Attachment 2: Purpose and Development

Consistent representation in healthcare and service data is necessary to improve services and outcomes for people with intellectual and developmental disabilities (IDD).[footnoteRef:2],[footnoteRef:3] To fulfill this objective a demographic identifier is needed for use at point-of-care settings (e.g. medical clinics). Functional disability status was recently added as a United States Core Data for Interoperability (USCDI) v3 data element based on the current HHS standard for identifying disability status in federal surveys[footnoteRef:4]. However, the questions were designed for use in surveys and have not been adapted for use in a clinical setting.  [2:  Facts About Intellectual Disability | CDC]  [3:  Developmental Disabilities | CDC]  [4:  Federal Register :: Health Data, Technology, and Interoperability: Certification Program Updates, Algorithm Transparency, and Information Sharing.(See section VIII. Health Status Assessments).] 

National Center on Birth Defects and Developmental Disabilities, Division of Human Development and Disability aims to develop a brief set of disability questions that can be used in conjunction with a standard disability question set.[footnoteRef:5],[footnoteRef:6] Together these questions will form a disability instrument to be used within point-of-care settings to identify adults as having a disability, including those with IDD. Little research has been carried out adults with IDD to establish whether there are functional difficulties that they encounter outside of the domains covered by the standard survey disability questions and how they may answer questions on those domains.  [5:  WG Short Set on Functioning (WG-SS) - The Washington Group on Disability Statistics]  [6:  Disability | American Community Survey | U.S. Census Bureau] 

This cognitive interviewing study follows and was informed by a prior exploratory phase of research which identified relevant domains outside of the standard disability questions. More questions will be initially evaluated than are planned to be included in the final disability instrument.  The cognitive interviews will be used to refine and reduce the questions, examine whether the proposed questions for the instrument capture the intended constructs, and if and how both respondents and proxy respondents understand the proposed questions. 

The sources of the Intellectual and Developmental Disability Point-of-Care questions are as follows: 

Questions 1-7, the core disability questions, are adapted from the American Community Survey questions on disability (ACS-6) and the Washington Group Short Set on Disability (WG-SS). The ACS-6 has not been previously evaluated with adults with IDD as the primary sample. The WG-SS has been previously evaluated for use on surveys with adults with IDD[footnoteRef:7], but not for use in a clinical setting.  [7:  Wilmot, A., MacFadyen, A. Findings from a Cognitive Interview Study of Survey Questions Administered with Adults with Intellectual and Development Disabilities. National Center for Health Statistics - CCQDER. Q-Bank. 2024. Available from: https://wwwn.cdc.gov/QBank/Report.aspx?1250 ] 


Qs 8-32, which cover the overarching topics of age of onset and assistive devices, speech, learning, barriers to participation, independence, mental health and psychosocial functioning, and disability identity and diagnosis were adapted for use in a clinical setting with adults with IDD from the following sources: National Health Interview Survey (NHIS)[footnoteRef:8], Communication First’s recommendations to Census,[footnoteRef:9] the Washington Group of Disability Extended Set (WG-ES),[footnoteRef:10] the Washington Group/UNICEF Child Functioning Module (CFM),[footnoteRef:11] the Model Disability Survey (MDS),[footnoteRef:12] the World Health Organization Disability Assessment Schedule 2.0 (WHODAS 2.0),[footnoteRef:13] the Behavior Rating Inventory of Executive Function Adult Version (BRIEF-A),[footnoteRef:14] the Modified Fatigue Impact Scale (MFIS),[footnoteRef:15] and the National Survey on Health and Disability.[footnoteRef:16]  [8:  National Health Interview Survey | National Health Interview Survey | CDC]  [9:  The Census Bureau Needs to Start Counting Us | CommunicationFIRST]  [10:  The Washington Group Data Collection Tools and their Recommended Use (WG-ES)]  [11:  The Washington Group Data Collection Tools and their Recommended Use (CFM)]  [12:  Disability: Model disability survey]  [13:  WHODAS 2.0 (World Health Organization Disability Assessment Schedule 2.0): 36-item version, proxy-administered]  [14:  Title™]  [15:  Modified Fatigue Impact Scale (MFIS)]  [16:  Hall, J. P., Goddard, K. S., Ipsen, C., Myers, A., & Kurth, N. K. (2024). Counting everyone: evidence for inclusive measures of disability in federal surveys. Health Affairs Scholar, 2(9), qxae106. https://doi.org/10.1093/haschl/qxae106 
 ] 



