[ Downloaded from pgj.umsha.ac.ir on 2026-07-04 ]

[ DOI: 10.53208/ps.23.3.228 ]

PS)

Pajouhan Scientific Journal

R Pajouhan Sci J, 2025; 23(3): 228-236 DOI: 10.53208/psj.23.3.228
UMSHA Press http://psj.umsha.ac.ir/

Check for
updates

Quality of Life of Parents of Children with Epidermolysis
Bullosa: A Systematic Review

Mohanna Esmaeili', Fateme Mohammadi?” "/, Fatemeh Cheragi®*"~, Salman Khazaei*"*', Mohammadreza
Sobhan>"=", Mohammad Mahdi Parvizi®

! Student Research Center, School of Nursing and Midwifery, Hamadan University of Medical Sciences, Hamadan, Iran

2 Department of Pediatric Nursing, School of Nursing and Midwifery, Mother and Child Care Research Center, Institute of
Health Sciences and Technology, Hamadan University of Medical Sciences, Hamadan, Iran

3 Department of Pediatric Nursing, School of Nursing and Midwifery, Chronic Diseases (Home Care) Research Center,
Hamadan University of Medical Sciences, Hamadan, Iran

4 Department of Epidemiology, School of Health, Research Center for Health Sciences, Institute of Health Sciences and
Technology, Hamadan University of Medical Sciences, Hamadan, Iran

5 Department of Dermatology, School of Medicine, Sina (Farshchian) Educational and Medical Center, Hamadan
University of Medical Sciences, Hamadan, Iran

6 Molecular Dermatology Research Center, Shiraz University of Medical Science, Shiraz, Iran

Abstract
Article History: Background and Objectives: Epidermolysis bullosa is a group of rare genetic
Received: 01 June 2025 disorders that cause blisters on the skin and mucous membranes. This disease
Revised: 13 August 2025 significantly impacts not only the affected child but also the parents, affecting their
Accepted: 17 August 2025 quality of life. Therefore, this study aims to determine the quality of life of parents
ePublished: 22 September 2025 with children suffering from epidermolysis bullosa.

Materials and Methods: In this systematic review, all observational studies
published between 2013 and 2025 in Persian and English databases were collected
and examined using the keywords related to quality of life, parents, and
epidermolysis bullosa. After eliminating duplicate and irrelevant cases, the quality
of studies was assessed using the Newcastle-Ottawa Scale.

Results: A total of 342 articles were identified. After removing 189 duplicates, the
titles and abstracts of 153 articles were reviewed. Of these, 138 were excluded
since they assessed different concepts in parents of children with epidermolysis
bullosa and did not evaluate the parents' quality of life. Additionally, 2 articles were
excluded due to the unavailability of full-text versions. Among the remaining 13
articles, 5 received a score of 4 stars according to the Newcastle-Ottawa Scale,
indicating low study quality, and were thus excluded from this study. Ultimately, 8
articles remained for comprehensive review and analysis.

Conclusion: The presence of epidermolysis bullosa not only affects the quality of
life of the affected children but also imposes significant physical, psychological,
E-mail: social, and economic burdens on their parents and families, collectively
mohammadifateme47@yahoo.com diminishing their overall quality of life.
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Extended Abstract

Background and Objective

Epidermolysis Bullosa (EB) is a rare genetic
disorder marked by defects in epithelial
adhesion, resulting in blisters and chronic
wounds on the skin and mucous membranes.
It is classified into four types—simplex,
junctional, dystrophic, and Kindler
syndrome—varying in severity and lacking
definitive treatments. Care mainly focuses on
symptom relief and infection prevention. The
global prevalence is about 11.07 cases per
100,000 individuals, with approximately
2,000 to 3,000 patients in Iran. Chronic
wounds can lead to serious complications,
including  squamous  cell  carcinoma,
significantly affecting daily activities. The high
costs of wound care, often exceeding $1,000
per month, underscore the unique healthcare
needs of affected children and adolescents,
impacting the psychological and social well-
being of both patients and their parents.
Quality of life, as defined by the World Health
Organization, refers to an individual's
perception of their position in life within

cultural  and  value  contexts.  This
multidimensional concept includes physical,
psychological,  social, and  cognitive

functioning, influenced by personal resilience
and social support. Studies show that parents
of children with EB experience a lower quality
of life compared to those with healthy children,
affected by factors such as maternal education
and employment. Recent findings also indicate
correlations with psychosocial variables such
as parental stress and coping with illness. Since
the primary responsibility for caring for
children with chronic illnesses falls on parents,
measuring quality of life is crucial for
evaluating health interventions. This study
aims to systematically review the quality of life
of parents with children afflicted by EB.

Materials and Methods

This systematic review assesses the quality of
life of parents of children with EB. Data were
collected from observational studies published
between 2013 and 2025, regardless of
language, with searches conducted in Persian
and English databases. Irrelevant and duplicate
articles were removed, and the quality of the
remaining articles was assessed using the
Newcastle-Ottawa Scale.

Results

Out of 342 identified articles, 8 were included

in the final analysis. Results indicated that
children of parents with EB had a lower quality
of life, influenced by physical, psychological,
social, and economic factors. Caring for these
children requires significant effort, leading to
fatigue and psychological issues, such as
anxiety and depression. Social limitations and
financial pressures further reduce parents'
quality of life.

Discussion

The systematic review of the quality of life of
parents with children affected by EB reveals
significant insights into the challenges faced by
these families. The analysis of the included
studies indicates that parents experience a
significant lower quality of life compared to
those with healthy children. This decline is
attributed to multiple factors, including the
physical demands of caregiving, psychological
stressors, and social and economic burdens.
Parents often report feelings of anxiety and
depression, exacerbated by the chronic nature
of their children's condition and the ongoing
need for specialized care. Moreover, the
financial burden of managing EB is substantial,
with wound care costs often exceeding $1,000
per month. This financial strain can lead to
increased stress and impact parents' ability to
engage in social activities or maintain
employment, contributing to a cycle of
isolation and reduced quality of life. The
findings  highlight the importance of
recognizing the psychosocial aspects of
caregiving, as parental stress and coping
mechanisms play crucial roles in their overall
well-being.

Conclusion

In conclusion, the diagnosis of EB has profound
effects on the quality of life of parents,
necessitating targeted support and
interventions. The study emphasizes the need
for healthcare providers to address the unique
challenges faced by these families, offering
resources that focus not only on the medical
needs of the children but also on the emotional
and psychological well-being of the parents.
Implementing support programs and training in
coping strategies can significantly enhance the
quality of life for parents of children with EB.
This research highlights the importance of a
holistic approach to health and social
interventions, ensuring that families receive
comprehensive care addressing both physical
and emotional challenges.
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