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ABSTRACT

Objectives: to analyze the burden and the social support of the informal caregivers of people
undergoing kidney dialysis. Methods: mixed study, based on the Theory of Stress and Overload,
using instruments of sociodemographic characterization, the Social Support Survey from the
Medical Outcomes Study, Zarit's Burden Scale, and guiding questions. Analysis of data used
statistical and thematic inferences. Results: 55 caregivers were evaluated, most were women,
from 31 to 50 years old, married, and having worked in care for more than three years. A high
level of affective and material support was observed, with a light overload on the caregiver.
The central theme of the discourses was:“Experiences of the caregiver: between the burden
of responsibility and the search for meaning”. Conclusions: a small overload was found in
the participants, with a high median in the dimensions of affective and emotional support,
in the relations between positive social interactions and the burden of the caregivers, in
addition to the duality or responsibility and the meaning of care.

Descriptors: Social Support, Caregivers; Renal Dialysis; Nursing; Renal Insufficiency Chronic.

RESUMO

Objetivos: analisar a sobrecarga e o apoio social de cuidadores informais de pessoas em didlise
renal. Métodos: estudo misto, fundamentado na Teoria de Estresse e da Sobrecarga, com
instrumentos de caracterizacdo sociodemogréfica, escala de apoio social do Medical Outcomes
Study, Escala de Sobrecarga de Zarit e questdes norteadoras. Analise dos dados por inferéncia
estatistica e tematica. Resultados: avaliaram-se 55 cuidadores, maioria do sexo feminino,
idade de 31 a 50 anos, casados e com tempo de dedicagdo ao cuidado superior a trés anos.
Observou-se alto nivel de apoio afetivo e material e ligeira sobrecarga do cuidador. Construiu-se
como tema central dos discursos: “Vivéncias do cuidador: entre o peso da responsabilidade e
abusca por sentido”. Conclusées: evidenciou-se ligeira sobrecarga entre os participantes, alta
mediana nas dimensdes de apoio afetivo e emocional, relagéo entre interagdo social positiva e
sobrecarga dos cuidadores, além da dualidade entre a responsabilidade e o sentido do cuidar.
Descritores: Apoio Social; Cuidadores; Dialise Renal; Enfermagem; Insuficiéncia Renal Cronica.

RESUMEN

Objetivos: analizar sobrecarga y apoyo social de cuidadores informales de personas en
didlisis renal. Métodos: estudio misto, fundamentado en Teoria de Estrés y de la Sobrecarga,
con instrumentos de caracterizacion sociodemogréfica, escala de apoyo social del Medical
Outcomes Study, Escala de Zarit y cuestiones orientadoras. Analisis de datos por inferencia
estadistica y tematica. Resultados: evaluaron 55 cuidadores, mayoria del sexo femenino,
edad de 31 a 50 afos, casados y con tiempo de dedicacién al cuidado superior a tres
anos. Observado alto nivel de apoyo afectivo y material y ligera sobrecarga del cuidador.
Construido como tema central de los discursos: “Experiencias del cuidador: entre el peso de
la responsabilidad y la busqueda por sentido”. Conclusiones: evidenciado ligera sobrecarga
entre participantes, alta mediana en dimensiones de apoyo afectivo y emocional, relacién
entre interaccidn social positiva y sobrecarga de los cuidadores, ademas de la dualidad entre
la responsabilidad y el sentido del cuidar.

Descriptores: Apoyo Social; Cuidadores; Dialisis Renal; Enfermeria; Enfermedad Renal Crénica.
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INTRODUCTION

Chronic kidney disease (CKD) and hemodialysis bring repercus-
sions that impair the diseased person physically, socially, cultur-
ally, economically, and spiritually. The complexity of the disease
and of its treatment also affect the family and the caregiver. As a
result, the caregiver and the health team are important elements
of the support network, and contribute to encourage a healthy
lifestyle, the maintenance of autonomy and a successful self-care.

The informal caregiver is the one who provides non-professional
care, receiving no payment for their services®?. Assuming this role
is a challenge, since the demands of care have an impact in the
economic conditions and change the organization of the activities
of the family, requiring strategies to deal with the situation®. This
can have a negative impact, becoming a burden in the life of the
caregiver. Social support can be a strategy to relief this burden.

Social support is a system of formal and informal relations
through which a person receives emotional, cognitive, and ma-
terial help to deal with situations that generate stress®. Studies
on burden and social support in informal caregivers are scarce
in literature, especially in western society®, and the same is true
for mixed studies in nursing®. As a result, this investigation is
important to strengthen support networks, helping both the
diseased and the caregivers to deal with the chronic kidney
disease. These networks can help sharing the responsibility of
care, leading to benefits in the physical and mental health of the
diseased and their caregivers”?®,

For that to be a reality, it is necessary to carry out studies that
analyze the relations between the burden of the caregiver of the
person with CKD undergoing hemodialysis and the social sup-
port, using methods that improve the experience of the caregiver.
Consequently, this work aims to answer the following questions:
What is the relation between the burden of the caregivers of
people with CKD undergoing hemodialysis and social support?
How do caregivers see their roles, the changes in their lives, and
their support network in this dynamic?

OBJECTIVES

To analyze the burden and the social support of the informal
caregivers of people with chronic kidney disease undergoing
hemodialysis.

METHOD
Ethical aspects

This study was approved by the Ethics Committee for Researches
with Human Beings of UNIFALMG, according to Resolution No.
466/12 from the National Council of Health (NCH). To guarantee
anonymity, participants were identified using the letter E followed
by a cardinal number, representing the order of the interview.

Study design

This is a mixed-method, cross-sectional study, following a
sequential explanatory strategy. Its first, quantitative (QUANTI)
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stage, is its priority, while the qualitative (QUALI) stage, which
follows, has less weight. The analysis of the data collected in the
QUANTI stage directed the data collection of the QUALI stage,
based on the references about social support® and Burden?,
Data was compared to establish convergences, divergences, and
combinations". The instruments STROBE (Strengthening the Re-
porting of Observational Studies in Epidemiology)"'? and COREQ
(Consolidated Criteria for Reporting Qualitative Research)® were
used to guide the methodology.

Participants and place of study

The study counted on the participation of 55 informal care-
givers of people undergoing hemodialysis in the nephrology
unit of a philanthropic institution located in a city in the South
of Minas Gerais, Brazil. The sample was non-probabilistic, by
convenience, made up by all informal caregivers of people who
were undergoing renal replacement therapy from August 2018
to March 2019, who accepted participating in the study. The in-
clusion criteria adopted were: being 18 years old or older; being
the informal caregiver of a person undergoing kidney dialysis
(from the family or not); and occupying the role of caregiver for
atleast three months, time needed for them to become familiar
with the guidance and with the exercise of care!”. Caregivers
who were absent in the renal dialysis session at the time of data
collection were excluded.

Collection and organization of data

After scheduling, data collection was carried out by the main
researcher in private with the caregiver. It was the first contact
with the participants. Two stages were developed: the first aimed
to acquire sociodemographic information and data relative to the
burden. It was carried out using a sociodemographic question-
naire, Zarit’s Burden Scale, and the Social Support Survey from
the Medical Outcomes Study - MOS.

The sociodemographic questionnaire included the following
variables: sex, age, marital status, educational level, number of
children, religious belief, being or not a relative of the person
undergoing hemodialysis, living or not with the person, time
providing care, life habits, work activity, and activities of the
informal caregiver.

The MOS Social Support Survey was developed to carry out a
study with adults who presented chronic pathologies. It was
validated in Brazil™® and made up by 19 items, which evaluate
5 functional dimensions of social support: tangible support, af-
fectionate support, emotional support, informational support,
and positive social interactions. For each question, the response
options were: never (1), rarely (2), sometimes (3), almost always
(4), or always (5) — the dimensions of social support are analyzed
separately. For each dimension, the scores of each question were
summed up, divided by the maximum value of the score of the
dimension (15 or 20), and the result was multiplied by 100. After
the score of the transform was found, the median for each dimen-
sion of each participant was verified. Values below the median
correspond to little social support, while values equal or above
the median correspond to much social support®.
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Zarit's Burden Scale, on the other hand, is an instrument that
evaluates the burden of caregivers of diseased people. It is validated
in Brazil"” and formed by 22 items. The analysis is carried out by cal-
culating the score of the instrument. Each item receives a score from 0
to 4, as follows: never (0), rarely (1), sometimes (2), frequently (3), and
always (4). The last item in the scale is an exception. It is composed
by the question “Overall, how burdened do you feel in caring for S
(the person who receives care)?”. The answers indicate how much
the caregiver feels burdened by their role, as follows: no burden
(0), mild (1), moderate (2), severe (3), very severe (4). The analysis
classified the burden according to the score, as follows: below or
equal to 21 (no burden), 22 to 40 (mild to moderate burden), 41 to
60 (moderate to severe burden), and 61 or more (severe burden)!'®.

Theinterview was chosen as a data collection technique to facilitate
the understanding of the patient, and a cone of colors was used as
avisual aid, to help participants in responding to Likert questions.

The second stage followed the first immediately. It aimed at
receiving the reports of caregivers regarding their roles, experi-
ences, and support network. All 55 participants were invited to
participate. However, 25 could not follow it through, since they
needed transportation to go back to their cities or were absent
in the date of collection. Therefore, 30 people agreed to continue
with the recording of the interview.

The semistructured interview technique was used. Interviews
were recorded using the voice recorder application of a smart
phone and lasted for a mean of 10 minutes. They included the
questions: “How do you feel in caring for S? Does anyone help
you caring for S? Other to you, on whom can S count for help?
At home, what types of care do you provide to S? Do you seek
any type of help to care for S? Which? In addition to caring for
S, what else do you do in your day-to-day life? Do you think S
depends on you? Caring for S burdens you? By providing care to
S, do you consider that no time is left for you? Do you feel tired?
If so, what do you do to rest?” Data were transcribed by the main
researcher immediately after collection.

Data analysis

Quantitative data was typed into electronic spreadsheets in the
Microsoft Excel software, by double input. Statistical analysis was
carried out using the software Statistical Package for the Social Sci-
ences (SPSS 20.0)". Sociodemographic data was presented using
descriptive statistics. Non-parametric tests were employed due to
the evaluation of the hypotheses of parametric tests, found using
Shapiro-Wilk’s test. Spearman’s correlation and Mann-Whitney’s
were applied to evaluate the association between the final scores
of Zarit's Burden Scale and of the dimensions of social support and
the sociodemographic variables. The reliability of the instruments
used in the study was verified using Cronbach’s Alpha(a).

The analysis of qualitative data was carried out by four researchers,
in collaboration, and the six stages of the thematic analysis were
followed®. They are: 1) familiarization with the data: interviews
were transcribed, read, and data was reread, generating 109 ed-
ited pages, and ideas suggested by the data were written down;
2) initial codes were generated: there was a search for words and
sentences related to the questions of the research, and the codes
were identified by different colors using the tool “Review” in the
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Microsoft Word software; 3) theme elaboration: the codes were
organized according to their similarity, considering the Social
Support®and Burden? references; 4) review of the themes:
the themes and interviews were read once again to analyze the
internal homogeneity of the theme and double-check that the
different themes were heterogeneous; 5) definition and naming
of the themes: a title was attributed to express the content of the
interpretation; 6) writing of the report: the article was written, by
articulating statements that represented the theme.

RESULTS

Regarding the sociodemographic characterization of the
caregivers, it was found that 41 (74.5%) were female, 24 (43.7%)
from 31 to 50 years old, 32 (58.2%) married, 23 (41.8%) had from
one to two children, 32 (58.2%) had only elementary education,
26 (47.3%) had an income from one to two minimum wages, and
38 (69.1%) declared to be catholic.

Life habits of the caregivers: 47 (85.5%) did not smoke, 40 (72.7%)
did not drink alcohol, 40 (72.7%) did not practice physical activi-
ties, 30 (54.5%) did not have leisure activities, 35 (63.6%) did not
have chronic diseases, 31 (56.4%) From the 24 (43.6%) caregivers
who had a regular job, 12 (50%) worked up to 20 hours per week.

Kinship: 24 (43.7%) were children, 28 (50.9%) did not live with
the person they cared for, 28 (50.9%) had been providing care
for three or more years, and 24 (43.7%) of these provided care
from 16 to 24 hours per day. The results regarding the burden
and the social support of participants are presented in Table 1.

According to Spearman’s rho, there was a negative and statisti-
cally significant correlation only between the dimensions“Positive
social interactions”and “Caregiver burden” (r=-0.272; p = 0.045).

Tables 2 and 3 present the sociodemographic characteristics
regarding care, according to the overload of the caregiver and
the dimensions of social support.

A positive correlation was found between the burden of the
caregiver and theirincome, and the same was true for affectionate
support, and age. There was also a negative correlation between
positive social interactions and educational level. Regarding sex,
there was a statistically significant difference in the medians
between men and women in positive social interactions and
tangible support. The highest scores were in responses from men.

Table 1 - Scores of Zarit's Burden Scale and medians of the dimensions
of the Social Support Survey, Alfenas, Minas Gerais, Brazil, 2019, (N = 55)

f Median %

Burden
Score
No burden 18 327
Mild to moderate burden 26 47.3
Moderate to severe burden 1 20
Severe burden 0 0

Social support

Size
Tangible 75
Affectionate 100
Emotional 80
Informational 75
Positive social interaction 75
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Table 2 - Sociodemographic characteristics of the caregivers, according to burden, tangible support, affectionate support, positive social interaction,
informational support, and emotional support, Alfenas, Minas Gerais, Brazil, 2019

Social support

: . Burden - .
Soc.|odemograph|c Tangible Emotional Affectionate Informational P?s|t|ve sfmal
variables interaction

m sd md p m sd md p m sd md p m sd md p m sd md p m sd md p
Sex 0.185 0.005* 0.626 0.083 0.146 0.03*
Male 232 16.1 20 869 17 95 773 206 80 93.3 10.5 100 80.7 164 80 834 171 90
Female 283 13.7 285 672 244 65 721 236 775 81.7 24 933 709 222725 705 224 725
Lives with the 0,099 0725 0255 0.158 0,696 0.155
caregiver
No 241 12 255 725 229 775 794 155 80 89.2 18 100 753 169 75 79 169 80
Yes 30.1 154 30 72 259 75 672 275 65 80 247 86.6 714 251 80 684 25 70
Children 0.262 0.967 0.274 0.175 0.102 0.162
No 29.7 134 325 732 224 75 68.5 252 775 804 23.8 86.6 689 228 62.5 696 247 70
Yes 26 142 27 718 251 75 752 219 80 86.3 21.2 100 75.1 206 80 754 206 80
Marital Status 0.827 0.864 0.387 0.100 0.695 0224
Single 24 138 24 80.5 18 875 65 218 65 753 226 80 735 184775 69.5 204 70
Married 286 13.7 29 686 25 70 743 235 80 85 23 100 703 237 75 75 221 80
Widow/widower 27.6 17.3 28 77 249 90 75 217 80 88 202 100 78 20.1 65 61 194 70
Divorced 256 162 28 741 316 85 80 252 925 933 16.3 100 83.3 14.7 825 816 229 925

Note: m - mean; sd - standard deviation; md - median; * significant considering 5% (p < 0,05).

Table 3 - Association of the burden and social support dimensions with the numerical variables of caregivers of people undergoing hemodialysis, Alfenas,
Minas Gerais, Brazil, 2019

Dimensions

Burden . .
Variables Tangible Emotional Affectionate  Informational P95|t|ve spﬂal
interaction
r 4 r P 4 r P r p r 4
Age 0.207 0.129 0.051 0.722 0.210 0.128 0.278 0.042* 0.161 0242 0.040 0.770
Time providing care 0.095 0492 0.161 0.255 0.121 0384 0.179 0.195 0.134 0329 0.123 0.371
Income 0352 0.009* 0.076 0.598 0.147 0.293 -0.021 0.882 0.026 0.851 0.022 0.876
Years of formal education -0.079 0567 -0.052 0.713 -0.141 0309 -0.440 0.001* -0.227 0.098 -0.274 0.043*
Daily hours providing care -0.069 0.755 -0.070 0.756 0.60 0.792 0.117 059 -0.075 0.733 0.189 0.388

Note: r - Spearman’s correlation; * significant considering 5% (p < 0,05).

The analysis of qualitative data made it possible to elaborate a
central theme, called “Experiences of the informal caregiver of the

Chart 1 - Analysis of qualitative data

person in hemodialysis: between the burden of responsibility and the
search for meaning”. It is presented, with its subthemes, in Chart 1.

Theme:
Experiences of the
informal caregiver
of the person in
hemodialysis:
between the
burden of
responsibility and
the search for
meaning

Well... it's complicated. Because
something has to be abandoned
[..]1ts[...] we don’t have all that
time we used to have, you know?
But I say that I'm thankful for

all that happened, because it
brought us together. (E26)
[..]and I'm also a catholic, |
believe in God... He could even be
testing me to see how I'll react.
Because if He gave me, let’s say,
this cross, it's for me to bear till my
life is over, to prove I'm capable of
seeing it through. (E9)

[...Jin another case, | would take
such a responsibility, but there’s
another point, my heart would
break if | left, because there’s no
oneelse[..] butwegoon|..] as
far as we can. (E31)

Subtheme 1:

The meanings of caring
for the person with CKD
in hemodialysis

[...] oh, I think everyone has the obligation to care for the other
whenever it becomes necessary. (E10)

[...] Caring for him has been [..] well [...] learning every day... it puts
our patient to the test, you know? (E18)

[...1 Oh, I think everyone has the obligation of caring for the other
when they need. Because we come to this world to serve[...]. (E10)

Subtheme 2:

The day-to-day of
the caregiver and the
duality in recognizing
the burden

[...] Oh[..1it’s an effort, we get tired [...] but [...] it'’s normal, that’s
being human, right?

[...] We get a bit tired, but | never told him “Oh, G., I'm tired of taking
you to hemodialysis.” (E7)

Subtheme 3:
Successes and failures
in the search for social
support

[...] Well, there’s [...] there’s always something necessary, right, from
the health unit. There are the girls who come to the house, right?
But, otherwise, it's here or at the doctor and that’s it, we only have
ourselves to figure things out. That’s how it is. (E21)

[...] They prescribe a medication here, and you go to the health unit
[...] they don't have it, in the little drug dispenser there, they don't
have it. They can't wait for 10, 15 days... The SUS [Single Health
System] sucks [...] so what happens is, | have to spend from my
pocket, right? Pay for it [...]. (E28)

Rev Bras Enferm. 2021;74(3):€20201266 4 of 7



Burden and social support in informal caregivers of people undergoing kidney dialysis: a mixed study

The elaboration of the central theme and the subthemes made
it possible to see that informal caregivers understand care as an
activity that requires them to have a lot of responsibility. This
experience is marked by duality: on one hand, the participants
reported that their lives had to change due to the existential
restrictions imposed on them by the demands of care; on the
other, the meanings attributed to the actions of care — which
they call obligations, affection, divine plan, learning, and respon-
sibility — influenced their perception about support and even
that of burden. This allowed caregivers to feel unburdened, even
when they put into words the multiple activities they carried out
or reported the lack of time for leisure and physical activities. This
aspect of the qualitative data, which translates their perceptions
about care, is related to the findings of Zarit's Burden Scale, which
indicated a mild overload. The perception participants had of
the social support, on the other hand, was primarily focused on
the relations established with people and institutions. These ele-
ments showed potential to help in the provision of better care.

A positive perception of personal relations in the social network of
participants is connected to the highest scores of support attributed
to affectionate support, in the Social Support Survey. Nonetheless,
some reports indicate that this type of support is not always there.

DISCUSSION

The fact that most caregivers are women, spouses, or children
of the patients, corroborates the profile found in studies that
investigated the overload and other factors associated to the life
conditions of the caregivers of people with chronic diseases®?'22,

The profile which indicates married women (58.2%) with one-to-
two children (41.8%), who do not live with the person being cared
for (50.9%), is usually associated with the accumulation of tasks that
are not attributed to the caregivers. This could lead to the overload
of activities and, therefore, to the exposure to multiple factors that
contribute for the exhaustion caused by an overload in physical,
emotional, and social work®®. However, the burden was found
to be mild, as corroborated by the statements of the participants.

A daily workload of care of 8 to 24 hours (61.9%), and the fact that
most people were caregivers from three to five years (50.9%), are
similarities to another study® and make it possible to infer that these
caregivers have a severe burden of activities. This is a contradiction
when compared to the responses given to the Zarit’s Burden Scale,
considering that those indicated a mild to moderate burden (47.3%).

Their lives were found to be marked by restrictions, and some
of them did not have time to practice physical activities, leisure,
to care for themselves or to have jobs, even though 43.7% were
in the age group from 31 to 50 years old, which is considered a
productive one. Continuous and long-term care can restrict many
aspects of one’s life. It can lead to risks to health and reduce the
perception of quality of life®2%), as well as compromise positive
social interactions, as another study indicates®®.

Furthermore, the low income of participants can also generate
difficulties in the provision of care, as can their low educational
level, since these imply little access to the health system and a
worse comprehension of information and of the development of
care?), In this aspect, a lot of the caregivers in this study learn to
deal with the diseased person through their daily experiences.

Vieira IFO, Garcia ACM, Brito TRP, Lima RS, Nogueira DA, Rezende EG, et al.

The perceptions of the caregivers show that, when a person
becomes responsible for the care of someone with CKD that un-
dergoes hemodialysis, their life is radically transformed. However,
they also believe that this activity is noble and gives meaning to
their new role, enveloping their experiences in positive affection.
This aspect may have contributed for the results of Zarit's scale
to indicate a mild to moderate burden.

Living with a person with chronic kidney disease in the ter-
minal stage can be costly for the patient and for the caregiver,
since it involves activities that lead to fatigue and exhaustion,
leading to social, physical, financial, and psychological issues.
The same is true for the burden, and these conditions lead to
anxiety, depression, and a worsening of the quality of lifel?>29),

Furthermore, these demands of care are complex for many
reasons, including the fact that they impact both adults and el-
ders, have associated comorbidities, clinical manifestations, and
due to the effects of therapy?, all of which are conditions that
compromise wellbeing and the daily life activities®?. This real-
ity requires from the caregiver true dedication to caring, which
increases the burden and the need for social support.

However, it has been found that the dynamics of the interaction
between the caregiver and the person receiving care are unique,
due to their relations with the subjectivity of the people involved.
The team must identify the particularities of each caregiver to aid
them in overcoming adversities. Although the results of this study
indicated the strong social support perceived, participants often
mentioned that the support for themselves and for the person cared
foris lacking. On average, their social network includes two relatives
and two friends. It was noted that religion, spirituality®", family, other
caregivers, and professionals contribute to reduce the overload.

The highest social support scores were attributed to affection-
ate support, meaning they have someone when they need caring
and affection; and to emotional support, since it meant they
have someone they love. When the affectionate and emotional
dimensions were compared to the others, it was found that the
“tangible”,“informational’, and “positive social interaction” dimen-
sions had lower scores.

Although all scores were above the median in all dimensions,
61.8% of participants said they receive no help to provide care.
It can be inferred that the participants understand help either as
something related to financial and material resources, or as the
provision of care that comes from other people or institutions®.
This is coupled with a low income, which makes it more difficult
to access the material resources to answer the demands of the
caregiver and of the person being cared for.

Regarding the relation between the social support dimensions
and the burden of the caregiver, it was found that the lowest the
perception of the overload, the stronger the positive social interac-
tion of participants (r =-0.272; p = 0.045). This helps making sense
of the fact that the stronger the support network, the lower the
perceived burden of the caregiver. This result corroborates the
findings of a study® which made it clear that when caregivers can
count on someone to share their experiences, their perception of
social support isimproved, and they feel a relief in their burden.

The perception of a strong social support in the affectionate
support dimension is directly related to the age. This allows the infer-
ence that people have been seeking social interactions, especially
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in their social networks, using optimized and selective processes to
establish relations with others who offer them emotional comfort®.

Regarding sex, women showed a lower score of tangible
support and of positive social interactions. These findings could
be related to the fact that women assume the role of caregivers
and, in most cases, carry out the task with no help from other
relatives®. This occupies a great part of their time, making it
more difficult for them to have social interactions.

It was found that the income is directly related to the percep-
tion of overload (r = 0.352, p = 0.009). These results oppose those
found in a study®" that suggested that low income leads to more
difficulties in the provision of care, leading the burden to be
perceived as more severe, since daily life activities and financial
freedom can be affected. Although the participants had low
income, they feel satisfied in caring and perceive a strong social
support, which helps, and diminishes their burden.

The“affectionate support”(r =-0.440, p =0.001) and the“positive
social interaction” (r=-0.274, p = 0.043) had an inverse relation with
the educational level. This result can be understood through the
perception of help from relatives, friends, hemodialysis workers, and
other caregivers, situations where the exchange of information and
the establishment of bonds were effective. A study about burdens,
social support networks, and emotional stress of elderly caregivers
had similar results, finding that caregivers with low educational
levels had a better score in the “social aspect”?.

Study limitations

The sample by convenience, the low number of caregivers
at the time of data collection, and the non-evaluation of the
degree of dependency of the person cared for can be seen as
limitations of the study.

Contributions to the Field of Nursing

The results reiterate the relevance of the nurses from the ne-
phrology services, whose actions must go beyond the conventional
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strategies used to provide guidance, in order to aid the caregivers
of people with CKD. This study showed the importance of the
relation between caregiver and care provided, which must be
considered in its particularities, providing the caregivers with
space to put their needs into words — especially during dialysis,
an important interval for caregivers to care for themselves and
their tasks, and to share, with the team, the responsibility for the
care, in addition to being a moment that favors the promotion
if the caregiver’s health.

CONCLUSIONS

A mild to moderate burden was found in the participants, with
a high median in the dimensions of emotional support and af-
fectionate support. Furthermore, the following variables showed
relations between positive social interactions and burden: sex
and tangible support; sex and positive social interaction; age and
affectionate support; income and burden; educational level and
affectionate support and positive social interaction.

By giving a voice to the participants, this study could access
the feelings, experiences and meanings built in the relation
between caregivers and the person with CKD, which suggest
that there is an ambiguity between assuming the role of the
caregiver and being burdened, in addition to the perception of
the social support.

With the scarcity of studies with a mixed approach that relate
to burden and to the social support of the caregivers of people
undergoing hemodialysis, and considering the relevance of this
study for the field of nursing, further investigations should be
carried out in other realities and with caregivers of people with
other chronic conditions, contributing for the advance of science
and the improvement of the provision of care.
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