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Background

Patients with certain inherited metabolic diseases (IMDs) are at risk for life-threatening metabolic
decompensations requiring prompt administration of emergency medications and medical foods. While
standardized emergency management protocols exist, timely access to these critical resources may vary
among tertiary metabolic treatment centres in Canada.

Objective

This study aims to collect data on and to identify gaps in the availability of emergency medications and
medical foods used in the initial management of these patients in crisis. Through this, we will propose
solutions to mitigate these gaps.

Methods

A cross-sectional, mixed-methods survey has been distributed to 17 tertiary Canadian metabolic centres
with an estimated completion time of 15-30 minutes for approximately 75 questions. The survey assesses
the availability of key emergency medications and medical foods, institutional protocols for emergency
response, barriers to timely access, and existing mitigation strategies. Quantitative data will be analyzed
using descriptive statistics (frequencies, proportions, and measures of central tendency) to characterize
availability and variability across centres. Qualitative responses will be analyzed using thematic analysis to
identify common barriers, system-level challenges, and potential mitigation strategies.

Results

Collection of results is ongoing and will be completed by the end of summer 2027. Quantitative results will
summarize the proportion of centres with immediate access to select emergency medications and medical
foods, variability in institutional protocols, and reported delays in access. Qualitative responses will
undergo thematic analysis to identify recurring barriers, including procurement, regulatory, or logistical
challenges. Findings will be synthesized to highlight disparities between centres and identify opportunities
for system-level improvement in emergency preparedness for IMDs.

Conclusion

By mapping national variability and gaps in access to emergency medications and medical foods for IMDs,
this study seeks to identify barriers to timely equitable care and generate evidence to support national
strategies that strengthen and standardize emergency preparedness across Canadian metabolic centres.



