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Today’s presentation focuses on the inclusion of the perspectives of people with intellectual/developmental disabilities in a study of community-based non-work (CBNW) supports for people with intellectual/developmental disabilities conducted in 2004-2005. 

CBNW encompasses activities that do not involve paid employment but do take place in the community rather than in a segregated facility. Typical activities can include going out to eat, going to the gym, going to the library, doing volunteer work, and participating in adult education programs. Despite the growing number of people in CBNW, little is known about how CBNW is implemented by local service providers and experienced by people with disabilities. 
The study, which consisted of case studies of CBNW in two states with well-established CBNW supports, was designed from the start to include the perspective of people with intellectual/developmental disabilities. The embedded case study design enabled me to capture the perspectives of everyone from state officials to individuals with disabilities. The questionnaires used with participants with disabilities were simple and to the point.  Triangulation of information from interviews of people with disabilities, interviews with family members and program staff, and observations of day activities turned out to be an essential component, especially in cases where communication barriers were present. 
The consent process was a particularly challenging aspect of including people with disabilities. It was difficult to balance the need to keep things simple for the participants with the complex human subjects requirements put forth by the university’s Institutional Review Board (IRB). In hindsight the process probably should have been kept simpler for participants. 

The data collection stage involved a lot of time interviewing and observing people in their communities and day activities. Flexibility and patience turned out to be essential in this process in order to accommodate each individual’s personality, cognitive capacity, and communication needs. 
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