the context of
family home care and subsidizing the construction of a theoretical scheme resulting from the analysis of possibilities of the nursing
care practice according to the culture, through the three modes of action: maintenance, adjustment and repatterning of cultural
care. Final considerations: Respecting the cultural values and family beliefs, the nurse can help to institute mutually established
changes, promoting a better quality in the nursing care relationship and a relief to the strain of the role of the caregiver.
Descriptors: Caregivers; Family; Older Adult; Nursing Theory; Culture.

RESUMO

Obijetivo: Analisar as experiéncias de cuidadores familiares de idosos dependentes, que apresentam sobrecarga e desconforto
emocional, a luz da Teoria do Cuidado Cultural. Método: Estudo qualitativo, fundamentado na Grounded Theory, com nove
cuidadores de idosos dependentes de cuidados no domicilio. Resultados: Os achados possibilitaram identificar potencialidades
e fragilidades no contexto familiar de cuidado domiciliar e subsidiaram a construcdo de um esquema teérico decorrente da
analise das possibilidades de atuacdo da enfermagem mediante um cuidado congruente com a cultura, através dos trés modos
de acdo: manutencao, ajustamento e repadronizacao do cuidado cultural. Consideracées finais: Respeitando os valores culturais
e as crencas da familia, o enfermeiro pode ajudar a instituir mudancas, coestabelecidas com os cuidadores, que promovam uma
melhor qualidade na relacdo de cuidar e aliviem a tensao do papel de cuidador.

Descritores: Cuidadores; Familia; Idoso; Teoria de Enfermagem; Cultura.

RESUMEN

Objetivo: Analizar las experiencias de los cuidadores familiares de los ancianos dependientes, que presentan sobrecarga e incomodidad
emocional, a la luz de la Teoria del Cuidado Cultural. Método: Estudio cualitativo, fundamentado en la Grounded Theory, con nueve
cuidadores de ancianos dependientes de cuidados en el domicilio. Resultados: Los hallazgos posibilitaron identificar potencialidades
y fragilidades en el contexto familiar de cuidado domiciliar y subvencionaron la construccién de un esquema teérico decurrente del
andlisis de las posibilidades de actuacién de la enfermeria por medio de un cuidado congruente con la cultura, a través de los tres
modos de accion: el mantenimiento, el ajuste y la re-estandarizacién del cuidado cultural. Consideraciones finales: Respetando los
valores culturales y las creencias de la familia, el enfermero puede ayudar a instituir cambios, coestablecidas con los cuidadores, que
promuevan una mejor cualidad en la relacion de cuidar y alivien la tension del papel de cuidador.

Descriptores: Cuidadores; Familia; Anciano; Teoria de Enfermaria; Cultura.
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INTRODUCTION

The development of a base of knowledge and the recognition
and definition of means to communicate it are requirements for
a profession. Thus, any nursing practice needs theoretical foun-
dations. The theory can offer a systematic way to view facts and
events, and provide contribution to the research process, diag-
nosis, planning, implementation and evaluation of nursing!-2.

Serving as instruments to the various fields of nursing prac-
tice, the theories should guide research, teaching, manage-
ment and care assistance. By developing theories and studying
their applications in professional practice the status of science
is enforced and the specific field of knowledge is widened®.

Care is a complex and multidisciplinary concept. Reflecting
on the specificity of the concept, there are different existing
definitions that explore various perspectives and complement
each other. This study adopted the definition of Madeleine Le-
ininger, who defines care as the actions and activities directed
to the assistance, support or training of another individual or
group with clear or anticipated needs, to improve the human
condition, way of life or to face death*.

In the Theory of Culture Care Diversity and Universality,
Leininger conceives the existence of social and cultural forces
that exert important influences on human beings and, conse-
quently, on the process of care. Considering this, health profes-
sionals should give more attention to the resulting attributes of
culture. In the nursing field, the disregard for these factors in
care practices, the looseness from the cultural reality of the per-
son, the incongruity between the act of caring and their values
and beliefs may result in the appearance of cultural conflicts,
frustrations, stress and even moral and ethical concerns®.

This theory was represented by the Sunrise model. This
model facilitates the understanding of the triad individual-
family-group when facing their cultural values and ways of life,
being relevant to the nursing care by allowing the construc-
tion of complex and critical thinking about the dimensions of
the cultural and social structures in each specific context>>®.

Composed of factors that relate to each other, interfering in
the process of nursing care, the model is divided in four levels:
1 — it leads to the study of nature, significance and attributes of
nursing care; 2 — it provides knowledge about the individuals,
families, groups and institutions, in various health systems; 3 —
it focuses on the popular system, the professional system and,
in it, nursing; 4 — it is the level of the decisions and actions of
nursing care, which involves the cultural preservation/main-
tenance of care, cultural accommodation/negotiation of care
and the cultural repatterning/restoration of care®>9,

We believe that the process of nursing care of dependent
older adults at home by a family member has its own character-
istics in different contexts, despite being an universal phenome-
non observed in multiple nationalities and cultures. Having this
as basis, the nursing care must be based on the theory of cultur-
al care, being adequate to every individual or group, respecting
their characteristics and using actions that are consistent with
the values and the needs identified in each situation®.

This study is relevant when considering the rapid demograph-
ic and epidemiological transition in Brazil, which contributes to
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incite dependency relationships that interfere in the social inter-
action processes of older adults and create the need for family
care?.

Thus, analyzing the care provided by family members
to older adults in need of assistance in Brazil, becomes ex-
tremely important to meet the needs and demands of this
population. Through the cultural dimension of nursing care,
the nurse avoids the nursing care practice as just empirical
or technical, and performs a practice rooted in scientific and
theoretical models. In the context of family caregivers of de-
pendent older adults, the nurse needs to perform nursing care
using family experiences, the sociocultural context of the fam-
ily, considering nursing experiences from the culture in which
the binomial older adult-caregiver is inserted®.

Based on this premise, we wondered: how the nursing
theory of Culture Care Diversity and Universality could pro-
voke reflections on the phenomenon “the life context and the
experience of caring for dependent older adults in the home
environment by family caregivers who show performance
overload and emotional distress”?

Caring for dependent older adults might entail negative
aspects to the relative, such as changes in physical and emo-
tional state, imbalance between activity and rest, as well as
compromised individual coping. These are the attributes of
the strain placed on the caregiver, this is a significant aspect of
our cultural care reality®'. Given the context of performance
overload and emotional distress of the family caregiver, know-
ing their psychosocial responses allows the understanding of
how to plan for home care.

OBJECTIVE

To present an analysis of nursing care experiences done by
overloaded and emotionally distressed family caregivers of de-
pendent older adults at home, pointing to the implications for
the practice of Nursing with the use of the Theory of Culture
Care Diversity and Universality.

METHOD

Ethical aspects

The project met the recommendations of Resolution no.
466/2012, of the National Health Council, which regulates
research involving human beings in Brazil. The survey was
conducted with approval by the Research Ethics Committee
of the University Hospital of UFJF. This study used precious
and semi-precious stones as codenames for the participants to
guarantee their anonymity.

Theoretical-methodological framework and type of study

This is a qualitative study using Grounded Theory!'? as the
method to understand the care process performed by family
members with different sociocultural patterns.

The Theory of Cultural Care Diversity and Universality of
Madeleine Leininger provided subsidies for this analysis through
these concepts and assumptions: culture, cultural care, diversity
of cultural care, universality of cultural care, vision of the world,

Rev Bras Enferm [Internet]. 2018;71(3):959-66. 960



environmental context, nursing, culturally congruent nursing
care, maintenance of cultural care, adjustment of cultural care
and repatterning of cultural care*”.

Study scenario

The research took place in two scenarios. It was initially
focused on the Ambulatério de Geriatria e Gerontologia do
Hospital Universitdrio da Universidade Federal de Juiz de
Fora [Geriatrics and Gerontology Clinic of the University Hos-
pital of the Federal University of Juiz de Fora], Minas Gerais
— Brazil, serving as the place to identify older adults depen-
dent of others for their Basic Activities of Daily Life (BADL)
and their main caregivers during nursing appointments. The
home of the binomial dependent older adult-family caregiver
became the second scenario. The strategy adopted to collect
data were home visits as a form of getting closer to, knowing
and characterizing the caregivers as well as observing their
work overload and emotional distress.

Data collection and organization

A total of 78 older adults were evaluated, the Katz in-
dex""¥ was used to determine the degree of partial or impor-
tant dependency on the BADLs. Of these, 27 older adults
were identified. The main family caregiver of the dependent
older adult was identified and evaluated for the presence of
performance overload on the caregiver role, using the Zarit
scale for assessing caregiver burden (Burden Interview)'
and for detecting emotional distress (Self Reporting Ques-
tionnaire — SRQ-20)"%,

After identifying the performance overload and emotional
distress levels of the relatives, those who presented moder-
ate, or moderate to severe performance overload and scores
above the cutoff point for emotional distress in the SRQ-20
scale were selected to participate in the qualitative phase of
the study, which occurred between August 2012 and March
2013, period in which this article was written. Twelve (12)
caregivers met the inclusion criteria. Semi-structured inter-
views and participant observation were done during the home
visits, field journals were made for nine of these caregivers,
noting the theoretical saturation.

Data were collected after signing the Informed Consent Form,
in one or two meetings, by appointment and prior consent.

The field notes were recorded as topics in a diary during
the observation period and later expanded in the form of
memos. The transcripts of the interviews and the pre-analysis
were done after expanding the notes and before the next in-
terview, starting the processes of open, axial and selective en-
coding, as pointed by the methodology!?.

Data analysis

The emerging content were transcribed and analyzed as
proposed by the Grounded Theory method, by open, axial
and selective encoding. Through this process a group of codes
in subcategories were obtained and then, categories accord-
ing to concepts that led to the reflection of the phenomenon
“the life context and the experience of caring for dependent
older adults in the home environment by family caregivers

Family caregiver of older adults and Cultural Care in nursing care
Couto AM, Caldas CP, Castro EAB.

who show work overload and emotional distress.” The con-
text-focused intervening conditions allowed the further analy-
sis through the Theory of Culture Care Diversity and Univer-
sality of Madeleine Leiniger.

RESULTS

It was possible to identify the potentialities and frailties de-
scribed in the four categories formed to explain the phenom-
ena through the observation in the homes of families who
live and care for a dependent older adult and through the
interviews conducted with the main caregivers. The four cat-
egories are: becoming a caregiver; the experiences of being a
caregiver for a dependent older adult; demands resulting from
the process of nursing care for a dependent older adult by a
family member; and search for support and training.

Potentialities in the context of home care for the depen-

dent older adult

An identified potentiality was the prior experience with the
process of care, by performing as the caregiver to other family
members or even volunteer work. This characteristic outstood as
a facilitating aspect for the adaptation to the routine of care that
needs to be provided to the current dependent family member.

I had taken care of older adults already, bathed, fixed their
hair, helped them with dressing, made the bed, did laundry.
They were known, [...] it was voluntary. That helped me a
lot. (Ruby)

However, they reported that numerous difficulties were
faced in the initial phase of the caregiver role — fear, insecurity
and inexperience were frequent. Over time, the relatives expe-
rienced relief of those feelings and scenarios, the emergence
of adapting to their new life condition was noted, which facili-
tated their perception and identification of resources to over-
come the obstacles. The caregivers, through their continuous
care experiences, consolidated the experience and gradually
adapted to the needs and routines of the older adult required
by nursing care. This led to the adaptation and establishment
of an empirical process of care. Thus, strategies were created
such as delegating responsibilities to other family members to
minimize the overload and emotional distress feelings as well
as avoiding suffering.

| was getting used to it. [...] But this initial phase was very
[emphasis] difficult. (Jade)

So, if | have to leave, | ask someone to look for her for me.
I’'m actually delegating now. [...] | didn’t do that before. It
was all me. (Sapphire)

Positive feelings, such as affection, solidarity, appreciation
of their actions, in addition to moments of harmonious inter-
action between the caregiver and the older adult, emerge from
the continuous caring experiences, which can be identified
on the reports given by the caregivers. We comprehend these
feelings as fundamental to the maintenance of the self-esteem
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of the caregiver, even facing the difficulties resultant from the
commitment to the health condition of the relative.

My feeling is... Of wanting good things for that person, to
see what | can do to help, and if | can help I’ll be happy.
And for my limitations, what | can do makes me happy, it’s
not even for taking care of an older adult, it’s the possibil-
ity that I’'m dodging my own disease, and that by helping
someone else | am helping myself. (Crystal)

The existence of stimuli in the everyday life of the care re-
lationship is also identified such as the support of secondary
caregivers and the possibility of delegating some activities to
other family members. The existence of support, especially
financial, was identified as well as the direct collaboration in
the care for the older adult.

So, if I need to leave, they stay here to take care of her. (Emerald)

I have a sister who helps me by paying a person to help me
take care of her during the day. (Agate)

Yes, they financially help me. (Tourmaline)

It was possible to identify through the experiences with the
caregivers in nursing appointments and the home visit followed
by interview for this study, movements of support and profes-
sional support seeking the forming of a social support network,
the start or increase in frequency of the search of religiousness/
spirituality as major strategies to keep performing the task of car-
ing. These actions were aimed at the minimization of the nega-
tive effects caused by the stress in the role of caregiver.

| seek strength, especially on my therapist. | talk a lot with
her, especially. (Crystal)

Here [ call a neighbor and she helps me, you see? Any time
that | come here in the fence [...] | call a neighbor they are
willing to help me. (Crystal)

I allow God to take control and He gives me strength and...
Then, the support | seek in God, because my support is in
Him. Fully in God. (Emerald)

My support is in God. | touch my rosary and pray. [...] Then,
I talk to my saints that help. When | am sad and facing dif-
ficulties I pray. (Ruby)

Frailties in the context of home care of the dependent

older adult

The loss of autonomy and independence of older adults
was mainly related to the emergence and evolution of chronic
diseases. Dementia profiles were diagnosed in six of the nine
dependent older adults cared by the participants of this study.

The changes caused by these profiles (such as cognitive deficit
and the loss of memory and identity), on the perception of the
surveyed caregivers, is that they make them feel anguish, pain,
sadness, anger and even depression, showing a difficulty in ac-
cepting the process of family dependency of the older adult.
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I am more depressed nowadays [...] sometimes I’m hit by
revolt, then, when | see, | start crying. (Tourmaline)

We suffer [...]. It is a disease [referring to Alzheimer] that
I’m going to tell you, I’'ve got a chance to talk to a person,
this disease is worse than cancer, because it takes even the
dignity and the identity of the person. [...] it’s sad, taking the
identity of the person, right? (Sapphire)

Another difficulty reported by the caregivers was the ab-
sence of prior experience with the process of care. When
caregivers became aware of the responsibility that was
dropped into them, when all the basic and instrumental daily
care needs of the relative became their responsibility, they
felt threatened by lack of knowledge or skills, especially to
perform some activities such as bathing, diaper change and
administration of medications.

I’d never given a bath, I’d never taken care of someone sick.
(Jade)

Today | take care of everything, | change diapers, | go after
medical prescriptions so | can buy less expensive diapers
using the government program, you see. [...] In this part,
to care of hospital, of doctor, of medicine, of bath, of food,
everything, I’'m the one doing it, but at the beginning it was
very difficult. (Emerald)

We observed that the formation of the role of main caregiv-
er was accompanied by impacts on various aspects of life and
health, causing a series of limitations and difficulties for their
lives. According to the participants, the higher risks of getting
ill, self-negligence, performance overload and emotional dis-
tress are caused in part by the uncertainties and the dilemmas
in the family relations, and for the most part, the absence of
an established support network of family members. The lack
of days or moments off and the absence of relay of the care
activities between family members are examples.

My biggest difficulty is the lack of support within the fam-
ily. (Crystal)

So, it was very hard. Not having anyone to share the respon-
sibility. (Jade)

| take care of her every day, weekends, Saturday, Sunday,
holiday, there are no breaks or days to rest. (Tourmaline)

According to the reports of the participants, the routine ex-
perience of nursing care of dependent older adults can be
understood as the set of changes that happened in their lives
from the moment when the need to take such care took place.
In the initial context, caregivers reported that the love life start-
ed to occupy a secondary plan, they had to leave work to take
care of the family member, in addition to the loss of commit-
ment with social activities such as leisure activities and chang-
es in their health conditions. Changes in the health conditions
include changes in the usual pattern of sleep, with a reduc-
tion of time and quality, because of the constant interruptions.
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Daily moments of rest became nonexistent or minimal, in ad-
dition to the coexistence with negative feelings.

My leisure was fully “pruned,” because | cannot find any-
one to be with her. [...] | don’t have freedom to take a walk
or to have an hour for lunch. So, | abandoned entirely my
leisure, for her. (Crystal)

I already sleep very little. [...] I've been sleeping, but even
with the littlest movement I’'m awake. | watch her at night,
if she is breathing and everything, | already have it, this
fear. (Pearl)

As the dependency advances, progressive changes in the
daily lives of families happen, especially in the course of life
of the main caregiver. The routine of care was shown to be
pervaded by diverse and contradictory feelings such as fear,
sadness, insecurity, concern, conflicts and tensions. Fear was
a very common sentiment and it was related to several factors,
being evidenced by the fear of “the degree of dependence” of
the older adult getting worse and this representing an increase
in the already high demand for care given by the caregiver.

We are afraid she will get even worse. How are we going to
do? It’s going to be even more difficult. (Pearl)

[...] I’'m scared to death of her getting worse and not being
able to handle it. (Jade)

Some repercussions in the dynamics of life arising from the
process of caring for the dependent older adult were highlighted
by the participants: the family conflict permeated by disputes
and accusations; the lack of time for self-care and maintenance
or involvement in social activities; and those of economic na-
ture, with suppression of spending with themselves, given the
increase in expenses with the older family member.

[...] To be able to hospitalize her | have the family thinking
badly of me. Half the family dislikes me, because I fought to
go with her to the hospital. (Crystal)

I cannot fix things right, because who handles sick people
cannot handle everything [...] | lack time to do everything, |
can only take care of him. There is no time to think of me.
(Ruby)

We live in the grace of God, because there is no more room
on my budget. [...] But then we get through very tight. [...]
The number of diapers has increased, the number of rem-
edies that are purchased [...] So there is a financial burden
and [ think that also wears me [...]. (Sapphire)

We should highlight that the costs of the care fall upon the
family, especially those with low income and that live with
dementia, wounds or any other injury that requires therapy
and specific technologies, not always available at the health
system. In addition to the social and emotional costs, the fi-
nancial cost consumes the resources that the caregivers used
to invest in themselves. This factor requires further study to
detail the costs of family caring for dependent older adults.
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Implications for Nursing

The in-depth study of the phenomenon “the life context
and the experience of caring for dependent older adults in
the home environment by family caregivers who show perfor-
mance overload and emotional distress” from the theoretical
framework of Culture Care Diversity and Universality of Lei-
niger made the construction of a theoretical scheme possible.
Derived from the analysis of possibilities of culturally congru-
ent nursing care, through the three modes of action: adjust-
ment (adaptation/negotiation), preservation/maintenance and
repatterning/restructuring of culture care.

Preservation/
maintenance of
cultural care

!

Maintenance and strengthening of
the positive aspects (potentialities)
identified in the context of
nursing care

Adaptation/
negotiation of
cultural care

!

Support, assistance and training
of the family caregiver
of the older adult

Repatterning/
Restructuring of
cultural care

!

Reorganization, swap or
modification of the negative
aspects (frailties) of the
process of nursing care

Figure 1 — Conceptual Diagram: the older adult caregiver,
nursing and cultural care

DISCUSSION

Nursing assistance in situations of chronic or irreversible
dependency, comprehended using the Theory of Cultural
Care Diversity and Universality, brings attributes that the pro-
fessional should prioritize instead of chasing the cure, which
is not always possible, focusing on care, which is an essential
human need. Through cultural care, the nurse adopt in these
cases one of the assumptions of the theory: “cure is impos-
sible without care, but there may be care even with no pos-
sibility of cure”4,

In scenarios in which the cure of pathological processes is
impossible, as in the cases of dementia or the reversal of the
dependency, it is up to nursing and the family caregiver to
provide the required care so the older adult, in its limitations,
is taken care of. The development of coping strategies to over-
come the negative feelings can be stimulated. These feelings
might be originated from a cultural way of relating to living
together and having to take care of a dependent older adult
and in need of home care from the family®4.
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Professional investment on nurse care according to the cul-
tural dimension becomes relevant to change the scenario of
suffering that is established through the continuous life of the
caregivers, who take high loads of activities resulting from the
dependency process of the older relative®?.

Potentialities and frailties that influence the intensity of the
overload and emotional distress levels of the family caregivers
were identified along the studied sociocultural context of the
formation of the caregiver role. The formation period seems to
be a moment in which the families need monitoring and sup-
port from health professionals and from a support network,
this would enforce the positive aspects while minimizing or
eliminating the negative aspects identified"®.

The prior experience with the process of nursing care and
the support from secondary caregivers who contribute sharing
the daily activities are some of the potentialities identified.
Prior experience in other care situations contributes to the
change of posture and attitude as the main caregiver facing the
new nursing care relationship, since some relatives realize the
need for the division of responsibilities and the need to allow
the involvement of other family members. Strategies of coping
or support should be identified or stimulated and supported,
in such a way caregivers can periodically relieve themselves
of the responsibilities and requirements inherent to the care
process‘'?. Actions in this sense contribute to eliminate or re-
duce the emergence of morbidities and comorbidities in the
binomial dependent older adult-family caregiver.

We also observed that caregivers carry culturally construct-
ed values and habits related to family roles, once they start
caring for a sick or dependent family member. In addition to
the bonds and interaction between the caregiver and the de-
pendent older adult acting as positive stimuli that facilitates
the performance of nursing care and contributing to relieve
the tension of the caregiver, another important factor is the
ability to maintain the self-esteem of the caregiver and the
support and family bonding, even when facing series of dif-
ficulties and limitations in daily life of caring/®'”,

In the search for support and as a form of dealing with the
negative aspects of the nursing care relation, religiousness/
spirituality were pointed as an important strategy adopted by
caregivers. Faith, spirituality and religious practices were cited
and identified, also being used by families assessed by other
studies, which consider them as very effective coping strate-
gies to deal with stress, anguish, depression and overload re-
sultant from the nursing care process. We understand that the
caregivers seek help through the expressions of religioiusness/
spirituality to obtain the strengthening of hope, comfort and
relief of suffering, establishing itself as a protective factor7'9,

We reinforce that this set of positive aspects found in the nurs-
ing care relationship established in family environments needs to
be recognized, respected and valued by the nurses during the pro-
posed guidance and support activities. By assuming this theoreti-
cal thought as part of the nursing practice the nurse could possibly
adopt the principle of preservation/maintenance of cultural care
% to help maintain and strengthen: positive feelings, prior experi-
ence of the caregiver, adaptation to a cultural process of nursing
care, interaction in the caring relationship and maintenance of the
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self-esteem of the caregiver. The expected result is the preserva-
tion of the health conditions of the caregiver, the ability to perform
its role and thus, the promotion of mutual well-being.

Feelings of agony, sadness, fear, anger, insecurity and worry
experienced routinely and long term can contribute to the wear
on the caregiver role""®. Thus, families need professional support
in these situations, in such a way they can organize and establish
a care routine involving the greatest possible number of family
members or even friends and neighbors. This support helps the
main caregivers to maintain their social activities, self-care, lei-
sure and rest, without feeling guilty or insecure with the ability
to care of the other subjects involved in the process®'”.

The situations experienced in the nursing care process demon-
strate the lack of skills and appropriate training to perform the role.
Additionally, they point to the need of support actions for family
caregivers and even health education to provide better conditions
of nursing care for the dependent older adult population, meeting
the specific knowledge and skills necessary for the family caregiv-
ers to perform the actions delegated to them. Preparing and ac-
companying the relative in the performance of the new caregiver
role is needed, helping them to overcome difficulties and to pro-
vide quality nursing care that meets all the identified needs and
that is congruent with the cultural context of the family group®.

The way each family member performs the daily care de-
pends on the acquired and practiced knowledge, it can be
said that the nursing care actions reflect the culture of the
caregiver, its family and their context. Therefore, culture de-
termines the patterns and lifestyles, influencing the decisions
made, which determines that the nurse performs care based
on the culture of the subjects®?.

The noticeable lack of guidelines and support from health
services were identified as a contributing factor to the emer-
gence of overload and emotional distress feelings by the care-
giver. Considering the increased demand of time and the inse-
curities when facing difficulties in nursing care activities without
the necessary knowledge for each scenario experienced?.

The difficulty of the caregiver in obtaining support in the
share of nursing care tasks is related to insertion into reduced
family size or because other family members work, but also
due to the lack of involvement of other relatives in the depen-
dency situation of the older adult, health problems and even
the difficulty of the main caregiver in trusting in the ability of
other family members to perform the function. The impossibil-
ity of sharing the nursing care activities with other relatives is
a determining factor for the definition and often, for the lonely
maintenance of the main caregiver®?10:20,

Observing the everyday life of caregivers of older adults al-
lowed us to note that nursing care is a demanding task that causes
many changes in their lives after taking the role, such changes
include the abandonment of work and the economic impact on
family dynamics, the lack of time for social activities (mainly lei-
sure activities) and effects on physical and mental health condi-
tions, with frequent reports of changes in the sleep pattern('¢17:20,
Not sleeping well or sleeping too little reflects on the performance
of everyday activities, on behavior and on the well-being feeling®.

Family caregivers have shown concern for failing to take
proper care of their health conditions and reported difficulty
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in accommodating the activities as a caregiver and self-care,
the greater difficulty is the lack of family support and of social
and health support networks. Sometimes the family members
realize that they are living on the limits of their physical and
emotional reserves, but have no one to help. In other cases,
the involvement in the nursing care process is so deep that they
do not realize that the limits of their conditions to provide care
have been reached, sometimes exceeding these limits(1¢20-21,

Main caregivers need the help of other family members
and to set days and times for each to assume part of the care
processes and responsibilities. This partnership allows them
to have time available to take care of themselves, to have lei-
sure periods and to recover the energy spent when taking care
of the other, minimizing the strain on the performed role.

The charges in relation to the main caregiver role, the lack
of understanding and support from other family members and
family disputes, in addition to to the economic repercussions
caused by low income families, the abandonment of work to
be devoted entirely to the caregiver role and the increase in
expenditure because of the demands of the nursing care pro-
cess of the older adult, are contributing factors to the nursing
diagnosis stress in the role of caregiver®2223),

Given this context of negative aspects experienced by the
family caregiver, which cares for the dependent older adult in
the home environment, the nurse can adopt the accommoda-
tion/negotiation and repatterning/restructuring of cultural care
methods. The first involves actions directed at the forms or ways
to negotiate, adapt and adjust the identified adverse conditions,
the second refers to nursing actions that seek to assist the care-
giver of older adults in the modification process of the nega-
tive patterns'#, such as the abandonment of work to nurse care,
leisure, love life being in the background, negative feelings in
the care process, compromising of their health conditions and
changes in sleep and rest patterns to patterns that are beneficial
to the family caregiver and the relationship of care.

Study limitations

This study was limited to the experiences of a group of fam-
ily caregivers who had experienced the overload resulting from
the care of a dependent older adult relative. A limitation of this
research, inherent to the method, refers to the fact that data anal-
ysis has not been done independently by two researchers. Be-
ing a current and relevant theme to the daily practice of nurses
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from different areas, it is suggested that the issue be investigated
through other methods that allow a greater generalization.
Other question that arise and that will require further re-
search through different methods relate to the sleeping pattern
of the family caregiver, religiousness/spirituality as therapeutic
support, the expenses of the family with the home care of
dependent older adults and how the nurse is present in home
care teams, adopting the culturally congruent nursing care.

Contributions to the field of Nursing

The use of Theory of Culture Care Diversity and Universal-
ity of Madeleine Leininger contributed to the reflection about
the possibilities of nursing performance on the context expe-
rienced by family caregivers of dependent older adults. From
the perspective of cultural care, the nurse could contribute
to these families using the three modes of action proposed
by Leininger —preservation/maintenance, adjustment/ nego-
tiation and repatterning/restructuring of culture care —, thus
providing nursing care better suited to the culture of the older
adult/caregiver/family.

FINAL CONSIDERATIONS

The obtained results enabled us to know and understand
the experiences when taking care of dependent older adults
at home by a family caregiver who presented performance
overload and emotional distress in the role. The methodologi-
cal approach used contributed to better approach the socio-
cultural reality of each family, to observe the daily life of the
main caregiver and to establish trust, which enabled dialogue
marked by emotions and relief, and reports that expressed
their difficulties, limitations, needs and potentialities.

We recommend that the potentialities and frailties that stem
from the process of home care of dependent older adults are
recognized, picking up the values and the beliefs of the fam-
ily and the sociocultural context of the family caregiver. This
would enable the structuring of interventions and care plans,
designed from the nursing consultations, home visits and ed-
ucational activities such as groups of older adult caregivers
congruently with the cultural attributes. These are possibilities
that help to institute mutually established changes with care-
givers, promoting better quality of family relationships of care
and relieving the strain of the caregiver role.
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