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Introduction: Down syndrome (DS) or trisomy 21 is caused by the triplication of the 21st chromosome and is the leading chromosomal cause of intellectual disability(1). Nearly all individuals with DS require support from a caregiver throughout their lifespan. Studies have shown that caregivers, often parents or siblings, experience high levels of stress, depression and anxiety(2). However, most of these studies have focused caregivers of youth with DS, and few have explored the experiences of caregivers of adults with DS(3). This is increasingly important as the prevalence of adults with DS is growing(4) due to the recent dramatic increase in their life expectancy(5, 6). Better understanding of the experiences and unmet support needs of caregivers of adults with DS will help researchers, clinicians, and health professionals to design targeted interventions to improve caregiver well-being.
Method: Semi-structured interviews were conducted with caregivers of adults with DS at the conclusion of a 12-month randomized controlled physical activity trial for adults with DS. Interviews took place either in-person or over ZoomTM videoconferencing. The interview guide included 8 open-ended questions designed to query both positive and challenging aspects of caregiving and perceived caregiver support needs. Transcriptions of the recorded interviews were coded by two members of the research team. Themes were identified using thematic analysis (7, 8) informed by the Transactional Theory of Stress and Coping(9).
[bookmark: _Hlk181198822]Results: Seventeen caregivers completed the interviews. Thirty-seven codes were identified which led to 4 themes. The 4 major themes included: Constancy of caregiving; Future planning; Joys and rhythms in caregiving; and Significance of support. Caregivers expressed challenges of caregiving including behavioral challenges, time burdens, school transition challenges, concerns about future planning and challenges of compound caregiving. However, many also described great joy in the caregiving of their loved one with DS. Both informal (family, friends) and formal supports (county and state services) emerged as critical aspects of caregiving. Many caregivers expressed gratitude for the supports they had but voiced frustration at the lack of support they perceived, include long wait lists for state intellectual and developmental disability waivers and lack of respite options. Time for oneself with frequently cited as an unmet need.
Discussion: Our findings reflect that caregivers often feel the constant burden of caregiving, require both informal and formal supports and need trusted options for respite care. The expressions of both the joys and challenges of caregiving are reflective of other recent studies in this field(2). Intervening to support caregivers with formal or informal respite service options and help with future planning may help meet caregiver needs and improve their well-being. 
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