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What do pediatric patients with long QT syndrome need to accept the disease and
maintain adherence?
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We performed a qualitative descriptive analysis by conducting
semi-structured interviews with LQTS patients and their parents, to reveal the support required to
maintain disease understanding, acceptance, and adherence in pediatric patients with congenital long

QT syndrome (LQTS).The results showed that the inhibiting factors for maintaining adherence were
individualized, and that support that facilitates the realization of a sense of self-control was
effective as a facilitating factor.

This indicates the importance of providing information and psychosocial support tailored to the
developmental stage and the individual, promoting disease awareness, and working with parents and
other professionals to provide support that encourages the child to participate in medical
management with conviction. Content for educational support required for a proper
understanding of LQTS, and we have developed a rough draft of this content.
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