DEVELOPING THE DOWN SYNDROME REGRESSION RATING SCALE

Cognitive Interview Findings and Caregiver Perspectives
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DSRD measure item flow: Round 1 to Round 2

Items Changed from Round 1 to Round 2
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 Document the item development process across two

Parents and Clinicians Offered Unique Perspectives
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Figure 2. Relevance to DSRD by Respondent Type. CVI =
Content Validity Index. Proportion of respondents who rated

835 open-ended comments were coded using a two-axis system: item “relevant” or “very relevant” to DSRD.

Structural codes (feedback about the measure: wording,
relevance, scale).

Phenomenological codes (what comments reveal about the DSRD
experience: symptom presentation, onset, course, severity,
differential diagnosis, emotional impact).
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Conclusion Limitations & Future Directions

Caregivers consistently rated symptom relevance higher than clinicians, particularly for catatonia -related
items, self-injury, and seizures. Qualitative data revealed these discrepancies reflect different explanatory
frameworks rather than simple disagreement. Clinicians often attributed symptoms to baseline DS or other
conditions, while caregivers described qualitative shifts they recognized as regression. It will be important for
the DSRRS to make clear to clinicians that endorsement represents signifcant change from baseline.

The DSRRS is designed to capture both clinical and caregiver-observed features to support comprehensive
DSRD assessment. The forthcoming large-scale data collection (Aim 2; n = 400) will establish the factor
structure and provide an empirical test of the domain hypotheses generated during this qualitative work.

Round 2 comments were disproportionately from caregivers (358 vs. 114 clinician
comments). Initial coding pass completed by single coder. Multiple coders and
interrater reliability planned for the full publication. The cognitive interview sample
was not desighed to be representative of all DSRD experiences. A full-length
manuscript is in preparation. Next steps include large-scale data collection, factor
analysis, and sensitivity/specificity analyses.
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