
Families’ perspectives and experiences of screening and monitoring of early-stage type 1 diabetes in Australia: a qualitative exploration

Background & Aim:  Clinical type 1 diabetes is an autoimmune condition in which early, presymptomatic stages are detectable through screening and monitoring programs. Such programs are being modelled in Australia and internationally. Input from children with early-stage type 1 diabetes and their caregivers ensures these initiatives are guided by their needs and preferences. However, minimal research exists on this topic. The Australian QuEST (Qualitative experiences of Early-Stage Type 1 diabetes) study is the most comprehensive exploration of children’s, caregivers’ and healthcare professionals’ perspectives on screening and monitoring of early-stage type 1 diabetes globally. Here, we exclusively present data from families.

Methods:  We are employing a qualitative design. Children aged 9-18 years monitored for increased risk of developing clinical type 1 diabetes (as indicated by  1 islet autoantibody), along with their caregivers, were recruited from Australian first-degree-relative cohorts: ENDIA (Environmental Determinants of Islet Autoimmunity) and Type1Screen. We additionally recruited caregivers of children with islet autoimmunity aged under 9 years old. Semi-structured interviews were conducted. Information power guided sample size. As of January 2026, 35 children and 49 caregivers have been interviewed.

Results:  Formal data analysis is expected to be completed by August 2026, guided by Braun and Clarke’s reflexive thematic analysis. Preliminary review reveals data on children’s testing experiences; the setting, organisation and delivery of monitoring; barriers to monitoring engagement (including equity issues); psychological responses to children’s risks of developing clinical type 1 diabetes; relationships and support from healthcare professionals; and considerations regarding intervention trial participation.

Discussion/Conclussion:  Insights from the QuEST study will shape screening and monitoring programs for early-stage type 1 diabetes in Australia and internationally, ensuring they reflect families’ voices. The findings will be relevant to policymakers, researchers, and clinicians, as they have the potential to guide healthcare practice and policy improvements in this area.
