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Introduction: Due to a lifetime of professional care (e.g., 1:1 assistance), adaptive challenges (e.g., non-speaking, safety concerns), and social exclusion (e.g., limited access to integrated education, employment, and activities), adults with intellectual disabilities and extensive support needs (ID-ESN; i.e., moderate to profound limitations in intellectual functioning and adaptive behavior, intensive daily support needs) may be at high risk for social isolation and loneliness (Gilmore & Cuskelly, 2014). Despite this, nearly all extant research on social isolation and loneliness has systematically excluded individuals with ID-ESN (Petroutsou et al., 2018). Such exclusion from research participation occurs because of misguided assumptions that individuals with ID-ESN cannot provide insight into their own experiences (Kooijmans et al., 2022) and because of the cognitive and social demands embedded in nearly all self-report instruments (Shogren et al., 2021). The current study evaluated the feasibility of three data collection procedures to improve and support participation of adults with ID-ESN in research about their experiences and perceptions of social isolation and loneliness. 	Comment by Gormley, Elizabeth: This is very clear and hits the point home really well!
Method: Four adults with ID-ESN (2 male/2 female) participated in the current study. Data were collected in urban, suburban, and rural settings. Participants were shadowed for an average of 7 hours across an average of 4 different activities each (e.g., day program, community events, work, home) to capture participant-initiated interactions, responses, body language, and facial expressions (e.g., affect). Following shadowing, participants completed one week of daily diaries at the end of each day to answer questions about their activities, who they were with, and how they felt across 4 periods of the day. Participants were provided a variety of support methods (e.g., verbally via Zoom, independently on iPad, parents as scribes, and using picture cards) to complete the diaries. Finally, semi-structured interviews were completed with each participant about their daily activities, perceptions and experiences of social isolation and loneliness, and their desired social lives. Interviews lasted about 30 minutes each and used information gained from the shadowing and daily diaries to yield more detailed and in-depth information. Participants responded verbally and by pointing to picture cards (e.g., about their activities, emotions), as appropriate.	Comment by Gormley, Elizabeth: I like the underlined words to highlight the methods. Do you think bolding would help them stick out more?	Comment by Gormley, Elizabeth: The double "on average" is clunky but I cannot think of another way to word it. I was thinking about using the tilde symbol but that would change the meaning.
Results: Participants were able to complete all data collection procedures and triangulation across datasets yielded valuable insight regarding participants’ social experiences. Participants understood the concept of loneliness (“I just don't like being lonely...makes me feel, you know, left out or something. And it’s hard”). Participants conceptualized feelings of loneliness as missing close friends, family members, and former teachers they no longer see regularly. An analysis of the daily schedules and daily diaries indicated that the participants had different experiences with social isolation and loneliness based on the social opportunities they were afforded. One participant was involved in few community-based activities during the week, and she reported (using picture cards) that she sometimes felt lonely at her community activities (e.g., a sports league) or when interacting or accompanied by with only a caregiver. Alternatively, the three other participants were busy with various activities throughout each day and most evenings. During shadowing, we observed various activities and differentiated preferred versus less preferred activities based on participant interactions, affect, and behaviors. One participant was shadowed at his day program during which he did not initiate or respond to others, and either sat at a table alone or played video games alone (i.e., appeared socially isolated). When shadowed at a disability-specific sports activity, however, he was observed initiating and responding to others, while laughing and joking around (i.e., appeared socially connected). 	Comment by Gormley, Elizabeth: He played video games with peers but did not respond to their attempts to verbally engage with him in conversation.
Conclusion: This study demonstrated feasibility of multiple data collection methods used for triangulation with adults with ID-ESN. Findings included clearly distinguishable social experiences that may be related to social isolation and loneliness across four adults with ID-ESN, demonstrating our ability to describe their experiences and use those findings to qualitatively characterize experiences of social isolation and loneliness for adults with ID-ESN. Recognizing the importance of reducing and preventing social isolation and loneliness experiences for adults with ID-ESN, we present the importance of identifying patterns across experiences and using innovative data collection approaches to better understand facilitators and barriers of social connection and belonging to improve outcomes for adults with ID-ESN.
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