The Canadian Inherited Metabolic Diseases Research Network
(CIMDRN) is a national, multidisciplinary practice-based research
network designed to develop the evidence needed to improve
outcomes for children with IEM

As part of CIMDRN’s program of research, our clinical data
collection working group aims to identify meaningful longitudinal
clinical outcomes and the intermediate indicators of disease
management that will help us to predict such outcomes

 Toward this goal, here we present a framework we have
developed to guide the systematic collection of clinical data useful
for longitudinal research within CIMDRN
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* Data measures (with operationalized definitions) based on data collection information
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* Finalize elements with consensus process including all participating
metabolic disease centres

* Translate framework into a database (REDCap) to collect clinical data

Value and Contributions

* The framework supports practice-based evidence to overcome
critical challenges of clinical longitudinal research on outcomes for
IEM and other rare diseases

* Consensus among multidisciplinary representatives from all
hereditary metabolic disease centres in Canada

* Tools can be adapted for other rare diseases in other jurisdictions
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