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Abstract

Although survival of childhood-onset SLE (cSLE) patients has greatly improved, morbidity is still high and questions of children and parents 
regarding the future course of the disease are difficult to answer. In our study of adults with cSLE, we show that most adults with cSLE patients 
have low disease activity but still need to use disease-modifying anti-rheumatic drugs. Many patients also still used corticosteroids, despite their 
self-reported aversion against the drug. Other disease-modifying anti-rheumatic drugs, as well as hydroxychloroquine, were also commonly used. 
SLE-related disease manifestations in specific organ systems (e.g. kidneys, central nervous system, cardiopulmonary system) mainly occurred 
within two years after diagnosis. Hereafter, organ systems were generally newly affected due to comorbidities or damage. Most cSLE patients 
developed damage as well as comorbidities (e.g. myocardial infarctions, infections) in their twenties or early thirties. Prevention of damage and 
comorbidities therefore needs to be initiated early in this patient group, by reducing cardiovascular risk factors, reducing infections by vaccination 
and reducing cumulative corticosteroid use when possible. Health-related quality of life (HRQOL) was negatively affected by higher disease 
activity and changes in physical appearance due to disease or medication specifically, and was hardly influenced by the presence of damage. 

In addition, cSLE has a substantial impact on academic achievements and employment. More than 90% of the patients reported their school 
career to be hindered in some way, and many patients reported their choice of secondary education to be affected by their disease. The disease 
also had an impact on employment, as more than half of the patients had to stop working or reduce working hours due to cSLE. Both being 
unemployed and being work disabled had a negative impact on HRQOL. Helping patients to find an education and career suitable to their 
capabilities may help improve HRQOL, as well as support their active participation in the community.
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