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ABSTRACT

Objectives: analyze the level of resilience of family caregivers of children and adolescents
hospitalized for cancer treatment and associated factors. Methods: cross-sectional study,
carried out in 2018, with 62 family caregivers in a university hospital in the state of Rio Grande
do Sul, Brazil. The instruments CDRisc-10-Br, SRQ20, PSS-14 and WHOQOL-Bref were used
to measure resilience, minor psychological disorders, stress, and quality of life, respectively.
Inferential statistics were used. Results: female caregivers, married, with one child and who
practice some predominated religion. They were classified as having a moderate level of
resilience (48.4%); with suspicion for minor psychological disorders (45%) and high level of
stress (41%). In terms of quality of life, they were satisfied in the Physical, Psychological and
Social Relations domains; and dissatisfied in the Environment domain. Conclusions: there
were direct weak to moderate correlations between the level of resilience and quality of life
and inversely with stress and minor psychological disorders.

Descriptors: Resilience Psychological; Nursing; Occupational Health; Neoplasms; Caregivers.

RESUMO

Objetivos: analisar o nivel de resiliéncia de cuidadores familiares de criancas e adolescentes
hospitalizados para tratamento oncoldgico e os fatores associados. Métodos: estudo
transversal, realizado em 2018, com 62 cuidadores familiares em um hospital universitario
do estado do Rio Grande do Sul, Brasil. Utilizaram-se os instrumentos CDRisc-10-Br, SRQ20,
PSS-14 e WHOQOL-Bref para mensurar a resiliéncia, disturbios psiquicos menores, estresse
e qualidade de vida, respectivamente. Empregou-se estatistica inferencial. Resultados:
predominaram cuidadores do sexo feminino, casados, com um filho e que praticam alguma
religido. Foram classificados em nivel moderado de resiliéncia (48,4%); com suspeigdo para
disturbios psiquicos menores (45%) e alto nivel de estresse (41%). Na qualidade de vida,
estavam satisfeitos nos dominios Fisico, Psicologico e Relagdes sociais; e insatisfeitos no
dominio Meio ambiente. Conclusdes: evidenciaram-se correla¢ées fraca a moderada de
forma direta entre nivel de resiliéncia e qualidade de vida e de forma inversa com estresse
e disturbios psiquicos menores.

Descritores: Resiliéncia Psicoldgica; Enfermagem; Saude do Trabalhador; Neoplasias; Cuidadores.

RESUMEN

Objetivos: analizar nivel de resiliencia de cuidadores familiares de nifios y adolescentes
hospitalizados para tratamiento oncoldgico y factores relacionados. Métodos: estudio
transversal, realizado en 2018, con 62 cuidadores familiares en un hospital universitario del
estado del Rio Grande do Sul, Brasil. Utilizaron los instrumentos CDRisc-10-Br, SRQ20, PSS-14
y WHOQOLBref para mensurar la resiliencia, disturbios psiquicos menores, estrés y calidad de
vida, respectivamente. Empled estadistica inferencial. Resultados: predominaron cuidadores
del sexo femenino, casados, con un hijo y que practican alguna religién. Fueron clasificados
en nivel moderado de resiliencia (48,4%); con sospecha para disturbios psiquicos menores
(45%) y alto nivel de estrés (41%). En la calidad de vida, estaban satisfechos en los dominios
Fisico, Psicolégico y Relaciones sociales; e insatisfechos en el dominio Medio ambiente.
Conclusiones: evidenciaron correlaciones débil a moderada de manera directa entre nivel
deresilienciay calidad de vida y de manera inversa con estrés y disturbios psiquicos menores.
Descriptores: Resiliencia Psicoldgica; Enfermeria; Salud Laboral; Neoplasias; Cuidadores.
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INTRODUCTION

Cancer is considered a public health problem, especially in
developing countries, due to its epidemiological, social, and eco-
nomic magnitude. It is one of the main causes of illness and death
in the world population(1). Among the types of cancer, there is the
juvenile one, which is considered rare (2% to 3%) when compared
to those that affect adults. For this biennium, approximately 12,500
new cases of cancer are estimated in children and adolescents (from
0 to 19 years of age)™. The discovery of childhood cancer has an
impacting meaning, as it affects expectations about the future of
the child or adolescent. In other words, the presence of the disease
does not match the image of vitality and development linked to
childhood and adolescence. Cancer is a challenge for everyone,
it has the social stigma of an incurable, painful and fatal disease,
which can shake and disrupt the family, producing feelings of fear
and emotional conflicts?®®.

In this sense, it is important to research the resilience of family
caregivers as a possibility for reflection and expansion of the way of
perceiving care. Resilience embodies the personal qualities that allow
anindividual to thrive in the face of adversity. It is understood as the
set of dynamic, psychic and social processes that refer to the ability
of human beings to overcome stressful events in life, as is the case
of people who face cancer, whether patients or family members®”.

This relationship between the dimensions of care and the
impact generated on the family and on the family caregiver’s
life can lead to overload, stress and anxiety, with consequent
changes in quality of life®. In this study, the “family caregiver”
was considered to be the one who follows the child/adolescent’s
disease process and treatment. In the literature, they are also
responsible for assisting in tasks that require direct or indirect
care, facing challenges in decision-making; often, needing to
reorient their personal expectations and projections®.

Cancer can bring both psychic and physical changes in fam-
ily caregivers and destabilize the lives of those involved during
therapy. Overload can generate stress and anxiety in response to
the demands experienced in caring for a cancer patient. On the
other hand, it is possible to see that lower levels of psychological
suffering are associated with higher levels of resilience. Thus, from
this resilient perspective, it is possible to create possibilities and
develop such behavior™®',

Faced with the question about the impact on the multiple
relationships of the family that has a cancer patient, on the one
hand, few productions are evidenced regarding family caregivers
of children and adolescents undergoing cancer treatment and the
repercussions on their life, specifically focusing on resilience. On
the other hand, several studies focus on the impact of cancer on
the quality of life of family caregivers, showing that damage can
affect both the caregiver and the family as a whole®'),

In this context, it is important to carry out studies with family
caregivers, who often give up their own life to accompany the child
oradolescent during hospitalization. Also, knowing them, as well as
their health status, can help them to strengthen their resilience to
face this difficult time. Resilience is an ongoing process that tones
up the potential of individuals. Thus, the analysis of resilience and
associated factors in this population brings contributions to health
professionals. This can provide leverage to strategies to minimize
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unnecessary stressors and contribute to improving the quality of life
of family caregivers, as resilience can be considered a component
of long-term well-being¢7,

OBJECTIVES

To analyze the level of resilience of family caregivers of children and
adolescents hospitalized for cancer treatment and associated factors.

METHODS
Ethical aspects

The study was submitted and approved by the Ethics and
Research Committee of the Federal University of Santa Maria
(UFSM). The project was prepared in accordance with Resolution
No. 466/2012 of the National Health Council, which establishes
parameters for research involving human beings. Participation
was voluntary, after explanation of the research objectives. Upon
accepting the participation, it was requested to sign the Free and
Informed Consent Form (ICF), in duplicate, one with the partici-
pant and the other with the researcher. Formal authorization to
use the CDRisc-10 instrument was obtained"®.

Study design, period and place and period

This is a cross-sectional epidemiological study, with writing
guided by the STROBE tool. Data collection was carried out from
February to September 2018, in the pediatric oncology inpatient
unit of a public and teaching hospital in the interior of the state
of Rio Grande do Sul (RS). This is a large hospital and a reference
in high and medium complexity for 43 municipalities in the
central-west region of the state.

Population, inclusion, and exclusion criteria

A census was carried out with all family caregivers of children
and adolescents who were hospitalized and who met the inclusion
criteria: being a caregiver of the child or adolescent during hospi-
talization and being over 18 years of age. The exclusion criterion
was caregivers who presented a cognitive deficit (identified by
the health team) to the point of impairing their understanding
of reality and understanding of the research instruments.

Considering an estimate of hospitalizations in the period (N
= 58), a proportion of 50%, a sampling error of 5% and a loss of
15%, the minimum sample required was 60 family caregivers.
They were voluntarily included in the survey as they arrived for
hospitalization. For data collection, a period of adaptation to
the new context experienced (20 to 30 days) was awaited, so
that they had a better understanding of the new reality in which
they were inserted. All were informal caregivers, being able to be
mother, father, stepfather, partner, aunt, sister, or grandparents.

Study protocol

The research instrument consisted of variables such as: gender
(female/male), family caregiver (mother/father/brother/uncle/
grandparents), age (completed years/age group), education (el-
ementary/high school/graduate/post-graduate), marital status
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(single/married/stable union), number of children, practice a religion
(no/yes), region of residence (urban/rural), previous illness (no/yes),
use of medications (no/yes), yes), physical activity (no/yes), leisure
activity (no/yes), if you were working on finding the diagnosis (no/
yes), if you continued working (no/yes). The instruments Resilience
Scale (CD-RISC-10-Br)"®, Self-Reporting Questionnaire-20 (SRQ-20)
19 World Health Organization Quality of Life instrument (WHOQOL
bref)? and Perceived Stress Scale were used (PSS-14)@",

The CD-RISC-10-Br, adapted to the Brazilian context, seeks to
assess the individual’s level of resilience. It consists of ten items, in
Likert format, ranging from O (never true) to 4 (always true)®.The
Self-Reporting Questionnaire-20 (SRQ-20) is used to investigate
the presence of minor psychological disorders (MPD), validated
in Brazil by Mari and Williams in 1986.The Brazilian version has 20
dichotomous yes and no questions!™. As for the WHOQOL bref,
it is a scale aimed at investigating the quality of life, comprising
26 questions. The answers to the WHOQOL-bref questions are
given on a Likert-type scale, ranging from 1 to 5, with a scale of
intensity (from nothing to extremely), capacity (from nothing to
completely), frequency (from never to always) and evaluation
(from very dissatisfied to very satisfied; very bad to very good)
and is divided into four domains: Physical, Psychological, Social
relations and Environment®, Finally, PSS-14 was adapted to the
Brazilian context and contains 14 questions, ranging on a Likert
scale from 0 (never) to 4 (always)?".

Analysis of results and statistics

Double data entry was performed independently, that is, two
typists, previously trained, were responsible for the task. Typing
errors and inconsistencies were checked and corrected in the
review process, using the “validate” of the Epi-Info” software
(version 6.4). Afterwards, data analysis was performed using the
SPSS’ program (Statistical Package for the Social Sciences, SPSS
Inc, Chicago), version 18.0 for Windows.

Data normality was assessed using the Kolmogorov-Smirnov test.
Categorical variables were evaluated using absolute (N) and relative (%)
frequencies; and quantitative variables were calculated through mean,
median, standard deviation, minimum, maximum, according to the
normality or not of the data. Also, bivariate analyzes and Spearmann
correlations were performed. In the bivariate analyses, Pearson’s chi-
square test was used with analysis of adjusted standardized residuals.
For the correlations, the following points were adopted: r from 0.10
to 0.39 as a weak dependence between the variables; from 0.40 to
0.69 as moderate; and from 0.70 to 1.00 as a strong correlation. In all
analyses, a significance level of 5% (p < 0.05) was used®?.

For the CD-RISC-10-Br, the score from 0 to 24 refers to a low
level of resilience; from 25 to 74, moderate level; and from 75 to
100, a high level of resilience™. In the Self-Reporting Question-
naire-20 (SRQ-20), a score of seven or more positive answers was
considered suspicious for MPDs (minor psychological disorders™.
In the WHOQOL-bref, the score obtained for each statement is
given by the total score of the attitude of each respondent. In
each facet, just add the interview values (from 1 to 5) and divide
by the number of participants: an average is then obtained where
the result will be from 1 to 5, so that the higher the As a result, the
quality of life will be better®??. In PSS-14, scores ranging from 22
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to 27 were considered as having low perceived stress; moderate,
from 28 to 29; and high perceived stress, from 30 to 43 points?".

RESULTS

In the collection period, 58 children or adolescents were
hospitalized for oncological treatment. Of these 3 did not stay
a sufficient period of time (more than 20 days to meet inclusion
criteria; and a family caregiver who refused participation.) Of the
54 hospitalized patients eligible of the study, 62 family caregivers
participated in eight situations, included more than one family
caregiver per child or adolescent.

The highest percentage of family caregivers was female (80.6%),
predominantly mothers, aged from 37 to 66 years (54.8%), had
completed high school (35.5%), were married/union stable (69.4%),
had a child (32.3%) and practiced some religion (77.4%). They had
no previous disease (79%), did not use medication (77.4%), did not
practice physical activity before discovering the disease (64.5%);
however,among those who practiced, 32.3% stopped practicing. As
for leisure activities, 67.7% reported having some activity. Regarding
the employment situation, 66.1% worked before discovering child-
hood cancer in the family. At the time of collection, 57.4% of them
did not work to dedicate themselves to care. In Table 1, the absolute
and relative frequencies of the level of resilience, suspicion of minor
psychological disorders (MPDs), perceived stress and domains of
quality of life of family caregivers are described.

Table 1 - Distribution of family caregivers of children and adolescents
undergoing cancer treatment according to level of resilience, suspicion for
minor psychological disorders, perceived stress, and quality of life domains,
Santa Maria, Rio Grande do Sul, Brazil, 2018, (N = 62)

Health variables n %
Resilience
Low level 16 25.8
Moderate level 30 48.4
High level 16 25.8
MDP suspicion
Yes 27 45
No 33 55
Perceived stress
Low level 18 29.5
Moderate level 18 29.5
High level 25 41.0
QL Domains
Physical Domain
Dissatisfied 20 323
Satisfied 42 67.7
Psychological Domain
Dissatisfied 23 37.1
Satisfied 39 62.9
Social Relations Domain
Dissatisfied 24 38.7
Satisfied 38 61.3
Environment Domain
Dissatisfied 47 75.8
Satisfied 15 24.2

Note: MPD - minor psychological disorders; QL - quality of life.

A moderate level of resilience prevailed for 48.4% (N = 30)
of family caregivers; 45% (N = 27) were suspicious for MPD, and
41% (N = 25) were under a high level of stress during the care
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process and hospitalization of the child or adolescent undergoing
cancer treatment. In the analysis of quality of life (QL), the highest
percentage of family caregivers reported being satisfied in the
Physical domains (67.7%; N = 42); Psychological (62.9%; N = 39)
and Social relations (61.3%; N = 38). They were dissatisfied in the
Environment domain (75.8%; N = 47).Table 2 shows the relation-
ship between levels of resilience and sociodemographic data.

Table 2 - Distribution of family caregivers of children and adolescents
undergoing cancer treatment according to level of resilience and sociode-
mographic factors, Santa Maria, Rio Grande do Sul, Brazil, 2018, (N = 62)

Sociodemographic Resilience "
variables Low Moderate High 4
n % n % n %

Sex 0.183™
Female 14 280 25 500 11 220
Male 2 167 5 417 5 417

Age group 0.713
20 to 36 years 7 250 15 536 6 214
37 to 66 years old 9 265 15 441 10 294

Educational level 0.255™
Elementary incomplete 6 333 6 333 6 333
Complete Elementary 2 455 6 545 - -
Incomplete high school - - 2 667 1 333
Complete high school 4 182 11 50 7 318
Incomplete graduation 1 333 1 333 1 333
Full graduation - - 3 750 1 250
Complete postgraduate - - 1 100 - -

Marital status 0.057"
Single/no partner 6 316 12 632 1 53
Married/Stable Marriage 10 233 18 419 15 349

Number of children 0.532"
Oor1 7 318 11 500 4 182
2 or more 9 225 19 475 12 300

practice some religion 0.208"
No 4 286 9 643 1 71
Yes 12 250 21 438 15 313

Region of residence 0.985
Urban 11 262 20 476 11 26.2
Rural 5 250 10 500 5 250

Note: * Pearson's chi-square test; ** Pearson's chi-square with correction.

There was no significant difference between the groups
evaluated in terms of levels of resilience and sociodemographic
factors (p > 0.05). In Table 3, the associations between levels of
resilience, physical activity and leisure activities of family caregiv-
ers are described.

There was no statistical significance between the levels of
resilience, physical activity, leisure and working life of family
caregivers of children and adolescents hospitalized for cancer
treatment (p > 0.05). Table 4 shows the relationship between
levels of resilience and health variables (MDP, stress and quality
of life) of family caregivers.

Family caregivers classified as having a low level of resilience
had higher percentages of suspected MPD (44.4%); those with a
high level were classified without suspicion of MPD (36.4%; p =
0.012). As for perceived stress, it was evident that caregivers with a
high level of stress had low resilience (44%), those with a moderate
level of stress were moderately resilient (61.1%), and those with a
low level of stress had a high level of resilience (38.9%; p = 0.020).
Also, it was evident that family caregivers dissatisfied with their
quality of life in the Environment domain were classified as having
resilience at intermediate (55.3%) and low (29.8%; p = 0.004) levels.
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Table 3 - Distribution of family caregivers of children and adolescents undergo-
ing cancer treatment according to level of resilience, physical activity, leisure,
and labor variables, Santa Maria, Rio Grande do Sul, Brazil, 2018, (N = 62)

Physical activity, Resilience
Ielsyre, and work Low Moderate High p*
variables n % n % n %
Practiced physical activity 0.066™
No 14 350 18 450 8 200
Yes 2 9 12 545 8 364
Continued practicing 0.750™
No 2 100 10 500 8 40.0
Yes - - 3 60.0 2 400
Partake in leisure activity 0.156™
No 8 40% 9 450 3 150
Yes 8 190 21 500 13 310
Currently works 0.175™
No 2 343 14 400 9 257
Yes 4 154 16 615 6 231
Continued working 0.297"
No 9 321 11 393 8 286
Yes 3 136 12 545 7 318

Note: * Pearson's chi-square test; ** Pearson's chi-square with correction.

Table 4 - Analysis of levels of resilience according to health variables of
caregivers of children and adolescents with cancer treatment, Santa Maria,
Rio Grande do Sul, Brazil, 2018, (N = 62)

Resilience .
Low Moderate High p
n % n % n %

Health variables

MDP 0.012"
No 4 121 17 515 12 364¥
Yes 12 444% 11 407 4 148
Perceived stress 0.020"
Low level 1 56 10 556 7 389
Moderate level 4 222 11 61.1¥ 3 167
High level 11 440% 8 320 6 240
Quality of life Domains
Physical Domain 0.491"
Dissatisfied 7 350 9 450 4 200
Satisfied 9 214 21 500 12 286
Psychological Domain 0.211"
Dissatisfied 7 304 13 565 3 130
Satisfied 9 231 17 436 13 333
Social Relations Domain 0.342"
Dissatisfied 8 333 12 500 4 167
Satisfied 8 21.1 18 474 12 316
Environment Domain 0.004"
Dissatisfied 14 29.8% 26 553¥ 7 149
Satisfied 2 133 4 267 9 600"

Note: * Pearson'’s chi-square test; ** Pearson's chi-square with correction; ¥ adjusted standardized
residuals; MPD — minor psychological disorders.

Table 5 shows the correlations between resilience, age, length
of employment, suspicion of minor psychological disorders, per-
ceived stress, and quality of life domains of family caregivers of
children and adolescents undergoing cancer treatment.

Resilience showed moderate negative correlation with MPD (r =
-0.541) and weak correlation with perceived stress (r=-0.371), showing
that the higher the level of resilience, the lower the scores for suspicion
of MPD and perceived stress. Weak to moderate positive correlation
was evidenced between the resilience scores and those of the Physical
QL (r=0.330), Psychological (r=0.392), Social relationship (r=0.351)
and Environment (r = 0.460) domains, as well as with general QoL (r
= 0.372), showing that the higher the level of resilience, the higher
the general QL and the higher the QL in each domain.
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Table 5 - Spearmann correlations between resilience, age, length of employment, sus-
picion of minor psychological disorders, perceived stress, and quality of life domains of
family caregivers of children and adolescents undergoing cancer treatment, Santa Maria,
Rio Grande do Sul, Brazil, 2018

Variables 1 2 4 5 6 7 8 9 10 11
1. Resilience 1

2.Age 138 1

3. MDP -541™ -110 1

4, Perceived stress -371" .037 550" 1

5.PhQL 330" 128 -806™ -331" 1

6. PsQL 3927 191 -622" -396™ .489™ 1

7.SRQL 351" .053 -594™ -452" 4447 483" 1

8.EQL 460™ 137 -517" -307* 391" 468" 461" 1

9. GQL*** 221 027 -351" -197 377" 274* 164 229 1

10. SHQL *** 372" -006 -486™ -231 453" 442" 375" 133 417" 1

MPD - minor psychological disorders; QL - quality of life; PhQL — Physical QoL; PsQL - Psychological QL; SRQL - Social
relationship QV; EQL —Environment QL; GQL - General QL; SHQL- QL Satisfaction with health.

Note: *statistical significance at 0.001; **statistical significance at 0.05. Points: r from 0.10 to 0.39 as weak dependence
between variables; 0.40 to 0.69 as moderate; and from 0.70 to 1.00 as a strong correlation (DANCEY, C.; REIDY, J.,
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to well-being, knowledge of the human soul and a
greater plan. Religiosity, spirituality, and faith can
help in the process of developing resilience. They
are often associated by people, who seek ways to
strengthen this group. They are a mechanism, an
important source of support that family caregivers
can use to face the difficult reality. Spirituality is
also seen as a support, increasing the relationship
between hope and coping with childhood cancer
by family caregivers®?528),

Even in the face of difficulties, studies show
that the presence of affliction does not exclude
the capacity for resilience. Parents of children with
cancer can simultaneously report positive and
negative psychological results from this experience.
Therefore, it isimportant to promote resilience as

2006); *** item referring to questions 1 and 2 of the WHOQOL-Bref.

DISCUSSION

In this study, female family caregivers predominated (80.6%), a
fact also brought by other authors, with a percentage of 82.5% to
87.5%%2. The predominance of family caregivers married/in a stable
relationship (69.4%) was also found in other studies®'72%, As for the
practice of physical activity, of the 35.5% who practiced before the
disease, 8.1% continued to practice, corroborating another study
that brought a reduction from 30.9% to 16.7% in the practice of
physical activity®. It is worth remembering that physical activity
increases the level of endorphins, which helps in relaxation, helping
the person to remain mentally healthy, face challenges and changes
with balance. The percentage of people who left work in this study
was 23.5%, confirming other studies that bring an increase in the
number of unemployment among caregivers of children and ado-
lescents undergoing cancer treatment from 9.1% to 59.5%® and
percentage of 90% and 78.5% of unemployed?+2>),

In the present study, family caregivers predominantly showed
a moderate level of resilience (48.4%). For comparison purposes,
a study evaluated the resilience of parents who had undergone
cancer treatment for a child and showed that 63% (N = 53) of the
non-bereaved and 52% (N =11) of the bereaved were considered
resilient’”. Measuring resilience is a challenge, especially in this
population. There are several factors that permeate the lives of
family caregivers and that can affect the way they see the situation
experienced during the treatment of childhood cancer. However, in
this study, it was observed that sociodemographic, work and habits
factors do not seem to be significantly associated with a higher or
lower level of resilience. Deepening this knowledge is really important.

For example, it is known that support in a religious belief/spiri-
tuality is common during times of adversity and proves to be an
essential factor. That is, family members look for ways to reduce
their suffering through strength and faith. Of the participants in
this study, 77.4% said they practiced a religion, but there was no
evidence of an association with a higher level of resilience (p > 0.05).

A study found that family members of cancer patients undergoing
chemotherapy and classified as having low resilience were those
with a lower level of spirituality®. Spirituality is not necessarily linked
to areligion (set of beliefs and cults; rites and dogmas). It is linked

away to improve psychosocial outcomes among

parents of children with cancer. For every point

of decrease in resilience resources, the chances of
negative psychosocial outcomes increase. Resilience scores can
be modified with interventions, and this has been associated
with better psychosocial outcomes. That is, promoting parental
resilience can provide an opportunity to improve family survival
after pediatric cancer!74,

Resilience is an important concept when working with families,
as it emphasizes the potential of the human being, the capacity
to give new meaning, even under adverse conditions, such as
the case of coping with childhood cancer. This concept can be
applicable to the family caregiver in the process of iliness and
recovery of cancer patients. Being resilient, instead of highlighting
family mismatches and failures, helps to highlight their healthy
aspects, in which strategies are developed based on subjectivity,
experiences and relationships built with other people throughout
life. This situation provides greater empowerment to family mem-
bers, facilitating decision-making, with a focus on positivity®1%'4,

The need to cope with cancer can bring numerous controver-
sial feelings to family caregivers. Even with the faith, religiosity,
spirituality, and social support used for this confrontation, the
situation of illness of a child or adolescent due to cancer can
bring psychological changes to family caregivers, among which
are minor psychological disorders. In this study, 45% of family
caregivers had scores indicating suspicion for MPD, and 44.4%
had a low level of resilience.

There is evidence in the literature that 41% of family members
of adult patients undergoing cancer treatment had symptoms of
anxiety and 15.3% had depressive symptoms®. In South Korea,
48% of relatives of cancer patients revealed symptoms of anxiety,
and 10.3% at a severe level"2. Also, higher levels of resilience are
associated with lower levels of psychological distress in caregivers
of cancer patients in Australia®?. Still, a study that evaluated the
burden of caregivers of children with cancer found that 100% of
them had symptoms of anxiety and depression®.

The hospitalization process can be stressful for both the
patient and the family member, interfering with their health®,
The results of this and other studies show the need for a broader
look at family caregivers. In this context, 41% of family caregivers
in the present study had a high level of perceived stress. When

Rev Bras Enferm. 2021;74(6):€20190388 5 of 8



Resilience of family caregivers of children and adolescents in treatment of neoplasms and associated factors

evaluating the stress and burden of caregivers of cancer patients,
it was indicated that 82.3% of them had some level of stress®.
Of these, 29% were in the exhaustion phase. At this stage, it is
unlikely that the caregiver will be able to offer the necessary care
to the cancer patient he/she cares for. An important predictor
of stress is the issue of the sick child being the only child, a fact
evidenced in this study, in which 32.3% have only one child,
which can be an important predictor of stress®?,

In this study, 75.8% of family caregivers indicated dissatisfac-
tion with the Environment domain. This covers areas of physical
security, protection, home environment, financial resources,
leisure, transport, among others. This dissatisfaction was also
observed in another study, indicating that caregivers suffer from
precarious environmental and financial conditions, in addition
to insufficient leisure and safety opportunities®". They also point
out that the efforts required by parents to care for their children,
as well as the financial and logistical problems that the treatment
can create, expose them to considerable stress, with implications
for their quality of life®".

In seeking to understand the experience of family caregivers
at the time of diagnosis and throughout cancer treatment, it was
found that having a partner and more children can contribute
to alleviating the physical and emotional burden and facilitating
coping with stressful situations, due to emotional support and
consequent reduction in the feeling of loneliness®?. Having children
can represent a support network that favors better coping with
stressful situations. In the present study, the prevalence of the
“most resilient”is higher when there are two or more children, but
itis not significant (p =0.532). Likewise, in the group of caregivers
who have a child, the prevalence is higher for those classified as
“less resilient”. The support network is essential for coping with
childhood cancer, as the task of caring is tiring and exhausting.

It was found that “resilient” parents tend to have less psychologi-
cal distress!'”). This result is also present in another study, accord-
ing to which, with a high level of resilience, parents are less likely
to present mental disorders and behavioral disorders®, It was
also identified that falls of just 1 point on a scale that measures
resilience resources were associated with greater psychological
distress and adaptability, concluding that parents of children with
cancer have comparatively high rates of unfavorable outcomes,
such as psychological distress, and that those with limited resil-
ience resources may be at even greater risk”.

Families most likely to adapt are those that have a reduced num-
ber of causes of stress"”29, According to these studies, resilience is
demonstrated by the ability to move forward and live better after
cancer and is shaped by resources such as optimism, effectiveness,
and the evolution of disease experiences, such as cumulative
stress and personal growth. They also claim that supporting the
psychosocial well-being of parents of pediatric cancer patients is
an essential component of comprehensive patient care”29,

Given the above, it is considered that the act of caring can
generate overload, stress, and depressive symptoms, in addition
to renouncing oneself to be able to exercise care. These feelings
can affect the quality of life and health of family caregivers, and it
is necessary to develop a support network aimed at prevention,
rehabilitation and treatment, in order to improve the physical
and mental health of family caregivers®,

Silva JS, Moraes OF, Sabin LD, Almeida FO, Magnago TSBS.

Study limitations

The small number of participants, even with almost all fam-
ily caregivers participating in the research, may be a limitation
of the study, which suggests care in generalizing the findings.
Another limitation is the impossibility of inferring the causality
in the associations shown (temporal bias, characteristic of cross-
sectional studies).

Contributions to the field of Nursing, Health or Public Policy

Studies on resilience with family caregivers of children and
adolescents hospitalized for cancer treatment are scarce. The
findings of this study point to health changes, such as stress,
propensity for MPDs and changes in the quality of life of family
caregivers. Such evidence signals to the health team the need
for an expansion of the look; that is, greater attention to family
caregivers who are suffering, as they are also fundamental for
the success of the treatment of childhood cancer.

New research, especially those with interventions, are essential
to help diagnose and promote the health of family caregivers.
The creation of “spaces for conversation” during hospitalization
would enable the strengthening of caregivers who go through
the same situation, being able to support themselves and know
that they are not alone. Health professionals, especially nursing,
as they are present daily during the patient’s hospitalization, has
the potential to observe, listen and, above all, intervene and
transform experiences of suffering through a variety of actions
and professional practices. Knowledge about resilience can
support nursing professionals to alleviate suffering and boost
the positive experiences of family caregivers, enabling them to
provide individualized and comprehensive care.

CONCLUSIONS

It was found that family caregivers of children and adolescents
undergoing cancer treatment were at a moderate level of resil-
ience, with suspicion for MPDs and a high level of stress. In terms
of quality of life, they were classified as satisfied in the Physical,
Psychological and Social Relations domains and dissatisfied in
the Environment domain.

As for the relationship between sociodemographic factors,
leisure activity, work and resilience, no statistically significant dif-
ference was observed between the evaluated groups. However,
resilience was negatively and significantly correlated with per-
ceived stress and MPDs. That is, the higher the levels of resilience,
the lower the scores for suspected MPDs and perceived stress.
The correlation between resilience and the domains of General,
Physical, Psychological, Social Relationship and Environment
quality of life was positive, showing that the higher the level of
resilience, the higher the QL and its domains.
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