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Position on Data-Supported Research and Projects

Reliable data and meaningful research are essential to understanding the experiences, needs, outcomes, and priorities of individuals with intellectual and/or developmental disabilities (I/DD) and their families. Data can help identify gaps in services, disparities in access and outcomes, emerging needs, and opportunities to improve policies, programs, services, and systems.

However, individuals with I/DD have historically been the subjects of research, data collection, and program evaluation without always having meaningful opportunities to participate in determining what information is collected, how it is collected, how findings are interpreted, or how the results are used. Data and research involving people with I/DD should recognize individuals with disabilities as partners and stakeholders whose lived experiences are essential to understanding the information being collected.

The Nevada Governor’s Council on Developmental Disabilities (NGCDD) believes that research, data collection, needs assessments, surveys, evaluations, and other data-supported projects involving individuals with I/DD should be inclusive, accessible, ethical, and person-centered. Individuals with I/DD and their families should have meaningful opportunities to inform the development, implementation, interpretation, and dissemination of research and data-supported projects that affect their lives.

Individuals with I/DD must also be supported to make informed choices about participation. Information regarding the purpose of a project, how information will be collected and used, potential benefits and risks, privacy protections, and the voluntary nature of participation should be provided in accessible and understandable formats. When appropriate, individuals should have access to accommodations and supported decision-making to assist them in understanding their options and expressing their own choices.

Policy Recommendations:
1. Include people with I/DD in the process. Research and data-supported projects involving or affecting individuals with I/DD should meaningfully include people with I/DD and, when appropriate, their families throughout project development, implementation, interpretation of findings, and dissemination of results.
2. Promote informed choice and voluntary participation. Individuals with I/DD should receive accurate, accessible, and understandable information necessary to make an informed choice about whether to participate in research, surveys, evaluations, or other data collection activities. Participation should be voluntary and individuals should not experience loss of services, benefits, or opportunities because they choose not to participate.
3. Ensure accessibility. Research and data collection methods should be accessible to individuals with varying communication, cognitive, sensory, physical, and language needs. Reasonable accommodations, alternative formats, plain language, Easy Read materials, interpreters, assistive technology, and other supports should be available when needed.
4. Protect privacy and confidentiality. Personally identifiable and sensitive information should be collected only when necessary, appropriately protected, and used only for the purposes communicated to participants. Data reporting should protect individuals from unnecessary identification or disclosure.
5. Collect meaningful and representative data. Data collection efforts should seek to include individuals with I/DD across geographic areas, ages, disability types, support needs, living arrangements, and other relevant characteristics so that findings do not unintentionally exclude or overlook portions of the I/DD community.
6. Use data to identify disparities and service gaps. Data-supported projects should examine differences in access, quality, outcomes, and unmet needs and use findings to inform improvements in policies, programs, services, funding, and systems.
7. Use appropriate and transparent research methods. Research questions, methodologies, limitations, and sources of data should be clearly identified. Findings should accurately reflect what the available data supports and should not overgeneralize results beyond the populations or circumstances studied.
8. Make findings accessible to the community. Results of publicly funded or community-focused research and data-supported projects should be shared with individuals with I/DD, families, policymakers, providers, and other stakeholders in accessible and understandable formats whenever possible.
9. Value lived experience as meaningful evidence. Quantitative data should not be the sole measure used to understand the needs and experiences of individuals with I/DD. Qualitative information, personal experiences, community feedback, and other forms of lived experience should be considered alongside quantitative data when evaluating programs, services, and systems.
10. Support data-informed decision-making. State and local agencies, policymakers, service systems, and organizations should use reliable data, research findings, and information from people with lived experience when developing, evaluating, modifying, or funding programs and policies affecting individuals with I/DD.
11. Evaluate outcomes, not only participation or service utilization. Data-supported projects should consider whether programs and services improve quality of life, independence, self-determination, inclusion, informed choice, health, safety, and other outcomes identified as important by individuals with I/DD.
12. Invest in better disability data. Nevada should support efforts to improve the availability, quality, coordination, and responsible use of data concerning individuals with I/DD while maintaining appropriate privacy and confidentiality protections.
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