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ABSTRACT

Objective: To assess the quality of life and the burden of female caregivers. Method:
Descriptive, cross-sectional, quantitative study carried out with 224 informal caregivers
from March to July 2016. Three instruments were used: a characterization form for the
caregiver, the WHOQOL-Bref questionnaire and the Zarit Burden Interview. The following
tests were used: Cronbach’s Alpha, Kolmogorov-Smirnov, Kruskal-Wallis, Spearman and
Mann-Whitney. Results: The mean age of caregivers was 51.8 years with a standard
deviation of 13.7. They were predominantly married, had a low income and low level of
education, were first-degree relatives, had been providing care for one to five years and
presented some pathology. The associations of quality of life that presented statistical
significance were: income, marital status, number of people living with the caregiver and
time of care. Conclusion: The burden was negatively correlated with QOL, that is, the
greater the burden, the more impaired will be the life of these caregivers.

Descriptors: Caregivers. Women'’s Health. Nursing. Family. Quality of Life.

RESUMO

Objetivo: Avaliar a qualidade de vida e sobrecarga de mulheres cuidadoras. Método:
Estudo descritivo, transversal, quantitativo, realizado com 224 cuidadoras informais,
de margo a julho de 2016. Utilizaram-se trés instrumentos: ficha de caracterizagédo
do cuidador, questiondrio WHOQOL-Bref e Escala de Zarit Burden Interview. Foram
utilizados os testes: Alfa de Cronbach, Kolmogorov-Smirnov, Kruskal-Wallis, Spearman
e Mann-Whitney. Resultados: As cuidadoras apresentaram média de idade de
51,8 anos e desvio-padrdo de 13,7. Eram na maioria: casadas, baixa renda e pouca
escolaridade, pertencentes ao primeiro grau de parentesco, exerciam o cuidado de um
a cinco anos e apresentavam alguma patologia. As associacdes de qualidade de vida
que apresentaram significancia estatistica foram entre: renda, estado civil, nimero de
pessoas que vivem com a cuidadora e tempo de cuidado. Conclusao: A sobrecarga
estabeleceu correlagcdo negativa com QV, ou seja, quanto maior a sobrecarga, mais
prejudicada serd a vida dessas cuidadoras.

Descritores: Cuidadores. Saude da mulher. Enfermagem. Familia. Qualidade de vida.

RESUMEN

Objetivo: Evaluar la calidad de vida y sobrecarga de mujeres cuidadoras. Método:
Estudio descriptivo, transversal, cuantitativo, realizado de marzo a julio de 2016 entre
224 cuidadoras informales. Se utilizaron tres instrumentos: ficha de caracterizacion del
cuidador, cuestionario WHOQOL-Bref y Escala de Sobrecarga de Zarit; y las pruebas:
Alfa de Cronbach, Kolmogorov-Smirnov, Kruskal-Wallis, Spearman y Mann-Whitney.
Resultados: El promedio de edad de las cuidadoras era de 51,8 afios con desviacion
tipica de 13,7. La mayoria era casada, de escasos recursos y poca escolaridad, pertenecia
al primer grado de parentesco, ejercia el cuidado entre uno y cinco afios y presentaba
alguna patologia. Las asociaciones de calidad de vida con significacion estadistica
eran: ingresos, estado civil, nUmero de personas viviendo con ella y tiempo de cuidado.
Conclusion: La sobrecarga establecié una correlacién negativa con QV, es decir, a
mayor sobrecarga, mas perjudicada se vuelve la vida de las cuidadoras.

Descriptores: Cuidadoras. Salud de la Mujer. Enfermeria. Familia. Calidad de Vida.
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INTRODUCTION

Home care is a service that can open up new horizons, decon-
gest hospitals, reduce costs, reduce infections, and give chronic
patients the possibility of returning to their homes, a space for
humanized care, where family members are no longer only com-
panions, but collaborators in the care provided™.

The caregiver, who may or may not be a family member, is a
person who provides care to the patient or dependent in their
daily needs and tasks, excluding techniques or procedures that
are exclusive to professionals, especially nurses?.

According to the Brazilian Institute of Geography and Statistics
(IBGE) - National Household Sample Survey (PNAD), the number of
caregivers reached 44.9 million in 2016, while in 2009 it was 1,203,005.
The home care model has been a widely promoted alternative.
This type of assistance has as priorities: the individual, the family
context of the individual, the caregiver and the multi-professional
team, who is able to act on the social determinants that influence
the individual's health care “.

In the context of home care, most caregivers are informal. The
work is usually assumed by a family member, who becomes the
caregiver and, consequently, take on the responsibility of providing
care®. Brazilian studies emphasize that adult females represent the
majority of caregivers?.

The excessive duties imposed on woman can seriously overload
this potential caregiver, since, in addition to daily household activi-
ties, the woman also has to provide full time care. This care has its
positive aspects, such as the feeling of accomplishing a duty and
the self-satisfaction, and negative aspects, mainly arising from the
burden®, which can affect the Quality of Life (QOL) of this caregiver.

The World Health Organization (WHO) defines QOL as “an
individual’s perception of their position in life in the context of
the culture and value systems in which they live and in relation
to their goals, expectations, standards and concerns”®.

Caregiver burden is defined as the perception of caregivers about
their physical and mental health, associated with their feelings, their
psychological state of mind, their relevance as individuals and their
social life, which can be a consequence of the care provided to the family
member'?, This accumulation of activities generates stress and affects
several aspects of personal life, compromising the QOL of the caregiver.

OBJECTIVE

To assess the QOL and the burden of female caregivers.
METHODS

Ethical aspects

The study was approved by the Research Ethics Committee
of the State University of Paraiba. The Informed Consent Form
(ICF) was signed, as recommended in Resolution 466/12 of the
National Health Council™.

Design, setting and period

This is a descriptive, cross-sectional and quantitative study.
The study was carried out in the homes of the informal caregivers
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enrolled in the Family Health Strategy (FHS) of the city of Campina
Grande/PB, from March to July 2016.

Population and sample: inclusion and exclusion criteria

The population was composed of all female informal caregivers
of people with impaired mobility in the city of Campina Grande/
PB, which totaled 534 women. The sample was obtained through
contact with nurses and Community Health Workers (CHWs) of all
FHSs in the city. The finite population sampling resulted in a sample
of 224 women.They met the inclusion criteria: being a caregiver for at
least six months and being over 18 years old. Exclusion criteria were
having difficulty communicating and being registered in a rural FHS.

Study protocol

The collection instruments were applied in home meetings.
Three instruments were used to collect the data: a characteriza-
tion form for the caregiver; WHOQOL-BREF; and the Zarit Scale,
which assesses the caregiver burden.

The characterization form, elaborated by the author, included
socio-demographic characteristics (age, civil status, education, so-
cioeconomic level, number of people living in the same household,
degree of kinship with the person cared for, time of care) and behavioral
characteristics (life habits, leisure time, physical activity and nutrition).

The WHOQOL-BREF, which comprises 24 facets of QOL that
make up the domains, offers a global indicator of overall QOL. It
is divided in four domains of QOL: physical health, psychological,
social relationships and environment. In this study, the Portuguese
version of the WHOQOL-BREF was used, which is the abbreviated
version of WHOQOL-1001"2,

Answers were provided on a 5-point Likert scale. The domain
scores were calculated by summing the mean scores of the
questions that make up each domain. Then, these scores were
converted to a scale of 0 to 100. Scores closer to 100 indicate
higher levels of satisfaction 3

The Zarit Burden Interview is composed of twenty-two items
that assess the perceived impact of the act of caring on emotional
and physical health, social life and financial situation. The cut-off
points used were: 0 to 20 points correspond to little or no burden;
21 to 40 mild to moderate burden; 41 to 60, moderate to severe
burden; and from 61 to 88, severe burden?.

Analysis of results and statistics

The data collected were stored in a database and analyzed
in the Statistical Software - SPSS version 20.0. The confidence
interval was 95%.

In the descriptive analysis of the variables, absolute and relative
frequency distributions were used. Cronbach’s alpha coefficient
was applied to confirm the internal consistency of the WHOQOL-
BREF and the Zarit Burden Interview. The Kolmogorov-Smirnov
test evaluated the normal distribution of variables and found that
they do not follow this distribution. Therefore, the associations
between the domains of QOL and the characterization variables
of the caregiver were analyzed using the Kruskal-Wallis test when
they presented three groups or more, and the Mann-Whitney test
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when they presented two groups. The Spearman test was used to
evaluate the correlation between the sum of all WHOQOL-BREF
questions and the total score of the burden.

RESULTS

Among the 224 subjects who composed the sample, the
age ranged from 18 to 86 years, with a mean of 51.8 years and a
standard deviation of 13.7. Regarding marital status, 61.6% were
married, 20.1% were single, 9.4% were widowed, and 8.9% were
divorced. Regarding education, 48.2% did not complete elemen-
tary education, 10.3% had no schooling, and 4.9% had completed
higher education. Regarding income, the majority (46%) earned
between one and two minimum wages and a minority (5.3%)
earned more than three wages.

Regarding the kinship of caregivers, 57.1% were first-degree
relatives (father, mother or children), 23.7% were non-consan-
guineous - parent-in-law, daughter-in-law, son-in-law and wife/
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husband and the others were second and third-degree relatives.
The age range of 31-50 years was more representative at all
degrees of kinship.

Regarding the number of people living with the caregiver, the
most expressive number was three to five people, which appeared
in 54% of the participants. In addition to the caregiver function,
84.4% of the participants were also responsible for domestic chores,
0.9% had a paid job and 14.7% performed care activities, domestic
chores and had a paid job.

Regarding time of care, the period of one to five years pre-
dominated, representing 35.3% of the participants. The categories
“from 1 to 5 years”,“from 5 to 10 years” and “from 10 to 20 years”
were more represented in the age group of 31-50. On the other
hand, the younger age group (18-30) were mostly providing care
for up to one year.

The WHOQUOL-BREF reliability was evaluated by Cronbach’s
Alpha and obtained a value of 0.77, which indicates a good
internal consistency.

Table 1 - Mean, median, standard-deviation, minimum and maximum quality of life scores of caregivers - Campina Grande - PB - 2016 (N=224)

Domains Mean Median Standard-deviation Minimum Maximum
Physical health 64.88 66.10 16.31 10.70 96.40
Psychological 59.22 62.50 16.96 4.20 95.80
Social 65.73 66.70 18.16 8.30 100.00
Environmental 51.60 51.55 13.30 12.50 93.80
Quality of life (OQOLI)* 60.36 60.90 12.37 21.90 95.60

*Overall Quality of Life Index.
Table 2 - Mean score of the facets of each domain from the dominio do Whoqol-Bref - Campina Grande - PB — 2016 (N= 224)
Domains Facets Mean score
Physical Q3. Pain and discomfort 30.07
Q4. Energy and fatigue 45.74
Q10. Sleep and rest 60.38
Q15. Mobility 74.00
Q16. Activities of daily living 58.48
Q17. Dependence on medicinal substances and medical aids 68.86
Q18. Work capacity 67.41
Psychological Q5. Positive feelings 33.18
Q6. Thinking, learning, memory and concentration 67.86
Q7. Self-esteem 62.05
Q11.Bodily image and appearance 63.95
Q19. Negative feelings 69.64
Q26. Spirituality, religion and personal beliefs 41.07
Social relationships ~ Q20. Personal relationships 69.86
Q21. Social support 63.23
Q22. Sexual activity 64.51
Environmental Q8. Freedom, physical safety and security 62.50
Q9. Home environment 58.71
Q12. Financial resources 37.50
Q13. Health and social care: accessibility and quality 49.67
Q14. Opportunities for acquiring new information and skills 25.78
Q23. Participation in and opportunities for recreation/leisure activities 67.30
Q24. Physical environment (pollution/noise/traffic/climate) 51.12
Q25. Transport 60.16
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Table 3 - Mean of the quality of life domains according to the age group of the caregivers - Campina Grande - PB — 2016 (N=224)
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Age group (years)
Domains P value
18-30 31-50 51-60 Over 60
Physical health 65.87 66.02 60.78 66.92 0.179
Psychological 67.13 62.36 53.32 58.87 0.002*
Social relationships 63.89 67.45 63.42 65.57 0.539
Environmental 42.71 53.13 48.11 53.90 0.012*
Quality of life (OQOLI) 59.89 62.24 56.40 61.33 0.028*

Kruskal Wallis test. *Significant

Table 4 - Means of the quality of life domains according to the number of people living with the caregivers - Campina Grande - PB - 2016 (N =224).

Number of people living with the caregiver

Domains P value
1a2 3a5 6 ou mais

Physical health 63.63 65.59 64.93 0.457

Psychological 58.81 59.77 58.08 0.791

Social relationships 65.83 63.77 72.73 0.048*

Environment 49.61 51.95 54.56 0.252

Quality of lige (OQOLI) 59.47 60.27 62.57 0.620

Kruskal Wallis test. *Significant

In the OQOLI responses, the majority evaluated their life as
“neither bad nor good” (44.6%) and “good” (39.3%). Likewise, in
the question about their satisfaction with their health, 32.1% an-
swered “neither satisfied nor satisfied”and 41.1% were “satisfied".

Table 3 presents the means of the quality of life domains ac-
cording to the age group of caregivers.

There is an association between income and QOL domains,
with statistical significance in the physical domain. However,
caregivers who were in the category of more than three wages
presented the worst scores. Therefore, a greater purchasing power
is not necessarily associated with better QOL. The data showed
no statistical significance in the association between the QOL
domains and the activity performed by caregivers.

The association between the domains and the civil status
showed a statistically significant difference in the social relation-
ships’domain, since the separated/divorced individuals presented
amean score higher than the others. There was also a correlation
between the QOL domains and the number of people living with
the caregivers. There was a statistically significant relationship in
the social domain, with the highest scores among those who live
with six or more people (Table 4).

The association between the QOL domains and diseases showed
no statistical significance. However, caregivers who do not have
any disease presented a higher score in OQOLI than the others.
The association between the QOL domains and kinship showed
no statistically significant difference. However, the caregivers who
were not consanguineous kins, but affinal kins — parent-in-law, son-
in-law, daughter-in-law, step-father, step-mother, step-child and
sibling-in-law - presented higher scores in the physical domain.

The comparison between the QOL scores and physical activ-
ity did not show significant statistical difference, and only the
environmental domain had higher scores among those that
practice some type of activity.

The association between the QOL domains and the time that
these women had been providing care showed a statistically

significant difference in the psychological domain. Thus, the
caregivers who had performed this role for more than 20 years
presented worst scores, a situation that also appeared in the
OQOLlI scores.

Regarding the distribution of caregivers in the different levels
of burden, the lowest value was 5 and the maximum was 66, with
amean of 28. Most caregivers (46.4%) had moderate burden and
64.3% had a significant level of burden.

The reliability of the Zarit Interview was assessed using the
Cronbach’s alpha and a value of 0.79 was obtained, representing
good internal consistency. The results of this scale are presented
below.

More than half of the interviewees (53.6%) answered that
they never felt that the person receiving their care asked for
more help than they needed. The question asking the caregiv-
ers if they felt that they didn’t have enough time for themselves
due to the time spent with the person cared for received three
different answers: 43.3% never felt that, 24.1% felt it sometimes
and 22.8% always feel it.

In the question about feeling stressed between caring and
trying to meet other responsibilities, 63% answered sometimes,
36.6% answered quite frequently and 20.1% nearly always. A rep-
resentative portion chose the option never for the following issues:
feeling embarrassed over the person’s behavior (88.4%), feeling
angry when around the person cared for (83%), feeling that their
relationships are affected in a negative way by the person cared
for (82.1%), feeling strained around the person cared for (84.4%)
and feeling uncomfortable about having people over (82.1%).

Regarding the caregiver’s concern with the future of the person
cared for, the answers in both extremes obtained close percent-
ages (34.4% never and 33% always). Regarding the dependence
of the person cared for, 77.7% of caregivers claimed they always
feel that the individual is dependent on them. In addition, 55.8%
of caregivers reported they always feel that the person cared for
sees them as the only one they could depend on.
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Table 5 - Mean of the overall quality of life index according to the different levels of burden - Campina Grande — PB - 2016 (N =224)

Little or no burden

Mild to moderate

Levels of burden

P value

Moderate to Severe Severe

Overall Quality of Life Score 89.71 82.87

79.72 84.50 0.000*

Kruskal Wallis Test. * Significant

The data obtained through the Zarit Interview showed that
most caregivers (66.5%) do not think that their health was affected.
The two next questions presented similar answers: 61.6% do not
feel that they don’t have as much privacy as they would like and
64.3% do not feel that their social life has suffered because they
are caring for someone. An expressive number of caregivers
(82.1%) claimed they have no problems receiving visitors because
of the presence of the person cared for. Regarding the financial
situation, only 28.1% answered that they have enough money to
take care of the person in addition to the rest of their expenses.

When asked if they feel they will be unable to take care of
the person much longer, 65.6% of the caregivers answered they
never felt like this; 11.6% answered that they have lost control
of their life since the person’s illness, while 75.4% never thought
of that. It was found that 80.8% of the caregivers never thought
about leaving the care to someone else. Among the participants,
66.5% answered that they never felt uncertain about what to do
for the person cared for. In the questions about the possibility
of doing more or doing a better job in caring, 38.4% answered
they have never thought of that, and 41.5% believed that this
care could never be better.

It the last question, which addresses their overall burden,
32.6% answered that they do not feel burdened; 26.3%, feel
moderately burdened; 18.3% feel a little burdened; and the last
two are equivalent, with 11.6% feeling highly burdened and
11.2% extremely burdened.

In Table 5, when the total sum of the WHOQOL-BREF score
was compared with the levels of burden, a statistical significant
relationship was found, showing that the higher the QOL score,
the lower the burden.

No significant statistical difference was found between the QOL
domains and the levels of burden. However, a moderate negative
correlation (-0.383) was identified between the sum of the QOL
scores and the burden questions. Then, one can interpret that
the higher the QOL score, the smaller the burden, or vice versa.

DISCUSSION

The age variation of the participants is similar to national and
international studies">'”. The prevalence of the age group of 31-
50 years, followed by those over 60 years, is corroborated by data
from other researches"®?? and provides an interesting reflection
- older adults are strongly represented among caregivers. This is
also related to the fact that the caregiver role is primarily taken
by the spouse. Other studies, carried out with caregivers from
Spain, Poland and Denmark, also corroborate the predominance
of married or partnered caregivers(5161823),

The population studied presented a low level of education,
considering that 58.5% have less than ten years of formal education.

Similar data are presented in a study carried out in Portugal, which
found that only 7.1% of the caregivers had completed higher
education"®. Brazil also has a similar reality, as shown in a study
with dependent older adults caregivers in the state of Bahia"”.

The context of the activities performed beyond the caregiver
role is related to the dynamics of caregiving, which may induce
caregivers to reduce their working time or even to give it up,
according to the patient’s dependence®®.

The analysis of the degree of kinship showed that first-degree
consanguineous relatives (mothers and daughters) were the
main responsible for care, followed by those who were not con-
sanguineous, represented by daughters-in-law, mothers-in-law
and wives. It was also observed that the age group of 31 to 50
years was predominant in all degrees of kinship. These findings
were similar to those of studies with relative caregivers of elderly
dependents and caregivers of people with chronic diseases"”?,
which also found this age group as the most representative and
found that the patient’s children were the predominant caregiv-
ers, followed by the spouse®1829,

Regarding diseases, 58.5% of the caregivers reported having
some pathology, especially hypertension, followed by diabetes.
A study with caregivers of children and adolescents in the CAPSi
in the state of Rio Grande do Sul obtained a similar percentage
of caregivers who had a disease®. More than four-fifths of care-
givers reported having at least one chronic illness, and nearly
two-thirds had several. A study conducted in the southern US
with informal caregivers of people with dementia corroborates
these data, with hypertension, arthritis, and heart disease as the
predominant conditions®.

In this study, we found a mean of 60.36 points in the OQOLI of
caregivers of people with impaired physical mobility, which was
very close to the international study that evaluated the QOL (60.82)
of caregivers of patients with cerebrovascular accident'®, However,
it is lower than the value found in another national study with the
same population, in which the score obtained (62.00) was associ-
ated with many factors, such as a long time of care, the limitations
of the patients with CVA and their dependence in daily activities®?.

A study carried out in Colombia with caregivers of patients with
chronic diseases found that, if you include caregivers of people with
several different diseases, even if the samples are representative,
some will require more physical and emotional commitment than
others®. This fact can affect the QOL of these caregivers.

The minimum score found was in the environment domain
(51.60), followed by the psychological domain (59.22); the maxi-
mum was in the social relationships domain (65.73) followed by
the physical health domain (64.88). The data is in accordance with
a study carried out in the Tridngulo Mineiro, which found equiva-
lent scores for all the domains. When comparing the mean scores
of the caregivers with the reference group (non-caregivers), this
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study found higher scores in all domains®?. Thus, the occurrence
of a stroke damages both the affected individual and the caregiver.
Another study carried out with family members caregivers revealed
higher scores in the physical health domain (66.72) and in social
relationships (60.86), and lower scores in the environment domain
(52.51) which is also similar to the results of the present study ",

A national study that assessed the QOL of caregivers of older
adults found a mean of 55.6 in the OQOLI, lower than that reached
in this study. However, the domains that presented the highest
scores were physical health (54.8) and psychological (54.8), while
the lowest were social relationships (54.8) and environment (41.4)
7, Thus, QOL presented a median level, which may be justified
by the patient’s impaired health status and the limitations to the
caregiver’s social life.

There was no statistical significance in the association between
the domains and the activities performed by the caregivers, but
smaller scores were found in all domains, except the physical health
domain, for women who also did domestic work and worked out-
side. Even so, it is possible to verify that the QOL of these subjects
will be impaired, because besides taking care of a person with
limitations, they still have to manage domestic and work tasks.

The association between marital status and the QOL domains
showed statistical significance in the social domain, with the high-
est score in the separated/divorced category. This result shows
that, when establishing a relationship, an additional concern will
be part of the woman'’s life - to balance the difficulties arising
from being a caregiver while finding ways so that the caregiver
routine does not affect the relationship. Contrary data were found
in another study, in which the married or partnered caregivers
obtained a mean of more than 10 points in the OQOLI®",

The association between the number of people living in the
same household and the domains showed statistical significance
in the social relationships’domain. The category of “six or more
people”in the same residence had the highest value, which may
be due to the help given by these other individuals. This facilitates
the strenuous care routine, since alternating and distributing tasks
can reduce the burden of each one, which can improve the QOL.

A study carried out in Sdo Paulo found that caregivers with
a disease have a lower mean in the OQOLI when compared to
those who do not report diseases®". In this study, this associa-
tion was not statistically significant, but the OQOLI was lower
among caregivers with some pathology. This aspect deserves to
be highlighted, because, with all the obligations of these caregiv-
ers, their self-care becomes deficient and is forgotten. With the
presence of a disease, this situation tends to get worse, because it
can affect the caregiver’s life and the quality of the care provided.

In the environmental domain, the facet related to the op-
portunity to acquire information had the third worst score,
demonstrating how much the knowledge needed its distant
from its access. Another study found similar data, as 67% of the
respondents mentioned the importance of having an interest in
learning more about the family member’s iliness, which requires
that the caregiver is able to gain information through interactions
with family members, caregivers and health professionals®?. A
complicating factor in this scenario is the low level of education
of the population studies, which makes it difficult to find and as-
similate knowledge about the disease and adequate care practices.
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In the social relationships domain, it was found that caregivers
expect other family members or close friends to volunteer to help.
However, this does not happen very often, resulting in a lack of
support. A study that addressed care-related conflicts identified
that caregivers reported needing more support. However, only
20% acknowledged the importance of asking for help, while
others did not see this as an important attitude®?.

This research found a statistically significant relationship between
the psychological domain and the time of care, with a higher value
among women who have been providing care for more than 20
years. This demonstrates that the longer the time care, the more
impaired is the QOL. The ‘spirituality’ facet had the second lowest
value in this domain. This hinders the caregiver’s spirituality and the
possibility of keeping good expectations, which would improve the
understanding of the health-disease process and the development
of coping strategies, consequently improving QOL®?,

‘Positive feelings’ was the facet with the lowest value in the
psychological domain. This might be due to the many difficulties
faced daily, which result in disappointment, hopelessness and
desperation and make it difficult to keep optimistic feelings.
However, even if it appears exhausting, caring for someone also
provides gratifying sensations, such as inner comfort and a feeling
of duty accomplished, rising above all adversities"”.

Thus, negative feelings surround caregivers at several points
of their trajectory. Another study observed that the feeling of
loneliness was habitual among caregivers, similar to the experi-
ence of mourning, because these caregivers were detached from
the world they lived and lost their sense of life. This experience,
which also causes discontent and sadness, is associated with the
lack of recognition for their work and dedication. Along the way,
this feeling arises, as both the dependent and the family do not
seem grateful for all the efforts made in the act of caring. On the
other hand, receiving the least gesture of admiration, gratitude and
even words of encouragement can have a significant impact®?,
providing a sense of reward for their voluntary effort as caregivers.

An important observation was that caregivers opted for
negative alternatives fearing judgment and, especially, judging
themselves. Options that showed more burden were interpreted
as lamentation and protest, and the caregivers did not want to
give that impression because they felt guilty. Therefore, they did
not report feeling overburdened with care. However, the little
time reserved for leisure, personal relationships and self-care
contradicts these claims. This way, they do not realize or express
the real burden generated by care®.

Another aspect thatinfluenced the answers of the Zarit Interview
was the degree of kinship and the affection in the caregiver-patient
relationship. Depending on the ties, even if the answers could
be the most unfavorable, the relationship stands out, resulting
in the variety of answers found@?,

The degree of dependence of the person cared for and the per-
ception of the caregiver on the abilities of this subject is associated
with the burden, since, in the attempt to help and due to a lack of
education and fear of being neglectful, the caregiver performs all
the activities and does not give space for the patient to develop®.

An expressive aspect in this study was dependence, since more
than 95% of caregivers claimed, at different intensities, that they
felt that the patient depended on them, and 77.7% stated that
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they always felt like this. Therefore, a common concern is that the
person cared for may not accept their limitations and the loss of
autonomy, which generates conflicts due the role reversal, being
another factor adding to the burden®?,

Even without a significant correlation between the burden and
the QOL domains, the sum of the QOL questions and the burden
were correlated. This indicates that the higher the burden, the lower
the QOL of the caregiver!”?%, The association between burden and
socio-demographic variables did not show statistical significance.

Limitations of the study

The limitations are related to the impossibility of comparing
QOL with the burden of these caregivers before assuming this
function, during the care and after undergoing some type of
intervention. The visualization and analysis of these three periods
would allow us to understand the main aspects that contribute
positively and negatively throughout the process.

Contributions to the area of nursing, health or public policy

This study may foster the development of new research in
the area, broaden the horizons of the topic and promote public
policies aimed at this public. Public attention should be directed
at caregivers, with more training for the health team, appropriate
means and structures to carry out actions aimed at these subjects,
effective interventions to modify this reality and discussions on the
subject. Nursing professionals can have an effective contribution,
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since the implementation of health promotion measures can
improve the lives of these individuals.

CONCLUSION/FINAL CONSIDERATIONS

The results showed that the caregivers of people with impaired
physical mobility are predominantly married, have a low level
of education and low purchasing power, are mostly first-degree
relatives and, in addition to caring, also perform domestic ac-
tivities. The minority engaged in physical activity, and the most
mentioned disease was hypertension.

QOL presented a correlation with some socio-demographic
variables. Factors such as income, number of people living in
the household and time of care, for example, exert a significant
influence over the QOL of these caregivers. The burden, which
was classified as moderate, was negatively correlated with the
QOL, that is, the higher the burden, the more impaired will be
the life of these caregivers.

Thus, the role of caregiver requires a range of physical skills
and psychological preparation to deal with routine activities
and adversities. So, maintaining a good QOL and reducing the
burden are challenges for this caregiver and for the health team,
specifically for nursing professions.
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