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ABSTRACT

Introduction: Children with chronic kidney disease (CKD) have parental responsibility for their care and medical
management throughout their lives. The causes of distress associated with caring for a child on dialysis are rarely
known to parents. The problems faced by parents require support and empowerment to be able to improve the
quality of life for their children. For this reason, information is needed in the form of the challenges faced by parents
or caregivers of children. Aims: This study described the experience of a parent and caregiver caring for children
with chronic kidney disease. Methods: An integrative review study was conducted to explore the experience of a
parent and caregiver caring for children with CKD. Electronic databases and reference lists of relevant articles were
searched until March 2023. Guided by PRISMA guidelines, five electronic databases-PubMed, EBSCO, PROQUEST,
Science Direct, and Google Scholar-were searched for relevant articles published in English. Results: Ten articles
were identified according to the review experience of parents and caregivers in the form of lack of sleep, fatigue,
stress, burden, depression, dynamics and emotional disturbances in family members, responsibility, guilt, suffoca-
tion, hopelessness, inhibition of subjectivity, lack of understanding, tensions in the family, the health care system,
satisfaction, and disappointment, as well as objectification and depersonalization. Conclusion: The many problems
faced by parents and caregivers in caring for children with CKD require action in the form of social support, knowl-

edge about home care, the impact of dialysis, and the ability to be fair to siblings.
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INTRODUCTION

Chronic Kidney Disease (CKD) progressing to end-stage
renal disease (ESRD) is a serious global health problem,
with more and more people requiring kidney replacement
treatment to survive. Currently, the two main types of
renal replacement therapy are hemodialysis (HD) and
peritoneal dialysis (PD) (1). Although CKD in children
is uncommon, it has negative effects on many facets of
life since both the illness and its treatment significantly
alter the daily routines of the affected child and his
family, placing an even greater strain on caregivers
(2). Parents, as caregivers, face challenges related to
caring for children with chronic illnesses. Parents have
the responsibility to care for children, and financial
burdens and worries add to parental stress (3). Parents
are an element of how the disease will progress and lack
confidence in their ability to care for the child. Entire
families are affected by the effects of this disease on their
social and emotional health (4). CKD in children affects
all family members’ daily lives (5). Caregiving for a child

with CKD is a challenging experience with unfavorable
outcomes because of the future uncertainty and the
special attention these kids need (2). Parents must
monitor their child’s health, recognize symptoms that
call for medical attention, and offer first aid should issues
emerge (6). Despite lacking the necessary qualifications
and training, parents of children with chronic renal
disease must assume dual responsibilities as parents and
unlicensed healthcare practitioners, providing home-
based clinical treatment (7).

PURPOSE
The purpose of this integrative review described the

experience of a parent and caregiver caring for children
with CKD.

METHODOLOGY

The method used in the literature is an integrative
review using the preferred reporting items for a PRISMA
flow diagram (8). In this study, we identified the findings
on the research topic. Guided by PRISMA guidelines,
five electronic databases PubMed, EBSCO, PROQUEST,
Science Direct, and Google Scholar were searched for
relevant articles published in English. Search literature
based on qualitative and qualitative study design criteria,

Mal ] Med Health Sci 20(SUPP7): 151-154, Aug 2024 151



Malaysian Journal of Medicine and Health Sciences (eISSN 2636-9346)

published in the past 5 years from 2019 until 2023, and  in English.
Table I: Eligibility criteria of the integrative review.
Category Inclusion criteria Exclusion criteria
Population Parent and caregiver children with CKD Adult CKD

Intervention Not restricted by intervention

Comparator Not restricted by intervention
Outcomes Experience parent and caregiver caring children with CKD
Study design Qualitative, cross-sectional, and observational study.

Data restrictions 2019 to present

Language restriction  English language

Outcomes other than those listed

Reviews, editorials, systematic reviews and case studies
Published before 2019

Non- English language

Country Not restricted by country
Identification Record identified from database searching
(n=17.593) "
Exclusion of study reports
- without for other reasons
4 i v g (n=17.502)
crecmne Record after duplicated removed (n=91)
- e The report excluded: (n=29)
- >
Eligibility Record assessed for eligibility (n= 62)
¥ > The report excluded: (n=52)
Inclnded Record included (n=10)

Fig. 1: PRISMA flowchart of included studies.

RESULTS

The search literature is based on qualitative and
quantitative study design criteria, published in the past
5 years, from 2019 until 2023, and in English. 17.593
articles identified in this search end with 17.502 articles
excluded after reading the title and abstract. 91 articles
were selected and included in this review; 29 studies

Table II: Summary of included studies.

were excluded after reading in full as they did not meet
inclusion criteria; and 10 articles were selected and
included in this review. Critical Appraisal Tools (JBI)
qualitative and Cross-sectional checklists were utilized
to appraise the quality of the included articles. Table Il
Summarizes the study characteristics of the 10 relevant
studies.

Autor/Coun- Sample/ . Level Of
try/Year Study Type Results Conclusins Evidence
Jacoby et.al/ 12 Parents/ Analyses of the interviews revealed eight themes  The intrasubjective and intersubjective kot
Israel Qualitative which can be grouped into two superordinate experience of the parents.
/2021 themes.
Agerskov 7 Fathers, and  Analyses of the interviews revealed two themes Relationships, both inside and outside the ok
et.al /Den- 7 Mothers/ and five subthemes emerged: the significance of  family, were a big aspect of everyone’s daily
mark/ Qualitative close relationships and the importance of having  lives. Every member of the family was affect-
2019 relations outside the nuclear family. ed by the dynamics and emotional health of
the sick child.
DePasquale 49 Family/ We identified 4 themes and 7 subthemes: Be- Family-centered care, early and special K
et.al /Balti- Qualitative coming a care partner, psychological responses education, and interventions that emphasize
more/ to treatment, treatment delivery and logistics and  treatment partner readiness, provider-family
2019 morbidity. member communication, and relationship
dynamics in the family member patient rela-
tionship are needed to help families prepare
for ESRD therapy.
Agerskov 7 Fathers, and  Analyses of the interviews revealed two themes:  The family had difficulty achieving normal- ~ **#**
et.al /Den- 7 Mothers/ The significance of dealing with the disease in cy, despite the fact that they managed to
mark/ Qualitative everyday life and the disease leaves a number of  overcome the effects of the disease.
2020 marks.
CONTINUE
152 Mal ) Med Health Sci 20(SUPP7): 151-154, Aug 2024



Table 1l: Summary of included studies. (CONT.)

Autor/Coun- Sample/ Results Condlusins Level Of
try/Year Study Type Evidence
Wightman 35 Caregiver/  We identified 4 themes: caregiver medicalization, These findings emphasize how important it~ *****
et.al /Wash-  Qualitative emotional adjustment, pragmatic adaptation and is for families whose children are on dialysis
ington/ social adjustment. to continue to advocate, and that they
2019 can be leveraged to develop interventions
specifically designed to learn about and
enhance caregiver experiences.
Zhang et.al / 62 Caregiver/  We identified four themes: disruption to self-es- To promote the well-being and academic ok
Australia/ Qualitative teem and identity; disadvantaged by lack of em-  progress of children with CKD, there must
2023 pathy and acceptance; a hidden and inaccessible  be greater availability and accessibility of
support system, and building resilience. psychological and educational care.
Limaetal/ 49 Mothers/ There is a strong correlation between moderate Being a caregiver for a child with CKD isa ~ *****
Brazil/ Cross-section-  parenting burden, high prevalence of moderate challenging experience with unpleasant re-
2019 al, observa- to severe depression, high levels of anxiety, and sults due to the uncertainty about the future
tional study moderate parenting burden. and the special care these children need.
Bauer et.al /31 Caregivers/ Total burden score and mean score for every Dialysis caregivers experience a significant ~ *****
Nigeria/ Cross-section-  domain was higher for caregivers of children on burden, a higher burden occurs for HD
2020 al, observa- HD compared to PD. caregivers, younger children, and married
tional study caregivers.
Mahmoud 30 Caregiver/  More than half of caregivers of children with CKD  Caretakers of children with chronic renal ok
et.al /Mesir/  Cross- section-  report experiencing mild to severe depression, illness experience depression and psycho-
2021 al compara- psychological burden, and socioeconomic logical burden at a considerably higher rate
tive study pressure. than the general population as a result this
population has to be evaluated and given
appropriate psychosocial rehabilitation.
Levy et.al/ 25 Caregivers/  PD caregivers showed low levels of happiness Compared to the general adult population, ~ *#****
Brazil/ Qualitative and life satisfaction as well as high levels of caregivers of children receiving chronic
2022 fatigue, sleep disturbances and feelings of loss. dialysis had considerably worse self-rated
health and wellbeing.
DISCUSSION friends (10), social adjustment (11), the need to join a

Six studies used qualitative research methods, and four
studies used cross-sectional research methods. Each
researcher draws on the experiences of parents and
caregivers caring for children with CKD. Of the ten
articles that met the inclusion criteria, six were included
in the analysis. The sample in this study consisted of 75
parents, consisting of 10 fathers, 65 mothers, and 183
caregivers. After analyzing the experiences of parents
and caregivers, the physical, psychological, social, and
health services and treatment of children experienced by
parents and caregivers in caring for children with CKD
were obtained. Physical experiences felt by parents and
caregivers include sleep disturbances and fatigue (9).

Psychological experiences felt by parents and
caregivers include loneliness, responsibility, guilt,
burden, suffocation, and hopelessness. Inhibition of
subjectivity between satisfaction and disappointment
(10). Emotional adjustment and pragmatic adaptation (9)
burden (3,10), depression, anxiety, and socioeconomic
stress (12), feelings of loss, lower levels of happiness
and life satisfaction (10), disruption to self-esteem and
identity, and are disadvantaged by a lack of empathy
and acceptance (10). Social experiences felt by parents
and caregivers include close relationships and relations
outside the nuclear family; the unique support from
grandparents, contact with the health professionals
and other adults and the importance of support from
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support group before starting dialysis (6), objectification,
and depersonalization (12). A hidden and inaccessible
support system, and building resilience (9). Experience
with healthcare systems regarding treatment delivery,
logistics (inadequate information, treatment regimens,
and inconvenience) (12), and medicalization (1) The
biological requirements of children with terminal
illnesses call for the fulfillment of basic biological
needs, drug regimens with minimum side effects,
interventions to enhance comfort, optimal infection
control, and continued care, according to nurses and
parent viewpoints (13).

CONCLUSION

Many problems are faced by parents and caregivers
when caring for CKD children. The health of parents
and caregivers is very important to be able to care for a
child with a chronic illness because it affects the child
and other family members. Parents and caregivers need
action in the form of social support, knowledge about
home care, the effects of dialysis, and the ability to be
fair to siblings.
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