Supplementary materials 3: D-RSC datasets
Table 1: D-RSC datasets
	Study
	Region
	Study type
	N patients
	Age range (years)†
	Median (IQR)
follow-up
	Date collected
	Inclusion criteria

	UC Davis (1)

	USA
	Natural history
	73
	2–31
	10.4 (7.9, 13.7)
	1980s
	Unknown

	UC Davis 2 (2, 3)

	USA
	Test/re-test data for clinical outcome
	24
	4–14
	7.8 (6.1, 9.4)
	Publication accepted in 2009
	Walk 10m, 
no acute illness

	CCHMC (4)

	USA
	Clinical
	97
	7–16
	7.4 (7.2, 7.9)
	Visited 2011–‍2015
	 ≥3 years follow-up

	CINRG DNHS 
(5, 6)

	Argentina, Australia, Canada, India, Israel, Italy, Puerto Rico, Sweden, USA
	Natural history
	440
	2-30
	8.9 (6.2, 14.0)
	Recruited 2006–‍2009, then again 2012–2016
	No steroid-naïve, no ambulation aged 16

	Santhera (7, 8) 


	Austria, Belgium, France, Germany, Italy, Netherlands, Spain, Sweden, Switzerland, USA
	Placebo arm of trial
	34
	10–18
	14.9 
(12.0, 16.0)
	Recruited
2009–2012
	PEF%p <80% at baseline, no spinal surgery/ventilation

	Lilly (9)

	Argentina, Belgium, Canada, France, Germany, Italy, Japan, Netherlands, Russia, South Korea, Spain, Taiwan, Turkey, UK, USA
	Placebo arm of trial
	115
	7–14
	9.2 (8.0, 10.2)
	Study ran
2013–2015
	6MWD between 200 and 400m, left ventricular ejection fraction ≥50%

	CHOP (10)

	USA
	Clinical
	66
	13-33 
	10.1 (7.5, 12.2)
	Visited 2005–‍2010
	English speaking

	Imaging DMD (11)
	USA
	Natural history
	100
	5–18
	8.0 (6.7, 9.9)
	Recruitment began in 2010
	Walk 100m, climb four stairs

	PTC 007 (12)

	Australia, Belgium, Canada, France, Germany, Italy, Israel, Spain, Sweden, UK, USA
	Placebo arm of trial
	52
	5–15
	8.0 (7.0, 9.0)
	Study ran
2008–2009
	Walk 75m, no daytime ventilation

	PTC 020 (13)

	Australia, Belgium, Brazil, Canada, Chile, Czech Republic, France, Germany, Israel, Italy, Poland, South Korea, Spain, Sweden, Switzerland, Turkey, UK, USA
	Placebo arm of trial
	115
	7–15
	9.0 (7.9, 10.0)
	Recruited
2013–2014
	Baseline 6MWD of 150m, no daytime ventilation

	CINRG steroid
(14)
	Australia, India, Israel, USA
	Clinical trial of steroids
	64
	4–12
	7.2 (5.9, 8.4)
	Study ran
2004–2007
	Ambulant, muscle weakness


†Inclusion criteria ≥4 years of age as not all measures are appropriate below this age and there are limited data available.
Abbreviations: 6MWD, 6-minute walk distance; CHOP, Children’s Hospital of Philadelphia; CINRG DNHS, the Cooperative International Neuromuscular Research Group Duchenne Natural History Study; CCMMC, Cincinnati Children’s Hospital Medical Center; DMD, Duchenne muscular dystrophy; D-RSC, Duchenne Regulatory Science Consortium; IQR, interquartile range; m, metre; PEF%p , peak expiratory flow percent predicted; PTC, PTC Therapeutics; UC Davis, University of California, Davis. 
Table 1: Scope of the D-RSC dataset1.
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