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Resumo

Introducdo. A doenca renal crénica (DRC) apresenta alta incidéncia, prevaléncia e
morbimortalidade na populacdo mundial, impactando negativamente nos aspectos
biopsicossociais dos pacientes e cuidadores familiares. Objetivo. Avaliar a associagdo entre a
salide mental de cuidadores e pacientes com DRC em terapia dialitica. Método. Estudo de
coorte prospectivo, a amostra incluiu pacientes com DRC em dialise no Hospital Universitario
da Universidade Federal de Juiz de Fora (UFJF) e seus cuidadores familiares no periodo de
2015 a 2019. Os instrumentos utilizados para coleta de dados foram um questionario
sociodemografico (dados retirados dos prontuarios), a Escala de Percepcao de Suporte Social
(EPSS), a Escala Hospitalar de Ansiedade e Depressao (HADS), o Inventario de Sintomas de
Estresse de Lipp (LISS), os Questionario de Qualidade de Vida SF-36 (SF-36), o Pictograma
de Fadiga. Resultados. A maioria dos pacientes estava em hemodialise hd mais de 4 anos e
era do sexo feminino, de meia-idade e negra. A maioria dos cuidadores era do sexo feminino,
de meia-idade e branca. Os participantes de ambos os grupos eram predominantemente
casados e com baixa escolaridade. Os niveis gerais de salde mental e qualidade de vida (QV)
foram semelhantes entre pacientes e cuidadores. Conclusdo. A salde mental dos pacientes
e seus cuidadores familiares foi afetada de forma semelhante e negativa pela DRC; portanto,
o tratamento e as medidas interdisciplinares de atencdo a saude mental sdo urgentes para
essa populagao.

Unitermos. Doenca renal cronica; Saude mental; Qualidade de vida; Cuidadores familiares

Abstract

Introduction. Chronic kidney disease (CKD) has a high incidence, prevalence and morbidity
and mortality among the world population, negatively impacting the biopsychosocial aspects
of patients and family caregivers. Objective. To evaluate the association between the mental
health of caregivers and CKD patients on dialysis. Method. A prospective cohort study, the
sample included patients with CKD on dialysis at the University Hospital of the Federal
University of Juiz de Fora (UFJF) and their family caregivers from 2015 to 2019. The
instruments used for data collection were a sociodemographic questionnaire, the Perceived
Social Support Scale (EPSS), the Hospital Anxiety and Depression Scale (HADS), the Lipp
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Stress Symptom Inventory (LISS), the SF-36 Quality of Life Questionnaire (SF-36), the Fatigue
Pictogram. Results. Most patients were on haemodialysis for more than 4 years and were
female, middle-aged, and black. Most caregivers were female, middle-aged and white. The
participants in both groups predominantly married people with low levels of education. The
general levels of mental health and quality of life (QoL) between patients and caregivers were
similar. Conclusion. The mental health of patients and their family caregivers was similarly
and negatively affected by CKD; therefore, treatment and interdisciplinary mental health care
measures are urgent for this population.

Keywords. Chronic kidney disease; Mental health; Quality of life; Family caregivers

Resumen

Introduccion. La enfermedad renal crénica (ERC) presenta una alta incidencia, prevalencia y
morbimortalidad entre la poblacion mundial, impactando negativamente en los aspectos
biopsicosociales de los pacientes y familiares cuidadores. Objetivo. Evaluar la asociacién entre
la salud mental de los cuidadores y los pacientes con ERC. Método. Estudio de cohorte
prospectivo, la muestra incluyé pacientes con ERC en dialisis en el Hospital Universitario de la
Universidad Federal de Juiz de Fora (UFJF) y sus cuidadores familiares de 2015 a 2019. Los
instrumentos utilizados para la recoleccion de datos fueron un cuestionario sociodemografico,
la Escala de Apoyo Social Percibido (EPSS), la Escala de Ansiedad y Depresion Hospitalaria
(HADS), el Inventario de Sintomas de Estrés de Lipp (LISS), el Cuestionario de Calidad de Vida
SF-36 (SF-36), el Pictograma de Fatiga. Resultados. La mayoria de los pacientes llevaban
mas de 4 afios en hemodialisis y eran mujeres, de mediana edad y de raza negra. La mayoria
de los cuidadores eran mujeres, de mediana edad y blancas. Los participantes en ambos os
grupos son predominantemente personas casadas con bajos niveles de educacion. Los niveles
generales de salud mental y calidad de vida (QoL) entre pacientes y cuidadores fueron
similares. Conclusién. La salud mental de los pacientes y sus familiares cuidadores se vio
afectada de manera similar y negativa por la ERC; por lo tanto, el tratamiento y las medidas
interdisciplinarias de atencion en salud mental son urgentes para esta poblacion.

Palabras clave. Enfermedad renal crdnica; Salud mental; Calidad de vida; Cuidadores
familiares
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INTRODUCTION

Chronic kidney disease (CKD), which consists of
progressive and irreversible damage to the kidneys?!, is
currently considered a global public health challenge?* due
to its high incidence and prevalence>® and the high financial
cost of renal replacement therapies (RRTs), especially for
public health systems’. In addition to costs, there is a human
burden, as CKD is associated with high levels of morbidity,

mortality and chronic disability®?°.
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CKD in the predialysis phase, especially when there is a
need for RRT, causes significant changes in the lives of
patients, for example, changes in eating patterns because of
dietary restrictions, especially water restrictions. Physical
capacity is limited, and very often, it is impossible for
patients to maintain their work activities. Disruptions in
relationships and reductions in social bonds are also
commoni?, In this context, the impacts on the mental health
and quality of life (QoL)!!"* of patients who present
depressive!>??, anxiety???2, and stress?*®> symptoms and
physical and mental manifestations, for example, fatigue?*
26 is notable. Clinical complications may also occur during
treatment, and these complications are related to worse QoL
and mental health conditions?’.

Patients with CKD, especially those with greater
limitations, require assistance in treatment and activities of
daily living, and for these patients, there is usually a family
member who assumes the role of caregiver?®, i.e.,
responsible for providing care and directly involved in the
CKD treatment or daily activities of the patient. Caregivers
also suffer from various impacts on mental health?°:39-33, and
among this group, high levels of anxiety, depression343’, and
stress and reductions in QoL are observed38. The overlapping
responsibilities of caregivers, who often add the care
provided to the patient to their daily life and work routine,
can lead to overload and symptoms of fatigue and can have
impacts on the ability to perform daily activities. In addition,

the various aspects of caregivers’ mental health may worsen
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over time and with the increase in the intensity of care
provided3°,

CKD has a substantial impact on the mental health of
patients and their caregivers, leading to the need for social
support and comprehensive care for patients and caregivers
so that researchers and clinicians can understand these
various impacts and design strategies to improve the QoL of
these patients*®. To our knowledge, there has been no
evaluation of this complex context with regard to patients
with CKD, but there have been studies that separately
investigate aspects of mental health*'*°. The objective of
evaluating the association between the mental health of

caregivers and CKD patients on dialysis.

METHOD
Sample

This prospective cohort study was conducted at
University Hospital of the Federal University of Juiz de Fora
(HU/CAS - UFJF) in the city of Juiz de Fora during the period
from 2015 to 2019. The RRT service of HU/UFJF follows the
norms of Federal Collegiate Directive Resolution (RDC)
number 11 of 2014, providing treatment through a
multidisciplinary team of physicians, nurses, social workers,
nutritionists and psychologists. As such, patients received
psychological interventions, if needed, during the follow-up.
The study design was observational, and no interventions

other than those considered routine were performed.
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The inclusion criteria were: aged over 18 years, of both
sexes, and patients with CKD with a family caregiver, who
had been on RRT for at least six months and who agreed to
participate in the study by signing an informed consent form
(ICF). Caregivers named by the patients were included. The
noninclusion criteria were individuals who demonstrated
difficulty in understanding the questionnaires and individuals
whose medical records indicated severe cognitive
impairment.

The study was reviewed by the Research Ethics
Committee (CEP) of HU/UFJF and initiated after its approval
under number 2,592,113, following the precepts of
Resolution 196 of 1996 (MS, CNS 196/96).

Procedure
Variables analysed

The following patient-related variables were analysed:
sociodemographic data (age, sex, race (self-declaration),
income, education, marital status (according to IBGE) and
religion). The following clinical data were analysed: CKD
aetiology, comorbidities. These data were obtained from the
medical records of the included patients.

The following caregiver-related data were analysed:
sociodemographic data (age, sex, race (self-declaration),
income, education, marital status (according to IBGE) and
religion).

Psychological variables were analysed. The variables

associated with the psychological assessment applied to
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caregivers and patients are presented in Table 1. The
surveys were administered to patients on haemodialysis
(HD) during dialysis sessions. For patients treated with
peritoneal dialysis (PD), the surveys were administered at
the PD outpatient clinic when each patient arrived for their
medical appointments. For caregivers, interviews took place
at the outpatient clinic during patient consultations or when
sitting in the waiting room.

Sociodemographic, clinical and psychological variables
data were collected at baseline (TO) and four years later (T1)
and clinical outcomes, death and loss to follow-up were
collected at T1.

Table 1. Descriptive list of the psychological instruments used in this study.

Instrument Characteristics Recommended
responsible

Sociodemographic questionnaire Semistructured interview composed of questions Psychologist, non-
about social and demographic aspects of the anonymous
participant (prepared by the research team) instrument.

Hospital Anxiety and Depression Scale (HADS) 14-item scale (7 for HADS-A and 7 for HADS-D) used Psychologist, non-
to assess the presence of symptoms of anxiety and anonymous
depression, scored using a Likert scale. Each item is instrument.

scored from zero to three. The maximum score is 21
points for each scale. The cut-off point for the
presence of symptoms is a score >95°,

Perceived Social Support Scale (PSSS) 29-item instrument that evaluates the social support Psychologist, non-
perceived by the respondent; each item is scored anonymous
from 1 to 4. The scale evaluates social support in two instrument.
dimensions: practical and emotional®!.
Fatigue Pictogram Illustrated instrument for evaluating fatigue; two sets Psychologist, non-
of figures are used to evaluate the intensity and anonymous
impact of fatigue in usual activities. Two questions instrument.

and figures are presented on an ordinal scale with
five graduated and captioned illustrations that assess
the intensity and impact of fatigue. This evaluation
does not have a cut-off point for the diagnosis or
classification of fatigue intensity, as it is easier for
participants to interpret and provides information that
can be interpreted in an ordinal way®2.

Lipp Stress Symptom Inventory (LSI) A self-report instrument to identify the presence of Psychologist,
stress symptoms, the type of symptoms (somatic or anonymous
psychological predominance) and the stage instrument.

(alertness, resistance, near exhaustion and
exhaustion)>3.

Quality of Life Questionnaire (SF-36) Short version of the Medical Outcomes Trust Psychologist, non-
questionnaire that assesses various domains of QoL. anonymous
Scores range from 0 to 100, with scores closer to instrument.

zero indicating poorer quality of life and scores closer
to 100 indicating better quality of life>4.
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Statistical analysis

The sociodemographic data and questionnaire data are
presented as the meanxstandard deviation, median
(interquartile range), percentage or frequency on the basis
of the characteristics of the data. Subsequently, patients who
were still being followed up and those who died were
separated into two groups, and depression, quality of life,
stress and fatigue and the clinical and laboratory variables of
the patients at TO were compared between the groups using
paired Student's t test, the Wilcoxon test or the chi-square
test. Sequently, these same variables were compared
between TO and T1 for patients, between TO and T1 for
caregivers and between patients and caregivers at T1. A
confidence interval of 95% was considered. The statistical

software SPSS 17.0 was used for all analyses.

RESULTS

Convenience sampling was used to recruit patients
receiving treatment at the RRT service of UH/UFJF. Over
three shifts, patients were approached randomly and
individually during treatment or while waiting for RRT and
offered the opportunity to participate in the study. Figure 1

shows the study flowchart.
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Figure 1. Study flowchart at TO and T1.

N=64 N=6§
30 = patients
34= caregivers

30 = patients
34 = caregivers

Exclusion of patients
5 - did not have a caregiver
4 - caregiver refused

Exclusion of caregivers Exclusion of patients Exclusion of caregivers
13 - patient refused 7 - death 4 - refusal for personal reasons

N=31
14 = patients
17 = caregivers

N=42
21 = patients
21 = caregivers

The sociodemographic and clinical data of patients and
caregivers (Table 2) indicated that most participants, both
patients and caregivers, were female and middle-aged; the
majority of patients were black, and the majority of
caregivers were white (self-declaration); both groups had
low education levels, with most participants having
incomplete elementary school education and being married;
the majority of patients were retired due to disability or were
away from work with benefits; most caregivers maintained
full-time and part-time work activities; the most prevalent
comorbidity was systemic arterial hypertension (SAH),
followed by diabetes mellitus (DM), and the most frequent
cause of CKD was hypertensive nephrosclerosis; most
patients were on HD for approximately 4 years; and all

caregivers were family members.
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Table 2. Sociodemographic and clinical data of the study population at TO and T1.

Patient TO Caregiver TO Patient T1 Caregiver T1

(N total=21) (N total=21) (N total=14) (N total=17)
Female sex (%) 57.1 76.2 50 70.5
Age in years (meanSD) 58.86+14.37 47.86+15.20 54.71+15.96 50.82+14.88
Race/Colour (%) 38.1 47.6 35.7 58.8
White 47.6 28.6 50.0 23.5
Black 14.3 23.8 14.3 17.6
Brown
Education (%)
Illiterate 9.5 0.0 0.0 0.0
Literate 4.8 0.0 7.1 0.0
Incomplete elementary school 52.4 38.1 42.8 41.1
1st degree complete 0.0 14.3 0.0 17.6
Incomplete high school 4.8 0.0 7.1 0.0
High school complete 19.0 33.3 28.5 29.4
3rd degree incomplete 0.0 0.0 0.0 0.0
3rd degree complete 9.5 14.3 14.2 11.7
Marital status (%)
Single 23.8 19.0 21.4 17.6
Married/Stable union 47.6 80.9 42.8 82.3
Divorced 4.8 0.0 7.1 0.0
Widower 23.8 0.0 28.5 0.0
Working period (%)
Part-time 31.6 15.8 0.0 5.88
Full-time 7.14 41.17
Retired with benefits Retired due 15.8 5.3 42.85 17.64
to length of service 47.4 15.8 21.42 11.76
Retired due to age 0.0 5.3 14.28 5.88
Retired due to disability 5.3 57.9 0.0 5.88
Aetiology of CKD (%)
Hypertensive nephrosclerosis 52.4 Does not apply 50.0 Does not apply
Diabetic kidney disease 23.8 7.1
Polycystic kidney disease 4.7 7.1
Glomerulonephritis 9.5 28.5
Other 9.6 7.1
Comorbidities (%)
Systemic arterial hypertension 100 Does not apply 100 Does not apply
Diabetes mellitus 66.7 71.4
Peripheral vascular disease 9.5 71.4
Stroke 9.5 7.14
Heart disease 14.3 7.14
Type of treatment (%)
Haemodialysis 66.7 Does not apply 78.57 Does not apply
Peritoneal dialysis 33.3 21.42
Duration of treatment in vyears 4.57+4.49 Does not apply 3.2+6.2 Does not apply
(meanxSD)

At the second timepoint (T1), data related to religiosity
were collected, and most patients declared that they were
Catholic (71.4%, n=10), followed by Jehovah's Witnhesses
(14.2%, n=2), and evangelical (7.1%, n=1). Most caregivers
declared that they were Catholic (52.9%, n=9), followed by
evangelical (29.4%, n=5) and Jehovah's Withesses (5.8%,
n=1).
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As seen in Table 3, when comparing TO vs. T1 for the
patients, there was a decrease in anxiety (p=0.028) and
psychological symptoms of stress (0.001), and a tendency
towards improvements in social aspects within the QoL score
(p=0.08).

Table 3. Comparison of anxiety and depression, fatigue, stress and quality of life
between patients at TO (n=21) vs. T1 (n=14).

Scales Mean+SD (TO) Mean+SD (T1) p
Hospital anxiety scale

7.42+5.35 5.14+4.38 0.028
Hospital depression scale

6.76x£4.79 4.92+4.95 0.210
Practical social support 3.3241.01 3.4240.73 0.346
Emotional social support 3.35+1.30 3.50+0.80 0.508
How tired have you felt in the last week? 2.90+1.26 2.64+1.49 0.564
How much does the feeling of tiredness prevent you 2.90+1.22 2.93+1.54 0.750
from doing what you want to do? ' ' ' '
Stress phases 1.25+1.13 0.75+1.01 0.082
Physical symptoms 1.80+0.92 1.42+1.20 0.145
Psychological symptoms 2.38+1.02 0.95+1.02 0.001
Functional capacity 53.09426.52 52.50433.49 0.361
Limited by physical aspects 33.334+36.51 42.85+45.39 0.607
Pain 48.66+30.44 52.3530.52 0.665
General health status 51.00+26.85 54.78427.96 0.362
Vitality 58.80+28.36 56.42425.37 0.413
Social aspects 60.71%32.42 72.32434.38 0.080
Limited by emotional aspects 41.26+40.69 42.85+51.35 0.891
Mental health 66.47+25.18 58.28+24.03 0.193
Physical domain 36.36+8.96 39.04 +9.80 0.551
Mental domain 45.65+12.07 44.31 +£13.18 0.638

Regarding caregivers (Table 4), when comparing TO vs.
T1, there was a decrease in anxiety (p=0.017), a trend
towards an increase in emotional social support (p=0.08), a

decrease in physical (p=0.051), and psychological stress
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(p=0.02) and a tendency towards an increase in vitality
within the QoL score (p=0.093).

In Figures 2 and 3, after four years of follow-up (T1),
patients and caregivers presented very similar scores

without significant differences.

Table 4. Comparison of anxiety and depression, fatigue, stress and quality of life
between caregivers at TO (n=21) vs. T1 (n=17).

Scales MeanxSD (TO) MeanxSD p
(T1)

Hospital anxiety scale 8.71+3.84 7.52+4.44 0.017
Hospital depression scale 6.23+4.41 5.52+3.87 0.242
Practical social support 2.98+0.86 3.11+£ 0.72 0.909
Emotional social support

3.00+0.72 3.28+ 0.83 0.087
How tired have you felt in the last week?

2.95+1.32 2.82+1.01 0.566
How much does the feeling of tiredness prevent you from
doing what you want to do?

2.52+1.25 2.59+1.32 0.951
Stress phases 1.40+1.01 0.96+1.06 0.122
Physical symptoms 1.90+0.99 1.33+£0.91 0.051
Psychological symptoms 2.04+0.74 1.23+1.13 0.028
Functional capacity 74.52426.64 69.70+29.39 0.850
Limited by physical aspects 64.28+38.28 57.35+46.57 0.917
Pain 56.95+24.93 63.68+26.97 0.220
General health status 63.47+26.75 65.81+29.82 0.363
Vitality 44.52+27.29 54.41+18.69 0.093
Social aspects 63.69+32.33 60.29+31.01 0.968
Limited by emotional aspects

55.55+45.13 58.82+47.91 0.402

Mental health 57.33+24.11 61.64+19.34 0.120
Physical domain 46.29+10.29 45.30+12.26 0.379
Mental domain 40.09+15.10 43.60+12.00 0.278
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Figure 2. Comparison between anxiety, depression, social support, fatigue and stress
in patients and caregivers after four years of follow-up (T1).
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HADS-A HADS-D SS Practical SS Emotional  Fatigue Limitations Physical  Psychological

due to stress Stress
Fatigue

B Patients Caregiver

T1: second stage of the study, after a 4-year follow-up, with the second stage of data collection; HADS-
A: questions used to assess symptoms of anxiety in the Hospital Anxiety and Depression Scale; HADS-D:
questions used to assess symptoms of depression in the Hospital Anxiety and Depression Scale; SS
Practical: practical social support aspects of the Perceived Social Support Scale; SS Emotional: emotional
social support aspects of the Perceived Social Support Scale; Fatigue: fatigue rated using the Fatigue
Pictogram; Limitations due to Fatigue: limitations in daily activities caused by fatigue, as rated using the
Fatigue Pictogram; Physical stress: physical component of stress assessed using the Lipp Stress Inventory;
Psychological Stress: emotional component of stress assessed using the Lipp Stress Inventory.

Figure 3. Comparison of quality of life between patients and caregivers after four
years of follow-up (T1).

e Patients Caregivers

Functional Capacity

Mental Health 60 Physical Aspects
0
20
Emotional Aspects 0 Pain
g General Health

ial A
Social Aspects Status

Vitality

T1: second stage of the study, after a 4-year follow-up, with the second stage of data collection; All other
aspects described in the figure (functional capacity, physical aspects, pain, general health status, vitality,
social aspects, emotional aspects and mental health) refer to the various aspects of quality of life that
were assessed using the SF-36 quality of life questionnaire.
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There were seven deaths during the follow-up period.
Comparing survivors vs. deaths (Table 5), patients who had
higher levels of physical symptoms of stress at TO had lower
mortality (p=0.09).

Table 5. Comparison of sociodemographic and clinical data, anxiety and depression,
fatigue, stress and quality of life at TO between patients who lived through the follow-
up period and those who died (T test, chi-square).

Scale Died Survived p value
N=7 N=14

Age (mean£SD) 67.14+4.06 54.71+15.98 0.08

Sex (male/female) (n) 2/5 7/7 0.32

CKD aetiology (n)

Hypertensive nephrosclerosis 4 7

Diabetic nephropathy 1 1 0.45
Polycystic kidney disease 1 1

Chronic glomerulonephritis 1 4

Other 0 1

Comorbidities (n)

Diabetes mellitus 3 4 0.13
Peripheral vascular disease 1 1 0.56
Stroke 1 1 0.56
Heart disease 2 5 0.24
Duration of dialysis (months) 31.67+£32.73 25.30+18.89 0.67
HADS - Anxiety* 7.43£4.93 7.43£5.73 1.00
HADS - Depression** 7.42£3.50 6.42+5.41 0.50
EPSS - P *** 3.06+0.83 3.45+1.10 0.47
EPSS - EX***x* 3.05+0.91 3.50+1.46 0.62
How tired have you felt in the last week? 3.14%+1.34 2.79£1.25 0.48
How much does the feeling of tiredness prevent 3.14+0.90 2.79+1.36 0.55
you from doing what you want to do?

ISSL***** — jnijtial 0.71+0.48 0.50+0.51 0.36
ISSL-Phases 1.51+£1.03 1.12+1.19 0.63
ISSL-Physical symptoms 1.28+1.11 2.07+0.73 0.09
ISSL-Psychological symptoms 2.57+1.13 2.28+0.99 0.30
SSRI-Symptom predominance 1.85+0.89 1.92+0.73 0.93
SF*****36-Functional capacity 43.57+£21.35 57.85+28.26 0.27
SF36-Limited by physical aspects 21.42+26.72 39.28+40.08 0.37
SF36-Pain 54.57+35.95 45.71+28.30 0.59
SF36-General health status 54.00+26.43 49.50+27.92 0.85
SF36-Vitality 50.00+£25.16 63.21+29.71 0.20
SF36-Social aspects 64.28+38.47 58.92+30.39 0.65
SF36-Limited due to emotional aspects 44.19+35.63 42.85+44.19 0.93
SF36-Mental health 63.42+25.86 68.00+25.68 0.45
SF36-Physical domain 34.95+9.22 37.06+9.35 0.88
SF36-Mental domain 44.97+11.86 45.99+12.60 0.82

* Hospital Anxiety and Depression Scale corresponding to the evaluation of anxiety symptoms; ** Hospital Anxiety and
Depression Scale corresponding to the evaluation of depressive symptoms; *** Perceived Practical Social Support Scale.
***xx perceived Social Emotional Support Scale; ***** |ipp Stress Symptom Inventory; ***** Quality of Life
Questionnaire.

DISCUSSION

The results of this study indicated that the mental
health of caregivers and patients was impacted by CKD and,
notably, that the variables evaluated were not different

between these two groups at the end of four years, indicating
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overload resulting from the disease for both groups. The
main limitation of our study is the decrease in the sample
size; however, in prospective studies of populations with a
mortality rate of approximately 20% per year, this decrease
was expected®>>. The most relevant aspect of the study is the
broad assessment of the mental health of the patient-
caregiver dyad.

The age range for patients in this study was similar to
that for patients on dialysis in Brazil®; however, the majority
of patients in this study were female, a finding that is
inconsistent with the literature, with most patients on
dialysis being male. Additionally, in agreement to data from
the Brazilian Society of Nephrology (SBN), most patients
undergo HD as RRT®>. The socioeconomic profile also reflects
the Brazilian reality, i.e., patients with low education levels
and most without jobs (retired). The aetiologies of CKD and
the most prevalent comorbidities identified herein are
consistent with those observed in Brazil>>=8. Regarding
caregivers, the majority were women, a finding that is
consistent with the literature, with close kinship and a
significant percentage maintaining their work activities>®-2,
While the majority of patients declared themselves black, the
majority of caregivers declared themselves white. This data
may be due to self-declaration of color and/or miscegenation
that means that the caregiver and the patient do not have
the same perception of skin color. We emphasize that it is

about color and not race or ancestry.
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Interestingly, in this study, for patients, there was a
decrease in anxiety and psychological symptoms of stress
over time as well as a tendency towards improvements in
the social aspects of QoL. Regarding improvements in the
aforementioned aspects and patients’ ability to adapt, there
are several factors that impact patient coping, such as
patients’ perception of their own disease®3, beliefs, emotions
and behaviours®3, coping style®*, religious coping®, and
spirituality®. A previous study showed that Ilower
psychological resilience, lower education and greater
cognitive distortions are factors associated with depression
and anxiety in patients with CKD®’. Other recent studies have
indicated that patients go through several phases of
adaptation, that the resilience potential of patients is related
to perceived stress®® and that perceived stress, general QoL
and QoL subcomponents are related to the resilience profile
of patients with CKD®°. Thus, interdisciplinary teams should
develop specific interventions to build resilience in patients
with CKD, aiming to facilitate their adaptation to treatment
and positively impact their lives in general. It is essential to
fully recognize the emotional demands of patients’®. A space
for listening’! and psychological reception for each patient
should be ensured.

For the caregivers, after four years, there was also a
decrease in anxiety, a tendency towards an increase in
emotional social support, a decrease in physical and
psychological stress and a trend towards an increase in
vitality within QoL.
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Several factors are associated with the presence of
anxiety and depression in caregivers, including close kinship
with the patient, increasing age of the caregiver, low
education level, being retired, having children and poor
financial conditions’2. Most of these risk factors were present
in the profile of the participants in this study. The decrease
in the levels of anxiety and stress in the caregivers in this
study may reflect a coping strategy for adapting to conditions
of care. The increase in emotional social support in
caregivers reinforces that the role of caregiver is often
assumed by a family member; however, care is not limited
to that person. Informal support networks include other
family members as well as friends, neighbours and people
from the community who are linked to the patient’37>. The
support offered can be objective, practical or instrumental
depending on the task, such as helping with medication,
monitoring appointments and procedures, and providing
financial aid. Support can also be emotional, addressing
emotional aspects of the patient in times of crisis. Thus,
there are several ways of expressing support that relate to
the health of the patient attended’>. This better social
support may foster caregivers’ greater adaptation to the care
required.

Interestingly, after four vyears, there were no
statistically significant differences between patients and
caregivers, with no overall improvement in patients and a
worsening of scores for caregivers. Our research shows that

caregivers, despite all the impacts suffered, maintain daily
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activities and their formal employment, beyond patient care,
suggesting overload. Caregiver burden in the context of
nephrology, especially in dialysis treatment’®,

The mental health of caregivers impacts patient
support’’/, and this support is related to adherence to
treatment’® and patient health outcomes”.

Assessing the conditions associated with mortality, only
age was a predictor in the bivariate analysis, a finding that
is expected in studies evaluating survival. Although the small
sample size makes this analysis difficult to interpret. This
finding is not corroborated by study that reported that QoL
was an independent predictor of mortality in PD patients8°.
Additionally, a recent review indicated that several studies
associate mental health and mortality in patients with CKD
on RRT?&L,

Despite the difficult prognosis, social and family support
offered to patients is essential for maintaining their health
and clinical care. Multidisciplinary teams in nephrology must
determine and, if needed, intervene in the social and family
support network of patients with CKD to improve the care
offered to patients and promote positive impacts on their
physical and mental health and QoL, with the expectation of
positive effects leading to greater survival°.

This context highlights the need for mental health
diagnosis and interventions for patients with CKD and their
family caregivers in the prevention of illness and promotion
of health, quality of life and well-being®, encompassing

various health factors such as the provision of adequate
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social, economic, physical and psychological support for this
population®384,  Psychological interventions are strongly

indicated for this population®>:86,

CONCLUSION

The evaluation of mental health beyond QOL score, with
a broader assessment of this complex context, that is,
patients with CKD on dialysis, is necessary, and clinics that
provide dialysis treatment to these patients should offer a
multiprofessional team with psychologists, social workers
and professionals already involved in direct care, such as
physicians, nurses and nutritionists, to improve the quality
of life of patients and caregivers, and reduce the burden on

caregivers of these patients.
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