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Abstract

It is observed an elevated interest in the quality of life (QOL) of children with
chronic kidney disease (CKD). This study aimed to investigate the prevalence
of performance disorders and to evaluate the health-related QOL (HRQOL) in
130 patients with CKD. To appraise the prevalence of performance disorders
and analyze HRQOL, we used the Strengths and Difficulties Questionnaire
(SDQ) and Pediatric Inventory of Quality of Life (PedsQL) Core scales as
measurement instruments for both the children and their parents. The CKD
group had lower results in nearly all areas of PedsQL areas. Only the lack of
religion was related in a significant way to a lower global HRQOL result (OR=
5.8; P=0.07). Only two factors were related to a lower HRQOL result between
the parents: children's age > ten years (OR = 4.9, P=0.026) and the lack of
religion (OR= 2.8, P= 0.025). The CKD group showed a higher ratio of
performance and emotional disorders in all SDQ fields. Our results
recommend the significance of assessing the performance and social impacts
of CKD in order to improve the life quality of this pediatric population.
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Introduction

Medical progress has shown remarkable changes in physical results and essential
advances in survival rates in children with chronic kidney disease (1). Many
limitations in the life of these children can lead to a moderated social life through
hospitalization and nonattendance of school and free time activities (2).

WHO states quality of life (QoL) as an “individual recognition of his status in life in the
context of the culture and evaluation system in which he lives and linked to his aims,
expectations, standards and worries” (3). However, the implication of QoL changes
from one person to another, so it is essential to know each individual's social and
psychological features and the area where these features are influenced by illness (4).
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While "quality of care" measures are commonly used, there has been a rising trend
toward outcomes becoming more patient-centered and not just based on survival (5).

Regardless of the aim of renal substitution therapy, there needs to be more data that
specific QoL measures are used in medical practice (6).

The issue of promoting health-related quality of care has developed with the pattern
of humanization of medicine, which prompts concerns about patients' satisfaction
with medical care, recommending specific management alternatives could be tailored
according to patient's needs and personal choices (7).

The evaluation of QoL in childhood and adolescence must be guided by subjective and
objective evaluation of the child's family's social, economic, and cultural conditions

(8).

Optimal care for the pediatric patient with CKD involves not only medical
management but also the management of psychological and developmental factors
that will ensure a pediatric patient’s successful transition into adulthood (9).

Few studies have addressed the issue of clinical and social factors associated with an
impairment of HRQOL (10).

The study aims to investigate the prevalence of behavioral disorders and to evaluate
the QoL in 130 patients and adolescents with CKD. We evaluated significant clinical,
social, and demographic components correlated with behavioral disorders and a
lower HRQOL, too.

Methods

It is a cross-sectional study of all CKD patients being followed up at the Pediatric
Nephrology Unit, University Hospital Centre “Mother Theresa”, in Tirana, Albania.

We provided the study sample according to the fact that the participants were aged
3-15 years, with consent obtained by both the patient and the parent. We excluded
the patients with severe cognitive and developmental deficiency.

We achieved the demographic and clinical data by a structured interview containing
the primary renal disease, CKD phase, comorbidities, medication intake, height and
weight measurements, and laboratory tests. Social and demographic records such as
gender, age, religion, marital status, family income, school nonattendance, and
malfunctions are related to the treatment.

We assessed the patient behavioral and emotional alteration by fulfilling the
Strengths and Difficulties Questionnaire (SDQ) (11). The questionnaire involved
emotional and behavioral problems of the children. SDQ has been demonstrated to be
significantly associated with other well-set-up measures (12). The subjects
distinguished as anomalous on the total range of indicators were considered to
represent performance and emotional disorders. This description helps in diagnosing
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psychiatric problems like depression and anxiety, in which the tool displays a high
sensitivity and specificity (13).

Patients' HRQOL was evaluated using the Pediatric Inventory of Quality of Life Core
Scale that encloses physical, emotional, social, and school performance based on focus
groups and cognitive discussions (14). The interviewers who administered the
PedsQL and SDQ questionnaires were very skilled, considering the restrictions of the
study population.

The statistical analysis was carried out using the SPSS statistical package version 17
(SPSS et al.). The continuous data are represented as the median and the interquartile
range (IQR) or as the mean and standard deviation when suitable. The Mann-Whitney
and Kruskal-Wallis test were used for non-parametric variables. The chi-square test
was applied for binary variables and logistic regression for multivariate analysis.

The primary baseline clinical and demographic characteristics are summarized in
Table 1.

Table 1. Medical/demographic features of the patients with CKD

Medical/Demographic features N (%)
Sex

Male 75(57.7)
Female 60(42.3)
Main renal disease

Glomerular diseases 26(19.2)
Cystic diseases 20(14.8)
Congenital nephrotic-uropathies 62 (45.9)
Mixed 27 (20.1)
Stages of CKD

Stage 2 25 (18.5)
Stage 3 30 (22.2)
Stage 4 17 (12.6)
Stage 5 66 (46.7)
Age at interview (years)

Median 13.2
Interquartile range 7.6-15.8

(25t-75t)

30



ISSN 2601-6397 (Print)
ISSN 2601-6400 (Online)

European Journal of
Medicine and Natural Sciences

July - December 2023
Volume 6, Issue 2

The socioeconomic features are shown in Table 2. When we reflected on demographic
and socioeconomic features, there was a considerable difference between groups only
for mean age, 11.5 (SD = 5.1), 8.3 (SD = 5.3) years for the conservative method and
dialysis, when P= 0.002 correspondingly. The family income of the majority of the
sample (64.8 %) was three minimum earnings or less, and 34.5% of the families got
some financial support from NGOs and the government.

Regarding the education of the patients, a significant part of them, 58(44.6%), had not
so far fulfilled the elementary school, 33.6 % declared failing and subsequently
repeating a school year, and 44.8 % of them associated the event with medical
treatment. Among the patients' mothers, 46 % had yet to finish elementary school. At
most, 4% of them had a university education.

Table 2. Cultural and socioeconomic features

Cultural and socioeconomic features | N (%)
of the patient

Parent’s civil status

Married 75 (60%)
Separated, widowed, others 60 (40%)
Family profits

< 3 minimum salary

74 (54.8% )

= 3 minimum salary

61 (45.2%)

Patient education level

Kindergarten

7 (5.18%)

Partial elementary school

59 (43.7%)

Entire elementary school

6 (46.15%)

Deficient secondary school

32 (23.7 %)

Partial higher education

9 (6.66%)

Special school

4 (2.96%)

Not applicable (years)

18 (13.33%)

Family religion
Muslim 85 (62.9 %)
Orthodox 37 (27.4%)

Absence of religion/others

13 (9.3%)
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Table 3 illustrates the outcomes of the PedsQL survey from the patients and their
parents. There is no significant difference among the QoL evaluated by the patients
and the parents concerning the curative modality. Nevertheless, the CKD group had
significantly lower scores in nearly all characteristics than the control group. The only
exclusion was in the emotional area in the PedsQL accomplished by the children,
which did not achieve a statistically significant difference among patients and

controls.

Table 3. Quality of life of the children and adolescents with CDK based on

PedsQL survey
PedsQL Conservati | Dialysis P Total n; Control group | P value
statement | ve (mean value (mean SD) (mean *SD)
(mean +SD)
+SD)
PedsQL
parents
Emotional | 62.2(#22.6 | 63.6(x17.5 | 0.275 | 65.9(¢21.6) | 80.47(+11.5) | <0.000
) ) 3
Psychosoci | 67.4(x17.2 | 64.8(x17.3 | 0.798 | 71.8(¢17.5) | 88.26(+7.62) | <0.000
al ) ) 4
Physical 73.4(221.9 | 70.3(¢25.2 | 0.628 | 75.7(¢21.8) | 96.82(+3.59) | <0.000
) ) 2
Educationa | 56.8(220.2 | 62.5(x27.9 | 0.176 | 63.7(x22.6) | 90.75(+ <0.000
1 ) ) 10.78) 1
Total 72.4(¥15.8 | 70.3(¥18.6 | 0.572 | 72.8(¥16.9) | 91.64(* 5.66) | <0.000
) ) 2
PedsQL
children
Emotional | 68.5+14.6 | 64.9+11.3 | 0.587 | 68.8+14.7 73.04+£16.28 | <0.000
3
Psychosoci | 75.4+12.7 | 73.7+11.8 | 0.876 | 75.1£11.8 84.77+9.52 <0.000
al 2
Physical 81.7+148 | 786+16.3 | 0.478 | 81.7+13.9 95.76+5.67 <0.000
1
Educationa | 68.6 +18.5 | 67.4+¥13.7 | 0.903 | 68.3£17.6 87.25+11.2 <0.000
1 1
Total 774 +11.5 | 74.6£10.8 | 0.582 | 76.8+11.3 87.59+6.28 <0.000
1
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There was no significant difference between the assessment of the children and the
parents on the kind of cure. When we evaluated the CKD group to healthy controls, it
resulted in a higher ratio of performance and emotional disorder in nearly all areas of
SDQ (Strengths and Difficulties Questionnaire). In the univariate analysis, there was
no significant difference among medical, demographic, or socioeconomic variables in
the parents’ questionnaire.

Discussion

The fascinating finding is the strong connection between the occurrence of
performance and emotional disorders and the low HRQOL (health-related quality of
life), as appraised by the parent's PedsQL statement.

In this study, we estimated the QOL and the prevalence of emotional and performance
disorders in a pediatric population with CKD. We found significant destruction of their
QoL and a higher prevalence of emotional and performance disorders than in healthy
controls. Many studies using PedsQL 4.0 have demonstrated Generic Core Scales with
the same results (15,16) as Varni et al,, who compared HRQOL among ten chronic
disease groups comprising 96 children with ESRD (end-stage renal disease). In our
study, there was no critical difference between parents or children with HRQOL
scores between the CKD cure modalities in contrast with other studies in which
children presented lower HRQOL scores (17).

Some social and demographic factors were associated with lower HRQOL results in
the statistical analysis. Most families in our study were of low socioeconomic level,
but this was not associated with lower HRQOL results or a higher prevalence of
performance disorders in CKD children in contrast with Fielding et al. (18). The
multivariate analysis confirmed that parents and children who reported belonging to
the Muslim religion scored higher in almost all PedsQL areas. Some studies have
shown a defensive religious effect on morbidity and mortality, depressive indicators,
and general psychological distress in chosen populations (19). These findings suggest
that many patients and their families and other religious resources can navigate and
overcome the spiritual challenges that arise in their experience of illness (20,21,22).

Our outcomes reveal that the pediatric CKD patients contributing to our survey had a
higher ratio of performance and emotional confusion in nearly all areas of the SDQ
questionnaire than healthy controls. There are a few studies that illustrate the
prevalence of these disorders in children and adolescents with CKD, with contrasting
results (23,24).

Medical requisites for children with CDK comprising dietary constraints and
dependence on dialysis may separate them from their healthy friends (25,26).
Children with CKD show neuro-cognitive insufficiencies and developmental
restrictions such as postponed sexual maturation, bone deformities, and short figures
(27,28).
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Consequently, children state self-esteem adjustments, which may lead to isolation
from their friends. However, in our study, there was no significant difference in the
prevalence of performance disorders between the CKD treatment modalities.

Our study had some restraints in terms of the questionnaire used that needed to be
more precise for CKD patients, and knowing the cross-sectional character of the study,
itis unattainable to assume the causality from the outcomes of the statistical analysis.

Conclusions

Finally, we found probable prognostic aspects of impairment of HRQOL in the
pediatric CKD population. Regarding Madden et al. (29), assessing the emotional and
psychological impact of CKD and its cure is a significant step in progressing less
invasive and more individual care for the patients.

This study is the primary challenge to create relations among performance and
emotional disorders and QOL. Our results are another step forward in supplying the
health professionals that assist these patients with the medical sustain to recognize
and treat the psychosocial obstacles for promoting better clinical management and
better QOL in this population. The awareness is focused on a multidisciplinary group
approach to pediatric CKD for the care of these children that engages complex
medical, nutritional, and emotional problems (30,31,32). Prospective studies are
required to identify predictors of QOL in children and adolescents with CKD.

Author’s Contribution: Both authors have given the same contribution and have to
be considered as first authors.

Conflict of interest: None declared
References

[1] McDonald, SP.Craig JC: Long-term survival of children with end-stage renal
disease. N Engl ] Med, 2020.

[2] Kinsella E, Zeltzer P, Dignan T: Summer camp safety for children with chronic
or life threatening illness. Eur ] Onc Nurs, 2019.

[3] Fukunishi I, Honda M School: Adjustment of children with end-stage renal
disease. Pediatr Nephrol, 2021.

[4] WHOQoL Group: The development of the World Health Organization Quality of
life Assessment (the WHOQoL) Orley ], Kuyken W, Quality of life assessment:
international perspectives. Springer, Berlin, Heidelberg, New York, 2022.

[5] Ravens-Sieberer U, Bullinger M: Assessing health-related quality of life in
chronically ill children with the German KINDL. Qual Life Res, 2018.

[6] Campdell A: Subjective measures of healthy being. Am Psycho, 1976.

[7] Taylor RM, Wray J: Measuring quality of life in children and young people after
transplantation. Pediatr Transplant, 2010

[8] Varni JW: Health-related quality of life measurement in pediatric clinical
practice, 2004.

34



ISSN 2601-6397 (Print) European Journal of July - December 2023
ISSN 2601-6400 (Online) Medicine and Natural Sciences Volume 6, Issue 2

[9] Pais-Ribeiro JL: Quality of life in a primary end-point in clinical settings. Clin
Nutr, 2004.

[10] Goldbeck L, Melcher J: Quality of life in families of children with congenital
heart disease. Qual Life Res, 2005.

[11] Wallander JL, Schmitt M: Quality of life measurement in children and
adolescents: Issues, instruments, and applications. ] Clin Psychol, 2001.

[12] Goldstein SL, Gerson AC: Health-related quality of life for children with chronic
kidney disease. Adv Chronic Kidney Dis, 2007.

[13] Konrad M, Foppe H: Health-related quality of life, psychosocial strains and
coping in parents of children with chronic renal failure. Pediatr Nephrol, 2010.

[14] Goodman R: The Strengths and Difficulties Questionnaire: a research note. ]
Child Psychol Psychiatry, 1997.

[15] Goodman R, Scott S: Comparing the Strengths and Difficulties Questionnaire
and the child behavior checklist. ] Abnorm Child Psychol, 1999.

[16] Madden SJ], Hastings RP: Psychological adjustment in children with end-stage
renal disease: the impact of maternal stress and coping. Child Care Health Dev,
2002.

[17] Varni ]V, Seid M The PedsQl: Measurement model for the pediatric quality of life
inventory. Med Care, 2002.

[18] Goldstein SL, Graham N, Varni LW: Health-related quality of life in pediatric
patients with ESRD. Pediatr Nephrol, 2006.

[19] Mckenna AM, Keating LE, Williams A: Quality of life in children with chronic
kidney disease-patient and caregiver assessments. Nephrol Dial Transplant,
2006.

[20] Fielding D, Brownbridge G: Factors related to psychosocial adjustment in
children with end-stage renal failure. Pediatr Nephrol, 1999.

[21] Levin ], Chatters LM, Taylor R]J: Religion, health and medicine in African
Americans: Implications for physicians. ] Natl, Med Assoc, 2005.

[22] Sloan RP, Bagiella E, Powell T: Religion, spirituality, and medicine, Lancet, 1999.

[23] Curlin FA, Hall DE: Strangers or friends? A proposal for a new spirituality-in-
medicine ethic. ] Gen Intern Med, 2005.

[24] Bakr A, Amr M, Sarhan A: Psychiatric disorders in children chronic renal failure
Pediatr Nephrol, 2007.

[25] Fukunishi I, Honda M: School adjustment in children with chronic renal failure.
Gen Hosp Psychiatr, 1995.

[26] Hooper SR, Duquette PJ, Icard P: Social, behavioral functioning pediatric
chronic disease. Child care Health Dev, 2009.

[27] Soliday E, Kool E, Lande MB: Psychological adjustment in children with chronic
Disease, (2000).

[28] Slickers ], Duquette P, Hooper S, Gipson D: Clinical predictors of neuro-cognitive
deficits in children with chronic kidney disease. Pediatr Nephrol, 2007.

[29] Falger ], Latal B, Landolt BA, Lehmann P: Outcome after renal transplantation.
Pediatr Nephrol, 2008.

35



ISSN 2601-6397 (Print) European Journal of July - December 2023
ISSN 2601-6400 (Online) Medicine and Natural Sciences Volume 6, Issue 2

[30] Bell L: Adolescent dialysis patient transition to adult care: a cross-sectional
survey. Pediatr.Nephrol, 2007.

[31] Maxwell H, Mackinley D, Watson AR: Quality of life or health status in children
with chronic kidney disease. Pediatr Nephrol, 2010.

[32] Menon S, Valentini RP, Kapur G: Effectiveness of a multidisciplinary clinic in
managing children with chronic kidney disease. Clin ] Am Soc Nephrol, 2009.

36



