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Quality of life of family caregivers of patients under hemodialysis
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Abstract
Objective: To analyze the quality of life of family caregivers of patients under hemodialysis and the existence 
of an association with their sociodemographic and clinics characteristics.

Methods: This is a cross-sectional study conducted with 75 family caregivers in two hemodialysis centers. 
Caregivers’ quality of life was measured using the World Health Organization Quality of Life – BREF instrument, 
and its association with sociodemographic characteristics was assessed using the Kruskal-Wallis test 
(significance level equal to 5%).

Results: Most family caregivers were women (84%), spouses (41.3%), children (38.7%), housewives (38.7%) 
and had a family income of one to three minimum wages (85.4 %). The variable working outside the home 
had a positive influence on overall quality of life (p=0.014), psychological domains (p=0.009) and social 
relationships (p≤0.001). Being male (p=0.016), not having diseases (p=0.002) and not using medications 
(p=0.007) positively interfered with the physical domain. The absence of financial help from other people and/
or family members had a negative influence on the social relationships (p=0.050) and environment (p=0.001) 
domains. 

Conclusion: Male family caregivers, or those who work outside the home or receive financial help from other 
people and/or family members had better quality of life levels. On the other hand, clinical conditions such as 
using a drug or having diseases have negatively influenced quality of life levels.

Resumo
Objetivo: Analisar a qualidade de vida do cuidador familiar do paciente em hemodiálise e a existência de 
associação com suas características clínicas e sociodemográficas.

Métodos: Estudo transversal, realizado com 75 cuidadores familiares em dois centros de diálise. A qualidade 
de vida do cuidador foi medida por meio do instrumento World Health Organization Quality of Life – BREF, e 
sua associação com as características sociodemográficas foi avaliada pelo teste de Kruskal-Wallis (nível de 
significância igual a 5%).

Resultados: A maioria dos cuidadores familiares era mulher (84%), cônjuge (41,3%), filho (38,7%), do lar 
(38,7%) e possuía renda familiar de um a três salários mínimos (85,4%). A variável trabalhar fora de casa teve 
influência positiva na qualidade de vida geral (p=0,014), nos domínios psicológicos (p=0,009) e nas relações 
sociais (p≤0,001). Ser do sexo masculino (p=0,016), não ter doenças (p=0,002) e não usar medicamentos 
(p=0,007) interferiram positivamente no domínio físico. A ausência de ajuda financeira de outras pessoas e/
ou familiares influenciou de forma negativa nos domínios das relações sociais (p=0,050) e meio ambiente 
(p=0,001). 
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Introduction

The number of patients with end-stage chronic 
kidney disease associated with hemodialysis treat-
ment has increased more and more in Brazil. It is 
estimated that more than 130,000 people are on 
chronic hemodialysis, with hemodialysis being the 
method adopted for 92% of patients with end-stage 
renal disease.(1) Hemodialysis is a necessary proce-
dure for maintaining patients’ life, which depends 
on a machine to survive.(2,3) Chronic hemodialysis 
kidney disease can generate some type of sequel or 
deficiency, which results in different patient depen-
dence levels, in addition to family involvement in 
the care provided.(2,4)

In this regard, the care provided by a family 
member and the management of treatment of pa-
tients under hemodialysis imply responsibilities 
regarding dietary needs, clinical consultations, psy-
chosocial issues and trips to the hemodialysis clinic, 
in addition to frequent clinical changes that require 
skills and technical capacity from family caregiv-
ers.(5-7) It is noted that family caregivers actively 
involved in the care provided to patients are more 
likely to depressive symptoms, anxiety, fatigue, so-
cial isolation, relationship tensions, financial diffi-
culties and stress, generating their mental and phys-
ical illness, which affects family caregivers’ quality 
of life (QoL).(6,8-10)

Study indicate that the average QoL score of 
caregivers was at low levels and sociodemographic 

variables such as age, average hours of care and age 
of patients indirectly influenced QoL, while income 
and education level directly influenced caregivers’ 
QoL.(11) Another study reveals that, when assessing 
QoL perception by a group of caregivers, physical, 
spiritual and social aspects were not affected, while 
psychological aspects had a more negative percep-
tion on the part of these caregivers.(12)

However, the perception of caregivers’ QoL is 
little explored in the national and international lit-
erature considering the cultural context and values 
they experience, in addition to their own sociode-
mographic factors, which can also interfere nega-
tively or positively in their QoL.(9-14) Knowing the 
factors influencing QoL can more assertively direct 
intervention actions by health professionals.

This study aimed to analyze the QoL of family 
caregivers of patients under hemodialysis and the 
existence of an association with their sociodemo-
graphic characteristics and those related to care. 

Methods 

This is a cross-sectional study conducted with 75 
family caregivers of patients under hemodialysis at 
the hemodialysis outpatient clinics of Santa Casa and 
Hospital das Clínicas in the city of Belo Horizonte 
(MG), between September and December 2020. 
After searching the database of these outpatient 
clinics, 415 patients under hemodialysis were list-

Conclusão: O cuidador familiar do sexo masculino, ou que trabalha fora de casa ou recebe ajuda financeira de outras pessoas e/ou familiares apresentaram 
melhores níveis de qualidade de vida. Em contrapartida, as condições clínicas tais como fazer uso de algum medicamento ou ter doenças influenciaram de 
forma negativa nos níveis de qualidade de vida.

Resumen
Objetivo: Analizar la calidad de vida de los cuidadores familiares de pacientes en hemodiálisis y la existencia de asociación con las características demográficas y clínicas. 

Métodos: Estudio transversal, realizado con 75 cuidadores familiares en dos centros de diálisis. La calidad de vida de los cuidadores fue medida a través del 
instrumento World Health Organization Quality of Life – BREF, y su relación con las características sociodemográficas fue evaluada mediante la prueba de 
Kruskal-Wallis (nivel de significación igual a 5 %).

Resultados: La mayoría de los cuidadores familiares era mujer (84 %), cónyuge (41,3 %), hijo (38,7 %), del hogar (38,7 %) y poseía ingresos familiares de 
uno a tres salarios mínimos (85,4 %). La variable trabajar fuera de casa tuvo influencia positiva en la calidad de vida general (p=0,014), en los dominios 
psicológicos (p=0,009) y en las relaciones sociales (p≤0,001). Ser de sexo masculino (p=0,016), no tener enfermedades (p=0,002) y no usar medicamentos 
(p=0,007) interfirieron positivamente en el dominio físico. La ausencia de ayuda financiera de otras personas o familiares influyó de manera negativa en los 
dominios de las relaciones sociales (p=0,050) y del medio ambiente (p=0,001). 

Conclusión: Los cuidadores familiares de sexo masculino, o que trabajan fuera de casa o reciben ayuda financiera de otras personas o familiares presentaron 
mejores niveles de calidad de vida. En contraste, las condiciones clínicas, tales como hacer uso de algún medicamento o padecer enfermedades, influyeron 
de forma negativa en los niveles de calidad de vida.
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ed. Figure 1 describes how eligible caregivers were 
identified from database search. The researcher 
used an interview script to help identify, among the 
306 patients who answered the first call, those who 
needed a family caregiver to help with day-to-day 
activities. Family caregivers of a patient under he-
modialysis, with at least 3 months as a caregiver, 
aged over 18 years and residing in the same house-
hold as patients, were included. Family caregivers 
presenting inability to communicate or difficulty in 
responding to the questionnaire were excluded. The 
second call has already been applied to the survey 
questionnaires. Considering the participant gather-
ing method, the sample is of convenience.

Considering comparisons of two groups regard-
ing the study response variables (QoL levels) via 
non-parametric tests, a minimum power of 75%, 
significance level of 5% and an effect size of 0.50, 
each comparison group must have at least 38 in-
dividuals, totaling a minimum sample size of 76 
individuals. The calculations were done in GPower 
version 3.1.9.7. 

The instrument for collecting sociodemographic 
data was divided into two questionnaires. The first, 
with questions regarding the profile of each patient 
under hemodialysis, contained the variables age, 

gender, marital status, occupation, education, time 
under hemodialysis and time since diagnosis of type 
2 diabetes mellitus. The second questionnaire had 
questions regarding each caregiver’s profile (age, 
kinship, sex, marital status, occupation, education 
level, family income), caregiver behavioral data 
considering the care provided (time who took care 
of a person under hemodialysis, how many hours 
were dedicated to caring, how many times a week 
a person underwent hemodialysis, if they received 
help from other people and/or family members) 
and caregivers’ clinical characteristics (if they had 
any disease, if they used any medication and how 
many times they had sought the physician in the 
last 12 months).

To measure QoL levels, the World Health 
Organization Quality of Life (BREF) (WHOQOL-
BREF) was used, consisting of 26 questions, two 
questions on overall QoL and health: How would 
you assess your QoL? How satisfied are you with 
your health? The remaining 24 questions represent-
ed each of the 24 facets that made up the original 
instrument and were distributed as follows: physi-
cal domain (seven questions), psychological domain 
(six questions), social relationships domain (three 
questions) and environment domain (eight ques-

September 2020 
Consultation in medical records of the 
Hospital das Clínicas and Santa Casa

415 patients under hemodialysis 
were found

No

No

No

Yes

Yes

Yes1st phone call

Septem
ber and

 October 2020 
Novem

ber and 
Decem

ber 2020

2nd phone call

A total of 109 patients did not answer the call or 
phone number did not exist or was wrong.

21 caregivers did not answer the 
second call or changed caregivers or

 dropped out or died

210 patients were ineligible, because either they 
were independent or were partially 
dependent, but without a caregiver

 or were transplanted, or changed clinics or 
refused or died or met the exclusion criteria.

306 patients under hemodialysis 
were selected

96 patients with eligible 
caregivers were selected 

75 eligible caregivers were 
selected (�nal sample)

Figure 1. Flowchart of family caregiver gathering for research
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tions). Response options were based on the five-
point Likert scale, ranging from “very bad” (1) to 
“very good” (5); from “very dissatisfied” (1) to “very 
satisfied” (5); from “not at all” (1) to “very possible” 
(5); and from “never” (1) to “forever” (5). The score 
of questions three, four and 26 should be reversed, 
i.e., the lowest score was considered the best answer. 
The domains’ scores range from seven to 35 points 
for the physical domain, between six and 30 points 
for the psychological domain, between three and 15 
points for social relationships, and between eight 
and 45 points for the environment domain. The to-
tal WHOQOL-BREF varies between 26 and 130 
points, adding the results of the domains with the 
two independent questions about QoL and overall 
health perception. For questions one and two, about 
overall perception of QoL and health, respectively, 
analysis of results was based on the following values: 
needs improvement (from 1 to 2.9); fair (3 to 3.9); 
good (4 to 4.9); and very good (5). A higher score 
indicates better QoL. Regarding the application of 
the WHOQOL-BREF, Brazilian version, internal 
consistency was assessed by Cronbach’s alpha coeffi-
cient, obtaining 0.77 for the domains, 0.91 for the 
26 questions, 0.84 for the physical domain, 0.79 
for the psychological domain, 0.69 for the social re-
lationships domain and 0.71 for the environment 
domain.(15) 

The instruments were applied by Google Form, 
via telephone call, in a reserved place and taking into 
account the confidentiality of interviewees’ answers. 

To assess the internal consistency of WHOQOL-
BREF results, Cronbach’s alpha coefficient (α) was 
used. Alpha values between 0.70 and 0.95 indicate 
acceptable internal consistency,(16) although some 
authors indicate that values above 0.60 are still 
considered acceptable.(17) To compare groups with 
respect to QoL levels in each domain, the Kruskal-
Wallis test was used. All analyses used a 95% confi-
dence level for interval estimates and a significance 
level of 5% for hypothesis tests. 

In relation to research biases, a possible source 
of bias would be to select occasional caregivers, 
who, because they do not have a very close bond 
with patients, could have a lower burden. However, 
the inclusion criterion tried to control this bias, as 

caregivers should have been performing this role for 
3 months or more and should reside in the same 
household as the patient.

As for the aspect of dependence of analysis meth-
ods on assumptions about the probability data dis-
tribution, we chose to use nonparametric hypothesis 
testing in the comparison of groups because some 
groups were small in size to allow an adequate assess-
ment of assumptions about data distribution. 

The collected data were analyzed in the R statis-
tical programming environment.

This study complied with the ethical standards 
in research involving Human Beings expressed in 
Resolution 466/2012 of the Ministry of Health,(18) 
being approved by the Research Ethics Committees 
of Hospital das Clínicas, through Protocol 
3,797,321/2020 (CAAE (Certificado de Apresentação 
para Apreciação Ética - Certificate of Presentation for 
Ethical Consideration) 15772719.2.0000.5149), 
and Santa Casa de Misericórdia-BH, by Protocol 
4,189,289/2020 (CAAE 15772719.2.3001.5138). 
Participants were informed about the study and its 
confidentiality. After acceptance, all informed the 
Informed Consent Form (ICF).

Results

Seventy-five family caregivers participated in the 
study. Regarding the sociodemographic characteris-
tics of patients under hemodialysis, most were male 
(43; 57.3%). The mean age was 61 years (standard 
deviation of 17.0), 38 (50.7%) were married and 
most were retired (55; 73.3%). About education, 
26 (34.7%) studied up to elementary school, 18 
(24.0%) completed high school and 7 (9.3%) did 
not know how to inform it. More than half (42; 
56%) had been on hemodialysis for more than 5 
years. The presence of other comorbidities was also 
verified: 86.7% had systemic arterial hypertension; 
48% had diabetes mellitus; 34.7% reported hav-
ing glomerulonephritis; and 48% had some other 
comorbidity. Of the participants, 28 (37.3%) had 
been diagnosed with diabetes for more than 10 
years. Table 1 shows family caregivers’ sociodemo-
graphic characteristics. 



5Acta Paul Enferm. 2023; 36:eAPE00372.

Jardim VR, Reis IA, Amaral SV, Torres HC

or more. Cronbach’s alpha coefficient for the 26 
questions was 0.90 and, considering the domains 
separately, it was 0.83 for the physical domain, 
0.71 for the psychological domain, 0.64 for the 
social relationships domain and 0.70 for the en-
vironment domain, showing acceptable internal 
consistency. The social relationships domain had 
only three questions, which may justify its lower 
alpha value than the other domains. The mean 
and standard deviation of caregivers’ overall per-
ception of QoL and health was 3.3 ± 1 points. 
The mean QoL score in the physical domain was 
24.5, in the psychological domain, 20.6, in the 
environment domain, 25.2, and in the social re-
lationships domain, 10.7. 

There was a positive and significant relation-
ship between the variable working outside the 
home and caregivers’ overall QoL (p=0.014), the 
psychological (p=0.009) and social relationships 
domains (p<0.001). Males showed a positive in-
fluence on the physical domain (p=0.016). The 
variable receives financial help from another 
person/family member showed a positive rela-
tionship with the social relationships (p=0.050) 
and the environment (p=0.001) domains. The 
variables present disease and use of medications 
had a negative and significant influence on the 
physical domain, with p=0.002 and p=0.007, re-
spectively (Table 2). As for presence of diabetes 
mellitus, systemic arterial hypertension and glo-
merulonephritis in patients, no significant asso-
ciation was found between these variables and 
QoL and overall health perception, nor with the 
WHOQOL-BREF domains. Regarding the oth-
er variables, no statistically significant association 
was found with caregivers’ QoL levels, so these 
variables were not presented in Table 2.

Discussion

The present study aimed to analyze the sociodemo-
graphic characteristics of family caregivers and their 
influence on the perception of individuals’ well-be-
ing, considering the physical, psychological, social 
relationships and environment in which they are in-

Table 1. Description of family caregivers’ sociodemographic 
characteristics (n=75)
Variables Family caregiver

Age, years 50.0±13.7

Kinship

Spouse 31(41.3)

Child > 18 years old 29(38.7)

Sibling 4(5.3)

Grandson/granddaughter 1(1.3)

Son in law/daughter in law 3(4.0)

Parent 7(9.3)

Sex

Female 63(84.0)

Male 12(16.0)

Marital status

Married 42(56.0)

Single 17(22.7)

Widow 2(2.7)

Stable union 8(10.7)

Divorced 6(8.0)

Occupation

Employed 8(10.7)

Unemployed 18(24.0)

Retired 13(17.3)

Housewife/househusband 29(38.7)

Self-employed 7(9.3)

Care benefit (LOAS) -(-)

Pensioner -(-)

Education

Illiterate 2(2.7)

Elementary school up to 4 years 14(18.7)

Elementary school 5 to 8 years 23(30.7)

High school 27(36.0)

Higher education 9(12.0)

Not informed -(-)

Family income, minimum wage

Less than 1 2(2.7)

1-2 35(46.7)

2-3 29(38.7)

3-4 6(8.0)

More than 4 3(4.0)

Results expressed as ± standard deviation or n (%); Minimum wage in force in 2020: (about US$190.00); 
LOAS: Organic Law of Social Assistance

As for the behavioral characteristics of fam-
ily caregivers in the face of the care provided, 
41 (54.7%) cared for more than 5 years, and 
17 (22.7%), for 3 to 4 years, and 50 (66.6%) 
dedicated more than 8 hours a day to care for 
patients under hemodialysis. Most of the 63 
caregivers (84%) had no financial aid from an-
other person or family member; 49 (65.3%) had 
a chronic disease; 46 (61.3%) were using some 
medication; 20 (26.7%) had looked for a phy-
sician in the last 12 months at least once, and 
the same number looked for two to three times 
and 17 (22.7%) looked for a physician four times 
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serted. The findings corroborate the literature and 
show changes in QoL levels, being more noticeable 
in the domains that encompass physical, mental, 
emotional and social health.(19-23) 

The analysis of sociodemographic variables 
showed that, for patients under hemodialysis, the 
mean age was 61 years. Most of them were male, 
married, retired, with an education level of up to 8 
years of study, undergoing hemodialysis for more 
than 5 years and had comorbidities (systemic arteri-
al hypertension and diabetes mellitus). These find-
ings corroborate several studies.(1,24,25) 

The sociodemographic profile of family care-
givers found in the study showed that the ma-
jority were female. The most frequent kinship 
degrees were those of wife and daughter. It is 
known that both, wife and daughter, are the ones 
who care the most due to closer blood ties and 
the greater degree of commitment.(23,12,26) As for 
the level of education, 36% of caregivers com-
pleted high school (12 years of study), corrobo-
rating a study developed in the United States.(9) 
Most family caregivers were unemployed or were 
housewives (housewives). Family income was be-
tween one and three minimum wages, most of 
which was represented by the income of patients 
under hemodialysis (64 of the 75 patients partic-
ipating in the research received a salary through 

some social transfer: pension, retirement or social 
benefits). A study shows that more than 80% of 
family caregivers have low to medium economic 
status. Added to this reality, the act of caring gen-
erates financial burdens and some caregivers still 
have another dependent entity in need of care.(26) 

Considering the sociodemographic characteris-
tics of sex and family income, women with low fam-
ily income were observed taking care, in addition to 
patients, of other entities under their responsibility. 
This reality presents a vulnerable individual, who 
suffers socioeconomic losses to perform the role of 
caregivers. In European Union countries, as well as 
in Canada, informal/family caregivers are seen as 
a vital element of the health system in the care of 
dependent people and their rights are recognized 
through policies that range from financial support 
and flexible working hours to technological inno-
vations that improve competence and the ability 
to care.(27) In Brazil, there seems to be no social se-
curity policy or social support that includes family 
caregivers.

The mean score of caregivers’ overall perception 
of QoL was moderate. For caregivers interviewed in 
this study, the variable receiving financial help from 
other people and/or family members had a positive 
impact on the social relationship and environment 
domains. This finding reinforces the importance 

Table 2. Assessment of the association between sociodemographic variables of family caregivers and the WHOQOL-BREF domains 
that presented statistically significant values in at least one of the domains (n=75)

Variables/categories
Physical domain
(7 to 35 points)

Psychological domain
(6 to 30 points)

Social relationships
(3 to 15 points)

Environment
(8 to 45 points)

n Mean SE p-value* Mean SE p-value* Mean SE p-value* Mean SE p-value*

Sex

Female 63 23.9 0.7 0.016† 20.3 0.5 0.252 10.8 0.3 0.437 24.9 0.6 0.153

Male 12 28 1.3 22 0.9 10.2 0.6 27 0.9

Occupation

Work outside home 15 27.1 1.4 0.066 22.9 0.8 0.009† 12.5 0.4 <0.001† 27.1 1.3 0.122

Do not work outside home 60 23.9 0.7 20 0.5 10.2 0.3 24.7 0.6

Caregiver behavioral data considering the care provided

Do they receive financial help from other people 
and/or family members?

Yes 12 26.2 1.2 0.224 22.3 0.8 0.126 11.8 0.5 0.050† 28.7 0.7 0.001*

No 63 24.2 0.7 20.3 0.5 10.5 0.3 24.5 0.6

Have any disease

Yes 49 23.2 0.7 0.002† 20.3 0.5 0.209 10.6 0.3 0.488 25.6 0.6 0.243

No 26 27.1 1 21.2 0.9 10.9 0.4 24.5 0.9

Do they use a drug for chronic use?

Yes 46 23.3 0.7 0.007† 20.5 0.6 0.654 10.8 0.3 0.825 25.8 0.6 0.131

No 29 26.6 1.1 20.7 0.9 10.5 0.5 24.2 0.9

SE: standard error; Minimum wage in force in 2020: R$ 1,045.00 (about US$190.00); *Kruskal-Wallis test; †values with statistical relevance
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of financial support for caregivers’ safety, directly 
reflecting on their QoL. This direct relationship 
between the economic situation and cultural de-
velopment at the level of family caregivers’ QoL 
has been described in other studies.(11,24) Caregivers 
who work outside the home showed better results 
in overall QoL and in the psychological and social 
relationships domains, which may be related to the 
desire to maintain goals, expectations and position 
in life.(13) Studies show lower QoL levels in caregiv-
ers who work outside the home, whose care routine 
affects work commitments, causing delays, requests 
for time off, changes in work hours.(9,26) 

When analyzing sex and the impact of this 
variable on family caregivers’ QoL, males had a 
positive influence in the physical domain, giving 
higher values of QoL in relation to females. A 
study developed in Iran found no influence of 
sex on caregivers’ level of QoL; however, others 
found males to be a factor related to the decrease 
in physical health.(11,20) It is important to em-
phasize that QoL perception by individuals can 
present a significant difference, according to their 
individual characteristics, such as sex, age, educa-
tion level, occupation and income.(28) 

Regarding caregivers’ health condition, more 
than half had some chronic disease and were on 
continuous medication. Such variables had a 
negative influence on QoL levels of family care-
givers in terms of the physical domain. A study 
developed in India showed that the presence of 
chronic diseases influenced the mean overall and 
physical health.(28) A study in Brazil showed that 
half of family caregivers reported having some 
health treatment, reporting the presence of var-
ious chronic diseases (hypertension, diabetes, 
asthma, depression, etc.) with pain complaint 
present in more than half of interviewees, requir-
ing medication use in some cases.(29) 

Chronic conditions, such as systemic arterial 
hypertension, type 2 diabetes mellitus, and glomer-
ulonephritis, are the main causes of chronic kidney 
disease;(1) however, in this study, they did not influ-
ence caregivers’ QoL. 

Sociodemographic and behavioral character-
istics can affect caregivers’ QoL, such as finan-

cial status, physical health and working condi-
tions and which, when confronted with social 
determinants, evidenced the vulnerability of 
these caregivers with a high risk of illness, both 
physical and mental.(30) Studies have detected 
the presence of signs of depression in 30% of 
family caregivers of older patients, in addition 
to being more likely to have psychopathology, 
attend medical appointments more frequently, 
and have worse health conditions than the gen-
eral population.(29,31) 

The limitations of the results of this research 
are related to its cross-sectional design, which 
does not allow establishing an association be-
tween cause and effect. Moreover, carrying out 
convenience sampling, due to the restricted ac-
cess to the population of family caregivers due to 
the pandemic moment, may limit the extension 
of the results to the family caregivers’ universe. 
However, the results found were supported by 
international and national literature. These re-
sults mostly corroborate findings from different 
regions of the world, exposing a real problem that 
is increasingly evident in the entire population, 
which is the increase in individuals with chronic 
kidney disease under hemodialysis who become 
dependent on the care of another person, espe-
cially their family members. 

 Identifying factors that influence of family 
caregivers’ QoL can contribute to the implemen-
tation of coping strategies to improve the well-be-
ing of family caregivers of patients under hemo-
dialysis, in addition to the recognition, through 
public policies, of improving competence and 
ability to care.

Conclusion

The present study showed that male family care-
givers, or those who work outside the home or re-
ceive financial help from other people and/or fam-
ily members, had better QoL levels. On the other 
hand, family caregivers’ clinical conditions, such as 
taking medication or having diseases, had a negative 
influence on QoL levels. 
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