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Abstract

Objective: To analyze the indicators and factors associated with burden in informal caregivers of patients
undergoing radiotherapy.

Methods: Analytical cross-sectional study conducted with 209 informal caregivers of patients undergoing
radiotherapy. Age over 18 years old, having a family, affective, coexistence or cohabitation relationship and
providing care for at least 30 days were considered as inclusion criteria. Caregivers who were absent during
the interview for accompanying the patient were excluded, thereby resulting in incomplete completion of
collection instruments. Data were collected with use of forms for characterization of caregivers and patients
and assessment of the care demand. The burden was measured by means of the Informal Caregiver Burden
Assessment Questionnaire. The Student’s t-test was used to compare the mean burden scores, and the
ANOVA, Mann-Whitney, Kruskal-Wallis and Spearman’s correlation coefficient were used to assess the
relationships between variables.

Results: The mean scores showed moderate burden with a greater impact on the “implications for personal
life”, “emotional burden” and “reactions to demands” domains. The determining factors for the highest level
were associated with the care demand, degree of kinship and the patients’ clinical and therapeutic conditions,

including age, number of prescribed radiotherapy sessions, presence of comorbidities and physical symptoms.

Conclusion: Informal care in radiotherapy generated physical, emotional and social burden on caregivers
and had implications for personal life and emotional instabilities. Aspects related to the care demand and the
characteristics of patients were decisive for the increase in global scores.

Resumo

Objetivo: Analisar os indicadores e fatores associados a sobrecarga em cuidadores informais de pacientes
em radioterapia.

Métodos: Estudo transversal analitico, realizado com 209 cuidadores informais de pacientes em tratamento
radioterapico. Para inclusdo considerou-se ter idade superior a 18 anos, apresentar vinculo familiar, afetivo,
relacdo de convivéncia ou coabitacdo e exercer cuidados ha no minimo 30 dias. Foram excluidos os
cuidadores que durante a entrevista ausentaram-se para fins de acompanhamento do paciente, resultando no
preenchimento incompleto dos instrumentos de coleta. Os dados foram coletados mediante formularios para
caracterizagdo dos cuidadores e pacientes, bem como avaliagdo da demanda de cuidados. A mensuragéo
da sobrecarga foi realizada por meio do Questionério de Avaliagdo da Sobrecarga do Cuidador Informal.
Utilizaram-se os testes t de Student para comparagédo dos escores médios de sobrecarga, ANOVA, Mann-
Whitney, Kruskal-Wallis e Coeficiente de Correlagéo de Spearman para verificar relagdes entre as variaveis.
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Resultados: Os escores médios demonstraram sobrecarga moderada, com maior impacto nos dominios “implicagdes na vida pessoal”, “sobrecarga
emocional” e “reagoes as exigéncias”. Os fatores determinantes para o maior nivel estiveram associados a demanda do cuidado, ao grau de parentesco e
as condicbes clinicas e terapéuticas dos pacientes, dentre elas, idade, nimero de sessdes de radioterapia prescritas, presenca de comorbidades e sintomas
fisicos.

Conclusdo: O cuidado informal na radioterapia gerou sobrecarga fisica, emocional e social nos cuidadores, acarretando implicagées na vida pessoal e
instabilidades emacionais. Aspectos relacionados a demanda de cuidados € as caracteristicas dos pacientes foram determinantes para elevagéo dos escores
globais.

Resumen
Objetivo: Analizar los indicadores y factores asociados a la sobrecarga de cuidadores informales de pacientes sometidos a radioterapia.

Métodos: Estudio transversal analitico, realizado con 209 cuidadores informales de pacientes en tratamiento radioterdpico. Para su inclusion, se consideraron
las siguientes variables: tener edad superior a 18 afios, presentar vinculo familiar, afectivo, relacion de convivencia o cohabitacion y ejercer cuidados durante
30 dias como minimo. Se excluyeron los cuidadores que, durante la entrevista, se ausentaron por motivos de atencion al paciente, por lo que los instrumentos
de recopilacion quedaron incompletos. Los datos se recopilaron mediante formularios para la caracterizacion de los cuidadores y pacientes, asi como también
la evaluacion de demandas de cuidados. La medicion de la sobrecarga fue realizada mediante el Cuestionario de Evaluacion de la Sobrecarga del Cuidador
Informal. Se utiliz6 el test-T de Student para la comparacion de la puntuacion promedio de sobrecarga, ANOVA, Mann-Whitney, Kruskal-Wallis y Coeficiente
de Correlacion de Spearman para verificar relaciones entre las variables.

Resultados: Los puntajes promedio demostraron sobrecarga moderada, con mayor impacto en los dominios “consecuencias en la vida personal”, “sobrecarga
emocional”y “reacciones a las exigencias”. Los factores determinantes del mayor nivel estan relacionados con la demanda del cuidado, el nivel de parentesco
y las condiciones clinicas y terapéuticas de los pacientes, entre ellas la edad, el nimero de sesiones de radioterapia prescriptas, la presencia de comorbilidades
y los sintomas fisicos.

Conclusion: El cuidado informal en la radioterapia generd sobrecarga fisica, emocional y social en los cuidadores, lo que conlleva consecuencias en la vida
personal e inestabilidad emocional. Los aspectos relacionados con la demanda de cuidados y las caracteristicas de los pacientes fueron determinantes para
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el aumento de la puntuacion global.

Introduction

Changes in the age structure and pattern of morbid-
ity and mortality are complex phenomena of great
epidemiological, economic and social magnitude
that directly reflect on the population’s health con-
ditions and result in a significant increase in chronic
degenerative diseases, such as cancer, which has a
high incidence and is one of the causes of disability
and dependence.®

Chemotherapy, surgical intervention and radio-
therapy are among the therapeutic resources, and
require support, reorganization and restructuring at
the family, social and health levels, since treatment
can take place on an outpatient basis, require spe-
cialized care at different levels and generate burden
for the caregivers involved.*?

Despite the evident repercussions of care in
different therapeutic modalities, investigations
aimed at radiotherapy are incipient. Even though
such a therapy is effective, it can be accompa-
nied by immediate and late adverse events. These
events compromise patients’ degree of indepen-
dence, lead to functional limitation, intensifica-
tion of physical symptoms, emotional reactions
and financial difficulties that require knowledge,
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availability of time and dedication for the man-
agement of home care.®”

In this perspective, even without professional
or technical training, family members assume re-
sponsibilities as caregivers, thereby constituting an
informal support network to manage disabilities,
symptoms and adverse events. An informal caregiv-
er is a person who provides assistance in an unpaid
manner and takes on care by the initiative or de-
nomination of the family group, whether through
kinship, gender, physical or emotional ties, thus
representing one of the main strategies to cope with
the disease.©

In the literature, informal care for patients
undergoing radiotherapy treatment represents a
condition that generates morbidity and is directly
associated with physical, social, psychological and
financial burden.” Burden is a multidimensional
biophysical reaction resulting from the imbalance
of care demands in relation to personal time, so-
cial roles, physical, emotional and financial status.
It can be enhanced by deficiencies in its recognition
and its focus is often ignored or neglected.®”

The measurement of levels of burden and iden-
tification of its determinants is widely referenced.
It can be performed using instruments, question-
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naires and measurement scales for determining the
limitations imposed on caregivers’ life, marital con-
flicts, permanent tiredness, perception of worsened
health, in addition to illness, social exclusion, psy-
chopathological comorbidities, impaired self-care
and quality of life.!"?

Considering the importance of understanding
the predictors of burden, as well as the need for care
strategies that strengthen the bond between care-
giver, health team and patient, the objective of the
study was to analyze the indicators and factors as-
sociated with burden in informal caregivers of pa-
tients undergoing radiotherapy.

Methods

Observational, cross-sectional, analytical study con-
ducted in the radiotherapy sector of a referral hospi-
tal for cancer treatment in Teresina, Piaui, between
January and July 2018.

The population of interest were the informal
caregivers of patients undergoing radiotherapy.
For the sample design, epidemiological indi-
cators made available for public access in the
Portal-INCA were consulted. The last estimates
identified for the study site were from 2014,
corresponding to 457 patients who underwent
radiotherapy.!'?

The simple random sampling technique with-
out replacement was used, considering a 95% con-
fidence interval and a sampling error of 5%, result-
ing in the selection of 209 caregivers and their re-
spective patients.

The following inclusion criteria were consid-
ered: 18 years of age or older, being a caregiver for
at least 30 days and having a family bond, bonds
of affection, coexistence or cohabitation with the
person undergoing radiotherapy. Caregivers who
were absent during the interview because they
were accompanying the patient were excluded,
resulting in incomplete completion of the collec-
tion instruments.

The sociodemographic and care demand char-
acterization, as well as clinical and therapeutic eval-
uation of patients were performed with use of two

forms prepared after a literature review and submit-
ted to the appreciation of specialists for adaptation
to the proposed objectives.

In this perspective, variables related to both
the caregiver and the patient were investigated.
Those related to the caregiver were: sex, age, mar-
ital status, degree of kinship, race, education, or-
igin. The care demand was characterized by the
following variables: work shift, weekly workload
and time allocated to care. The variables related
to patients were: presence of comorbidities, loca-
tion of cancer, time of diagnosis and treatment,
number of prescribed radiotherapy sessions and
adjuvant therapies.

The Informal Caregiver Burden Assessment
Questionnaire (QASCI) was used to measure
the levels of burden. This tool was developed in
Portugal, translated and validated for Brazil."”

It consists of 32 items evaluated by an ordi-
nal frequency scale that varies in five categories of
responses  (“No/never”, “Rarely”, “Sometimes”,
“Almost always”, “Always”), thus integrating sev-
en dimensions: “implications for personal life” (11
items), “satisfaction with the role and the fami-
ly member” (5 items), “reactions to demands” (5
items), “emotional burden” (4 items), “family sup-
port” (2 items), “financial burden” (2 items) and
“perception of efficacy and control mechanisms” (3
items).1%1?

The total score varies from 32 to 160 points and
is calculated by adding the 32 items, after revers-
ing the scores corresponding to the three positive
dimensions (“perception of efficacy and control
mechanisms”, “family support” and “satisfaction
with the role and the family member”). Thus, high-
er values correspond to situations of greater burden
and the mean total score is obtained in the group of
participants.1?

Data were collected in a private environment
made available by the participating institution,
after surveying the people who met the inclusion
and selection criteria of the sample. An individ-
ual interview was conducted with caregivers and
patients, and medical and clinical records were
analyzed. The mean time of the evaluation was
30 minutes.
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Data were inserted in a double spreadsheet
in Microsoft Excel for validation purposes and
transferred to the Statistical Package for the Social
Sciences (SPSS) aiming at statistical analysis based
on descriptive and inferential principles. The so-
ciodemographic characterization of caregivers and
clinical characterization of patients was expressed in
measures of central tendency (mean and median),
variability (standard deviation) and in absolute and
relative frequencies.

In inferential analysis, the evaluation of the
normal distribution of continuous variables was
performed using the Kolmogorov-Smirnov test.
To check the association between burden scores
and the caregivers’ sociodemographic variables,
the care demand and the patients’ demograph-
ic, clinical and therapeutic aspects, the Kruskal-
Wallis and Mann-Whitney tests were applied to
non-normal continuous variables and the Analysis
of Variance (ANOVA) and Student’s t test to nor-
mal variables. The Spearman’s correlation coeffi-
cient was used to assess the correlation between
the burden scores and the global QASCI. The
p-value<0.05 was adopted as a significant level
for all tests.

For interpretation of the correlation force, the
following classification was considered: 0.00 to
0.20 - very low; 0.21 to 0.39 - low; 0.40 to 0.69 -
moderate; 0.70 to 0.89 - high; 0.90 to 1.00 - very

13 All analyzes were

high; and equal to 1 - perfect.
performed at a significance level of 5%, in which
results with p-value equal to or less than 0.05 were
considered positive correlations.

The study was approved and a favorable opinion
for its performance was issued by the Research Ethics
Committee of the Universidade Federal do Piaui
under process number 2.379.697. Participation
was conditioned to the signing of the Informed

Consent Form.

Results

Table 1 shows the characterization of participants
and the description of the care demand. Female
caregivers predominated (n = 165, 78.9%), mean
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age of 39.7 years, married (n = 114, 54.5%), with
complete secondary education (n = 98, 46.9%),
unemployed (n = 105, 50.2%) and from Teresina
(n = 84, 40.2%). In relation to informal care, fra-
ternal relationships of children were evidenced (n
= 86, 41.1%), who had exercised this function
for more than six months (n = 62, 44.0%) in a
period of more than 12 hours per day (n = 129,
61.7%).

The patients assisted by the caregiver had the
following characteristics: mean age of 58.5 years,
female sex (n = 128, 61.2%), with head and neck
cancer (n = 46, 22.0%) , diagnosed more than six
months earlier (n = 94, 44.9%), undergoing con-
current radiotherapy and chemotherapy (n = 80,
38.3%), with 21 to 30 prescribed sessions (n = 76,
36.4%) and family history of the disease (n = 107,
51.2%).

Patients referred pain as the main symptom pre-
sented during treatment (n = 120, 57.4%) and re-
ported skin changes (n = 57, 27.3%) as an adverse
event to radiotherapy that involved the need for
daily dressing changes (n = 25, 12.0%). The follow-
ing stood out as associated comorbidities: system-
ic arterial hypertension (n = 79, 37.8%), diabetes
mellitus (n = 50, 23.9%), as well as habits of phys-
ical inactivity (n = 77, 36.8%), smoking (n = 70,
33.5%) and alcoholism (n = 47, 22.5%).

The results expressed in table 2 demonstrate the
mean burden scores and the correlation between
the seven dimensions and the total QASCI. The
greatest commitments were concentrated in the
domains “implications for personal life” (31.50 +
13.57), “emotional burden” (11.0 + 5.1) and “re-
actions to demands” (11.0 + 6.2), and were con-
sidered the main indicators of care-related levels of
burden (p<0.001).

Table 3 shows the comparison between the so-
ciodemographic characteristics of caregivers and the
care demand with the global scores. Among the as-
sociations, variables of age, family income, work sit-
uation, weekly workload and work shift, degree of
kinship, origin and time devoted to care contribut-
ed directly to greater burden (p<0.05), specifically
in “implications for personal life”, “emotional bur-
den” and “financial burden” domains.
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Table 1. Variables for characterizing participants and the care

demand
) Caregiver Patient
Variable
n(%) Mean(SD) n(%) Mean(SD)
Sex
Male 44(21.1) 81(38.9)
Female 165(78.9) 128(61.2)
Age 39.7(13.9) 58.5(15.2)
Martital status
Married 114(54.5)
Single 68(32.5)
Separated 18(8.6)
Widowed 9(4.4)
Education
Illiterate 4(1.9)
Incomplete primary education 33(15.8)
Complete primary education 49(23.5)
Complete secondary education 98(46.9)
Complete higher education 25(11.9)
Work situation
Formal work 48(23.0)
Informal work 43(20.6)
Unemployed 105(50.2)
Retired 13(6.2)
Degree of kinship
Brother 36(17.2)
Son 86(41.1)
Father or mother 16(7.6)
Spouse 34(16.3)
Grandchild 5(2.4)
Niece/nephew 29(13.9)
Uncle/aunt 1(0.5)
Friend 1(0.5)
Brother/sister-in-law 1(0.5)
Work shift
Morning 28(13.4)
Evening 4(1.9)
Night 1(0.5)
Double shift 50(23.9)
Triple shift 8(3.8)
Not applicable 118(56.5)
Weekly workload
Up to 20 hours per week 33(15.8)
Up to 30 hours per week 34(16.3)
Up to 40 hours per week 20(9.6)
More than 40 hours per week 4(1.9)
Not applicable 118(56.4)
Time allocated to care
Up to 4 hours a day 34(16.3)
Up to 8 hours a day 34(16.3)
Up to 12 hours a day 12(5.7)
More than 12 hours a day 129(61.7)
Time as a caregiver
From 1 to 3 months 61(29.2)
From 4 to 6 months 56(26.8)
More than 6 months 92(44.0)
Cancer location*
Head and neck 46(22.0)
Breast 34(16.3)
Lung 12(5.7)
Prostate 38(18.2)
Continue...

Continuation.
X Caregiver Patient
Variable
n(%) Mean(SD) n(%) Mean(SD)
Pancreas 1(0.48)
Cervix 45(21.5)
Colorectal 14(6.7)
Skin 19(9.1)
Time since diagnosis
Up to 3 months 57(27.3)
4 to 6 months 58(27.8)
More than 6 months 94(44.9)
Treatment performed*
Radiotherapy 35(16.7)
Radiotherapy and chemotherapy 80(38.3)
Radiotherapy and surgery 52(24.9)
Radiotherapy, surgery and 42(20.1)
chemotherapy
Presence of skin lesions* 57(27.3)
Comorbidities and risk factors*
Diabetic* 50(23.9)
Hipertensive* 79(37.8)
Smoker* 70(33.5)
Alcoholic* 47(22.5)
Sedentary lifestyle* 77(36.8)
Family history of the patient* 107(51.2)
Symptoms
Pain* 120(57.4)
Nausea* 48(23.0)
Vomiting* 32(15.3)
Fatigue* 98(46.9)
Anxiety* 32(15.3)
Other symptoms* 15(7.2)

Caption: SD - Standard Deviation; #The sum of frequencies is greater than 100% since the participant may
have presented more than one associated condition; *Only affirmative responses were considered.

Table 2. Mean scores for burden and correlation between
domains and global QASCI score.

Dimensions Mean = SD Spearman’s p-value
QASCI 746 £25.5

Emotional burden 11.0+5.1 0.737 <0.001
Implications for personal life &jil e 2= 1) 0.906 <0.001
Financial burden 57+3.1 0.671 <0.001
Reactions to demands 11.0+6.2 0.800 <0.001
Perception of efficacy and control mechanisms 558 +2.8 0.183 0.008

Family support 33+22 0.305 <0.001
Satisfaction with the role and the family member 6.4+29 0.358 <0.001

QASCI - Informal Caregiver Burden Assessment Questionnaire; p-value was obtained through the
Spearman’s p correlation test.

Table 4 shows that patients’ clinical and ther-
apeutic variables such as time of diagnosis, num-
ber of radiotherapy sessions, being hypertensive or
diabetic and experiencing pain or vomiting were
associated with higher global scores and greater
impairment in “emotional burden”, “financial bur-
den”, “implications for personal life”, “reactions to
demands” and “satisfaction with the role and the
family member” domains.

Acta Paul Enferm. 2021; 34:eAPE02924. u
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Table 3. Relationship between burden scores with caregivers’ sociodemographic variables and care demand.

Sociodemographic aspects of  Touy E8 L FB RD PECM Fs SRF
caregivers
p-value

Sex 0.5912 0.450" 0.984 0.370 0.402' 0.666' 0.511" 0.164
Age 0.047° 0.253° 0.019° 0.357° 0.028° 0.002° 0.053° 0.325°
Marital status 0.231° 0.133° 0.198° 0.020° 0.084° 0.465° 0.182° 0.113°
Education 0.4043 0.990° 0.1373 0.1703 0.4323 0.624° 0.105° 0.478°
Race or color 0.223° 0.400° 0.133° 0.020° 0.165° 0.727° 0.648° 0.2613
Work situation 0.016° 04173 0.004° 0.259° 0.0313 0.309° 0.833° 0.1023
Work shift 0.0023 0.100° 0.005° 0.0213 0.035° 0.095° 0.373° 0.169°
Weekly workload 0.001° 0.030% 0.001° 0.045° 0.0013 0.698° 0.696° 0.1523
Family income 0.006° 0.010° 0.1228 0.005° 0.004° 0.745° 0.048° 0.513°
Origin 0.004* <0.001® 0.055° 0.4323 0.004° 0.388° 0.836° 0.366°
Time allocated to care <0.001° <0.001° <0.001° 0.0023 <0.001° 0.0473 0.0413 0.003°
Degree of kinship <0.0013 0.003° 0.001° 0.148° <0.001® 0.153° 0.676° 0.247°
Time as caregiver 0.001* 0.160° <0.001° 0.0823 <0.001° 0.126° 0.295° 0.015°

EB - Emotional Burden; IPL - Implications for Personal Life; FB - Financial Burden; RD - Reactions to Demands; PECM - Perception of Efficacy and Control Mechanisms; FS - Family Support; SRF - Satisfaction with the Role
and the Family member; 1 - Mann-Whitney; 2 — Student’s t; 3 - Kruskall-Wallis; 4 - ANOVA; 5 — Spearmann’s Correlation Coefficient

Table 4. Association between burden scores and patients’ demographic and clinical aspects.

QASCI

Demographic and clinical Total EB IPL FB RD PECM FS SRF
aspects of cancer patients
p-value

Sex 0.087" 0.225' 0.038' 0.809' 0.495' 0.418' 0.307" 0.318'
Age 0.047° 0.253° 0.019° 0.357° 0.028° 0.002° 0.053° 0.325°
Time of diagnosis <0.0014 0.253° 0.0028 0.039° 0.0028 0.125° 0.026° 0.004°
Treatment performed 0.0574 0.0123 0.025° 0.355° 0.647° 0.435° 0.764° 0.853°
Number of sessions prescribed <0.001° 0.002° <0.001° <0.001® <0.001° 0.620° 0.537° 0.345°
Presence of skin lesions 0.991" 0.045 0.747" 0.991" 0.762' 0.387" 0.657" 0.368'
Diabetic <0.001? 0.002 <0.001" 0.002 <0.001" 0.954" 0.312! 0.005'
Hypertensive 0.001" 0.002 <0.001" 0.291 0.008' 0.926' 0.750' 0.525'
Smoker 0.172? 0.141 0.136' 0.785' 0.094' 0.181" 0.114 0.662'
Alcoholic 0.002! 0.034' 0.003' 0.056" 0.005' 0.577 0.132 0.553'
Sedentary lifestyle 0.008! 0.013' 0.035' 0.275' 0.098' 0.100' 0.186' 0.394'
Presence of pain <0.001? 0.176" 0.005' 0.005" 0.007" 0.160" 0.015 0.033"
Vomiting 0.031" 0.070' 0.095' 0.001" 0.315' 0.122' 0.696' 0.125'
Fatigue <0.001? 0.021" <0.001" 0.189' <0.001" 0.712 0.962! 0.812
Anxiety 0.014! 0.116' 0.022' 0.524! 0.047 0.226' 0.174 0.084'
Metastasis 0.720" 0.885' 0.270" 0.911 0.389' 0.976' 0.027" 0.812'

EB - Emotional Burden; IPL - Implications for Personal Life; FB - Financial Burden; RD - Reactions to Demands; PECM - Perception of Efficacy and Control Mechanisms; FS - Family Support; SRF - Satisfaction with the Role
and the Family member; 1 - Mann-Whitney; 2 — Student’s t; 3 - Kruskall-Wallis; 4 - ANOVA; 5 — Spearmann’s Correlation Coefficient

Discussion

Informal care, as evidenced in this study, was a com-
plex phenomenon associated with different factors
involving both the care demand and clinical and
therapeutic aspects of patients, which contributed
to the increase in global burden scores and the es-
tablishment of impacts on the physical, mental and
social wellbeing and on personal, family and finan-
cial functioning.

The burden experienced by caregivers is an
indicator of negative impacts and results from
the unpreparedness to assume all responsibilities
placed on them, without knowledge, support or

m Acta Paul Enferm. 2021; 34:eAPE02924.

base to manage unexpected situations or adverse
conditions. It may also be associated with contexts
of vulnerabilities, in which multiple factors lead
to exhaustion, changes in lifestyle, physical mani-
festations and emotional reactions such as disabil-
ities, functional limitations and psychopathologi-
cal comorbidities.'4®

Implications for personal life and emotional
compromises were considered as indicators of bur-
den and decisive for the increase in global scores.
The associated factors that influenced the level of
burden referred by caregivers included aspects relat-
ed to both the care demand and clinical and thera-
peutic characteristics of patients, such as time spent
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with care, degree of kinship, presence of comorbid-
ities and physical symptoms.

In this context, impact on the “implications for
personal life” domain prevailed, showing a worse
perception of health conditions, greater physical
effort, neglect of self-care, abandonment of work
activities and interruption of future plans, thereby
negatively reflecting on the quality of care provided,
favoring the increase in disabilities and hindering
the rehabilitation process.!”

As in other studies, the “emotional burden” and
“reactions to demands” domains also influenced the
global scores, indicating greater caregiver burden.
(151920 The emotional impacts reported by caregiv-
ers correspond to the set of emotions and negative
feelings, symptoms of anxiety and depression, feel-
ing of tiredness, exhaustion and hopelessness, desire
to escape and internal conflicts, most of the time
enhanced by the unpreparedness for the provision
of care. 10

The “financial burden” experienced by partici-
pants may reflect the Brazilian reality in the social,
educational and economic segment, in which states
of dependence limit the access to education and
generate work and family instability.

These difficulties can be justified by the aban-
donment of work activities to prioritize the patient’s
needs, the contemporary neoliberal context that re-
quires the multifunctionality of workers, and the
lack of specialized centers that generates changes in
the life routine and family distancing, and requires
investments in accommodation, transportation,
consultations, diagnostic and therapeutic proce-
dures and resources.*"*?

The lowest burden scores were concentrated
in the “family support” dimension, considered the
main strategy for coping with cancer and the ad-
verse events resulting from the treatment adopted.
The formation and strengthening of social support
networks in the face of chronic and disabling condi-
tions minimizes the clinical manifestations and re-
percussions of care, such as physical, depressive and
anxious symptoms, since responsibility is shared be-
tween different family members.72?

Regarding the factors associated with the level
of burden reported, the degree of kinship variable

was significant, confirming a greater demand for
the care provided by children, a role historically de-
termined by social and cultural values. The affective
relationship between patient and caregiver can con-
tribute to the burden because of the accumulation
of roles, when seen as an obligation. However, most
of the time, maintaining this bond can favor inser-
tion and adaptation to the care routine, reducing
the scores of burden and negative feelings.*?

A positive association was also observed between
marital status and the “financial burden” domain.
The predominance of married people, mentioned
as home providers, contributed to the burden, given
the need to reduce the workload or abandon work
activities for the provision of family care and search
for resources to finance treatment costs.?>?”

In most cases, the unemployment resulting
from the need to leave work for dedication to infor-
mal care was considered an important indicator of
vulnerability and determinant for the “implications
in personal life” and “reactions to demands” dimen-
sions. This result can be justified by the chronic
condition of the disease that demands time from
the caregiver, thereby limiting social and economic
growth, and making access to health services, infor-
mation and therapeutic resources difficult.?4?

Regarding the demand for informal care, being
a caregiver for more than six months and dedicating
more than 12 daily hours to the management of the
patient’s needs are aspects that favor greater physi-
cal, emotional and social burden. This may be the
result of limitations in personal life and the devel-
opment of emotional reactions, since specific care
may arise during radiotherapy, for example, daily
dressing changes in radiation-induced dermatitis
that cause a high degree of tissue destruction.®”

However, in a study, it was found that the pro-
longed time dedicated by the caregiver to assist the
sick family member and manage their needs can fa-
vor the emotional adaptation and establishment of
strategies that strengthen the bond between family
members, patients and the health team.®”

Variables related to patients’ clinical and ther-
apeutic characteristics, such as time of diagnosis,
number of radiotherapy sessions, and having co-
morbidities or physical symptoms were also as-

Acta Paul Enferm. 2021; 34:eAPE02924.



Indicators and factors associated with burden in informal caregivers of patients undergoing radiotherapy

sociated with the mean burden scores. The pres-
ence of clinical complications, functional impair-
ments, inabilities to maintain the necessary skills
for self-care, independent and autonomous life
resulted in greater dependence on the caregiver,
impacts on family functioning, difficulties in care
management, and the search and access to spe-
cialized services.®!3?)

Concurrent radiotherapy and chemotherapy
were associated with emotional reactions, greater
implications of the personal life and financial difli-
culties for the caregiver because of the greater need
for locomotion to perform therapeutic sessions and
intensification of adverse reactions constantly asso-
ciated with pain, skin lesions, nausea and vomiting.
29

In addition, the presence of comorbidities, risk
factors and lifestyle habits such as diabetes, hyper-
tension, metastasis, alcoholism and physical inactiv-
ity reflected on a higher level of burden in different
dimensions of the QASCI. The level of burden of
the caregiver of a family member with cancer may
vary depending on the stage of the disease and asso-
ciated clinical conditions, since these characteristics
can contribute to a higher degree of dependence,
thereby requiring more time, dedication and spe-
cific care.®?

We expect to contribute to the production of
knowledge about burden indicators, associated
factors, repercussions and clinical manifestations
arising from care, to know the determinants relat-
ed to the caregiver’s health and subsidize support
strategies and public health policies that address the
integration of services and home care with quality,
effectiveness and safety.

The limitation of the study is related to the
scarcity of national and international evidence
for comparison of results and the design used,
since the cross-sectional method does not allow
the establishment of cause and effect relation-
ships. We suggest the performance of new in-
vestigations aimed at determining the predictors
of burden and establishing action strategies that
seek to humanize and qualify care and minimize
the impacts by including the caregiver in the
therapeutic plan.

m Acta Paul Enferm. 2021; 34:eAPE02924.

Conclusion

Informal care for patients undergoing radiothera-
py treatment proved to be a complex phenomenon
that can generate moderate physical, emotional and
social burden on caregivers. The implications of per-
sonal life and emotional compromises represented
the main indicators of burden and determined the
increase in global scores. Aspects related to the care
demand and to the clinical and therapeutic char-
acteristics of patients, such as the time spent with
care, degree of kinship, comorbidities and physical
symptoms showed positive relationships and repre-
sented the main factors associated with the level of
burden reported by caregivers.

Collaborations

Pedrosa AO, Rocha DM, and Oliveira AC contrib-
uted to the design of the project, analysis and inter-
pretation of data and writing of the article. Santos
AMR, Figueiredo MLE Tolstenko LN contributed
to the critical review of intellectual content and fi-
nal approval of the version to be published.

References

1. Nascimento M, Silva GA. Waiting time for radiotherapy in women with
cervical cancer. Rev Saude Publica. 2015;49(92):1-8.

2. Paula JM, Sawada NO. Health-related quality of life of cancer patients
undergoing radiotherapy. Rev Rene. 2015;16(1):106-13.

3. Freire ME, Costa SF, Lima RA, Sawada NO. Health-related quality of
life of patients with cancer in palliative care. Texto Contexto Enferm.
2018;27(2):1-13.

4. Bianchin MA, Silva RD, Fuzetto LA, Salvagno V. Sobrecarga e
depressdo em cuidadores de pacientes oncoldgicos em tratamento
quimioterapico. Arg Ciénc Saude. 2015;22(3):96—100.

5. Soares ML, Trezza MC, Oliveira SM, Melo GC, Lima KR, Leite JL.
The healing cost: comfort and discomfort experiences of women
undergoing brachytherapy. Esc Anna Nery. 2016;20(2):317-23.

6. Sousa AF, Queiroz AA, Oliveira LB, Moura LK, Andrade D, Watanabe E,
et al. Deaths among the elderly with ICU infections. Rev Bras Enferm.
2017;70(4):733-9.

7. Heckel L, Fennell KM, Reynolds J, Boltong A, Botti M, Osborne RH,
et al. Efficacy of a telephone outcall program to reduce caregiver
burden among caregivers of cancer patients [PROTECT]: a randomised
controlled trial. BMC Cancer. 2018;18(1):1-13.



10.

i

12.

13.

14.

15.

16.

17.

18.

19.

20.

21.

Pedrosa AO, Rocha DM, Oliveira AC, Santos AM, Figueiredo ML, Nogueira LT

Mirsoleymani SR, Rohani C, Matbouei M, Nasiri M, Vasli P. Predictors of
caregiver burden in Iranian family caregivers of cancer patients. J Educ
Health Promot. 2017;6(1):91.

Wittenberg E, Borneman T, Koczywas M, Del Ferraro C, Ferrell B.
cancer communication and family caregiver quality of life. Behav Sci
(Basel). 2017;7(1):1-12.

Monteiro EA, Mazin SC, Dantas RA. The Informal Caregiver BurdenAssessment
Questionnaire: validation for Brazil. Rev Bras Enferm. 2015;68(3):364—70.

. Instituto Nacional do Cancer José Alencar Gomes da Silva (INCA).

Incidéncia de cancer no Brasil. Rio de Janeiro: INCA; 2017.

Martins T, Ribeiro JP, Garret C. Questiondrio de avaliagdo da sobrecarga
do cuidador Informal (QASCI): reavaliagdo das propriedades
psicométricas. Rev Ref. 2004;(11):17-31.

Pestana MH, Gageiro JN. Andlise de dados para ciéncias sociais: a
complementariedade do SPSS. 3rd ed. Lisboa: Silabo; 2003.

Bond SM, Hawkins DK, Murphy BA. Caregiver-reported neuropsychiatric
symptoms in patients undergoing treatment for head and neck cancer:
a pilot study. Cancer Nurs. 2014;37(3):227-35.

Govina 0, Kotronoulas G, Mystakidou K, Katsaragakis S, Vlachou E, Patiraki
E. Effects of patient and personal demographic, clinical and psychosocial
characteristics on the burden of family members caring for patients with
advanced cancer in Greece. Eur J Oncol Nurs. 2015;19(1):81-8.

Johansen S, Cvancarova M, Ruland C. The effect of cancer patients’
and their family caregivers’ physical and emotional symptoms on
caregiver burden. Cancer Nurs. 2018;41(2):91-99

Anjos C, Espirito Santo FH, Carvalho EM. O céncer infantil no &mbito
familiar: revisdo integrativa. Rev Min Enf. 2015;19(1):227-33.

Ringer T, Hazzan AA, Agarwal A, Mutsaers A, Papaioannou A. Relationship
between family caregiver burden and physical frailty in older adults without
dementia; a systematic review. Syst Rev. 2017 Mar 14;6(1):1-16.

Stenberg U, Gvancarova M, Ekstedt M, Olsson M, Ruland C. Family caregivers
of cancer patients: perceived burden and symptoms during the early phases
of cancer treatment. Soc Work Health Care. 2014;53(3):289-309.

Nightingale CL, Curbow BA, Wingard JR, Pereira DB, Carnaby GD.
Burden, quality of life, and social support in caregivers of patients
undergoing radiotherapy for head and neck cancer: A pilot study.
Chronic Illn. 2016;12(3):236-45.

Dean LT, Moss SL, Ransome Y, Frasso-Jaramillo L, Zhang Y, Visvanathan
K, et al. “It still affects our economic situation”: long-term economic
burden of breast cancer and lymphedema. Support Care Cancer.
2019;27(5):1697-708.

22.

23.

24.

25.

26.

27.

28.

29.

30.

31

32.

33.

Srinivasan A, Tiwari K, Scott JX, Ramachandran P, Ramakrishnan M.
Impact of cancer support groups on childhood cancer treatment and
abandonment in a private pediatric oncology centre. Indian J Palliat
Care. 2015 Jan;21(1):68-71.

Shahi V, Lapid MI, Kung S, Atherton PJ, Sloan JA, Clark MM, et al. Do
age and quality of life of patients with cancer influence quality of life of
the caregiver? J Geriatr Oncol. 2014;5(3):331-6.

Jesus IT, Orlandi AA, Zazzetta MS. Burden, profile and care: caregivers
of socially vulnerable elderly persons. Rev Bras Geriatr Gerontol.
2018;21(2):194-204.

Lopez V, Copp G, Molassiotis A. Male caregivers of patients with breast
and gynecologic cancer: experiences from caring for their spouses and
partners. Cancer Nurs. 2012;35(6):402—10.

Souza CP, Silva AG, Quirino AC, Neves MS, Moreira LR. Profiles of
dependent hospitalized patients and their family caregivers: knowledge
and preparation for domiciliary care practices. Rev Min Enferm.
2014;18(1):173-80.

Delalibera M, Barbosa A, Leal I. Circunstancias e consequéncias do
cuidar: caracterizagdo do cuidador familiar em cuidados paliativos.
Cien Saude Colet. 2018;23(4):1105-17.

Santos-Orlandi AA, Brito TR, Ottaviani AC, Rossetti ES, Zazzetta
MS, Gratdo AC, et al. Profile of older adults caring for other older
adults in contexts of high social vulnerability. Esc Anna Nery.
2017;21(1):1-8.

Bray FN, Simmons BJ, Wolfson AH, Nouri K. Acute and chronic
cutaneous reactions to ionizing radiation therapy. Dermatol Ther
(Heidelb). 2016;6(2):185—206.

Guedes AC, Pereira MG. Burden, coping, physical symptoms and
psychological morbidity in caregivers of functionally dependent family
members. Rev Lat Am Enfermagem. 2013;21(4):935-40.

. Rodrigues JS, Oliveira SC, Ferreira NM. Morbidade e perfil de

cuidadores familiares de idosos com cancer: um desafio para a salde
plblica. Rev Cienc Méd. 2013;22(3):137—-45.

Souza LR, Hanus JS, Libera LB, Silva VM, Mangilli EM, Simdes PW, et
al. Sobrecarga no cuidado, estresse e impacto na qualidade de vida
de cuidadores domiciliares assistidos na atengdo basica. Cad Saude
Colet. 2015;23(2):140-9.

Borges EL. Franceschini1 J, Costa LH, Fernandes AL, Jamnik S,
Santoro IL. Sobrecarga do cuidador familiar: a sobrecarga de cuidar
de pacientes com cancer de pulmdo, de acordo com o estagio
do cancer e a qualidade de vida do paciente. J Bras Pneumol.
2017;43(1):18-23.

Acta Paul Enferm. 2021; 34:eAPE02924. m



