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 “The Experience of having Primary Caregiving Responsibilities for an Adult Sibling who has Down syndrome: Making the Transition.” 
Purpose: This paper presents selected findings about making the transition into becoming the primary caregiver taken from a larger qualitative study that explored the experience of having partial or full caregiving responsibilities for an adult sibling who has Down syndrome. 
Background: There are currently over 400,000 people with Down syndrome living in the United States. Since this data was obtained from state and national Down syndrome society registries, and not all families belong to those organizations, the numbers may be much higher. Due to advances in healthcare over the past few decades, the current generation of adults with Down syndrome is living longer and is likely to outlive their parents. Siblings have been identified as the future caregivers, yet until this study, no research has examined the experience of actually being a caregiver for an adult sibling who has Down syndrome.     

Methods: This qualitative study used a phenomenological approach. A series of three audio-taped interviews was conducted each with seven participants who were either partial or full caregivers for their siblings who had Down syndrome. The interviews were transcribed verbatim and analyzed using standard qualitative techniques to develop themes and identify rich narratives that help to understand what this experience is like from the perspectives of the participants.     
Results: Families did not adequately plan for the transition of care from parents to siblings. Vital health information was never passed on to the sibling caregivers resulting in gaps in medical care and access to social services. There were knowledge deficits on the part of the sibling caregivers about Down syndrome in general and in relation to specific health issues affecting their siblings. There was a lack of social service and nursing presence and support in the lives of these families.     
Conclusions: Results suggest a need for professional support to provide for a more seamless transition of care from parents to siblings. Social service and health professionals caring for these families need to initiate the topic of transition planning when caring for parents and the aging adult with Down syndrome in health care settings. Specifically, nurses need to be involved with family education and support at all levels of care from the day-to-day activities to making health policies to reduce the disparities in health care services for this vulnerable population.   
