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As life expectancy of people with Down syndrome (DS) increases, so does the risk of Alzheimer's disease
(AD). Identifying symptoms and tracking disease progression is especialy challenging whenever levels of
function vary before the onset of dementia. Goal Attainment Scaling (GAS), an individualized patient-reported
outcome, can aid in monitoring disease progression and treatment effectiveness in adults with DS. Here, with
clinical and caregiver inputs, a comprehensive and validated symptom menu for adults living with DS-AD was
developed to facilitate GAS. Incorporating expert clinician opinion and input from caregivers of adults with DS-
AD identified meaningful items that incorporate patient/caregiver perspectives
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