
Stephen Johnson

Stephen Johnson

Stephen Johnson

Stephen Johnson
DBPR NPJDIGITALMED-05258R 

Stephen Johnson
2023-01-14

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
X

Stephen Johnson
All analyses were performed using R software (version 4.2.0; The R Project). The code for all data preprocessing and data analysis is available here, https://github.com/onnela-lab/als-wearables).
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In our Table 1, we report the percentage of participants who self-report as either male or female sex; however, we did not collect information on gender. We did not compare groups based on sex given our sample size, the heterogeneity of the disease, and because this study is focused on understanding the feasibility of remotely collected patient-report outcome measures and physical function. Consequently, we did not feel we would be able to make meaningful statistical comparisons based on sex.
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The mean age was 62 years, all participants had a confirmed diagnosis of ALS.  
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The study was advertised on ALS social media accounts, an institutional research recruitment website, and to patients attending the ALS multidisciplinary clinic. Due to the convenience sample nature of recruitment, we likely are undersampling participants who are lack internet access and technological proficiency. The observational nature also means that this population is likely slower progressing than those who engage in interventional trials. Because we were examining the ability of technology to measure functional decline, results would be less robust than they otherwise would be.
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Massachusetts General Brigham (MGB) Institutional Review Board (IRB) 
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Data exclusions*
Participants who did not complete at least two of each of the functional rating scale surveys were excluded n = 6. This was not pre-specified. This was because we were studying functional decline over time, and without a second time point, we could not assess change over time. For examining the wearable device derived metrics, only valid days were used, defined as days with at least 8, not necessarily consecutive, “valid hours.” Due to device differences, valid hours were defined uniquely for each wearable. For Actigraph, a valid hour was defined as 60 consecutive minutes without missing data and vendor-provided wear status indicating device wear. For Modus, a valid hour was one with at least one step logged. These were chosen based on device measurement capabilities, sensitivity to detect movement, and what is standard practice in the literature. 
Replication
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This was a longitudinal 6-month study examining daily physical activity measures using two wearable devices and collecting patient reported outcome measures via personal smartphone survey administration. Replication would require repeating the study. 
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Participants independently chose in an even split per their preference whether to participate in the Actigraph vs Modus arm of the study. Participants were compared to themselves over time as measuring functional decline was the aim of the study.  
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Investigators were blind to participant identity during data/statistical analysis
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Because this was a feasibility study, sample size was not predetermined. We enrolled the full number of participants for which funding allowed. 


