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Abstraet

Abstract

Background: Systemic Lupus Erythematosus (SLE) is an autoimmune
rheumatic disease that is characterized by the production of
autoantibodies which leads to immune complex deposition,
inflammation and permanent organ damage. Hormonal, environmental
and genetic factors play a contributory role in the development of SLE.
Aim of the Work: To describe the psychological problems and factors
affecting quality of life of patients with pediatric Systemic Lupus
Erythematosus (SLE). Conclusion: The assessment of patients with
lupus should include the determination of disease activity, chronic
damage resulting from lupus activity or its treatment, health-related

quality of life (HRQOL), and economic impact.

Key words: pediatric systemic lupus erythematosus (SLE), autoimmune
rheumatic disease, autoantibodies, HRQOL, neuropsychiatric lupus
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Introduction

CVystemic lupus erythematosus (SLE) is a rheumatic
g)disease characterized by autoantibodies directed against
self-antigens, immune complex formation, and immune
dysregulation, resulting in damage to essentially any organ.
The disease can affect, for example, the kidneys, skin, blood
cells, and nervous system. The natural history of SLE is
unpredictable; patients may present with many years of
symptoms or with acute, life-threatening disease (Klein-
Gitelman, 2013). People with lupus can have times of very
active disease, called a flare, and times where the disease is
mostly quiet, called remission (Tucker et al., 2012).

It occurs from infancy to old age, with peak
occurrence between ages 15 and 40. Females are affected far
more than males (6-10:1). Blacks (and possibly Hispanics,
Asians, and Native Americans) are affected more than whites
(Rus et al., 2014). Rheumatologic disorders in pediatric
patients are typically more severe clinically than the same
disorders in adults, and may have significant psychiatric and
medical consequences (Brunner et al., 2011).

Central nervous system involvement occurs in more
than half of children and adolescents with SLE, usually early
in the course of the disease, and typically includes both
neurologic and psychiatric symptoms (Silber et al., 2008).
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Cognitive, mood, and psychotic symptoms in CNS
lupus may be related to an underlying vasculitis, or may
reflect the impact of anti-phospholipid, anti-neuronal, anti-
receptor antibodies (Steinlin et al., 2008).

While there are numerous studies of psychiatric
problems in adult patients with SLE, and some describing
mood, cognitive, and psychotic problems in pediatric SLE
patients, there are no outcome studies of the long term
consequences of pediatric psychosocial dysfunction (Turkel
et al., 2001). SLE is associated with both primary and
secondary effects on psychosocial functioning. The
prevalence rate of depressive symptoms with SLE is 30%.
Depression may be related to the effect of pain and fatigue on
mood symptoms (Kawakatsu and Wada, 2008). Psychosis,
depression, anxiety, cognitive deficits and emotional distress
are frequently seen in patients with SLE. Depression and
other neuropsychiatric symptoms in patients with SLE are
associated with increased risk for suicidal behavior (Denberg
et al.,, 1997). Emotional disturbances and problems with
social functioning, personal discomfort in social situations,
and depressed mood are more frequent in SLE patients with
skin and joint abnormalities, confirming that psychosocial
dysfunction may not only be a reflection of direct CNS
involvement (Monastero et al., 2001).
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Quality of life can be defined as subjective perception of
health in physical, emotional, mental, social and functional
domains. It is represented in terms of well being as well as
functioning and should be identified via patients’ self-reporting.
Even though defining quality of life as a concept for children,
especially with regard to developmental stages, is a challenge,
measures to assess quality of life in children from self-reporting
as well as external reporting (parents) are emerging (Bullinger
et al., 2002). However, not only is documenting the quality of
life of patients and family important, but also the unravelling of
the determinants or factors influencing the quality of life. Here
psychological constructs, such as coping and adaptation, health
locus of control and health beliefs, as well as social support and
social networks have been identified as major factors
influencing patient-perceived quality of life (Thompson and
Gustafson, 1996).

There are many challenges in coping with and
adapting to life with a chronic disease, and increased survival
cannot be assumed to be associated with increased quality of
life. A recent systematic review shows there is wide variation
in outcomes depending on the definitions and measurements
used to estimate the prevalence of chronic health conditions,
making the impact of disability on children’s health and
social functioning difficult to assess, and different authors
have called for an international consensus about the




