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Background

Amyotrophic Lateral Sclerosis (ALS) is a fatal progressive neurodegenerative Delayed referral to ALS multidisciplinary clinics (MDC) can render patients Objective: Collaborating with the Physician Learning Program (PLP), we
disease. Median survival is 2-3 years from symptom onset’. ineligible for some medications (e.g. riluzole and Radicava®) and reduce access undertook an Edmonton-focused quality improvement program to reduce
. Diagnostic delays of 9.1-27 months from symptom onset care are reported?. to specialized ALS care?. diagnostic delay for ALS.
Establishing baseline using a retrospective chart review Journey mapping using human-centred design
Methods: We conducted a retrospective chart review of patients newly diagnosed with ALS at the Kaye Edmonton Clinic (KEC) in Methods: We used human-centred design to develop an ALS diagnosis journey map in Edmonton. 10
Edmonton, Alberta between September 1, 2019 and June 30, 2021. Data collected included patient demographics and clinical features ALS patients (4 female; aged 32-78) and 20 practitioners (8 neurologists, 4 neurosurgeons, 1 orthopedic
upon which ALS drug eligibility criteria are based. surgeon, 3 ENT specialists, 3 family physicians, and 1 physiatrist) were interviewed between February

2021 and September 2022. Interviews were audio recorded and transcribed. Their experiences and
perspectives were qualitatively analyzed identifying common themes.
Results: The journey map identified 2 actionable barriers to timely ALS diagnosis: inefficient EMG

Results: The chart review identified a diagnostic delay of 13.44 months (mean)/10.2 months (median) in 90 patients. 76% of patients
were ineligible for a key ALS drug (Radicava®). Therefore, while the median diagnostic delay is within the reported range of other
jurisdictions, patients are still arriving to the ALS MDC ineligible for some ALS treatments.

65% of ) t eligible for Radi o referral and physician knowledge about when to expedite referrals for patients suspected of having ALS.
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