Table S2 Reported lifetime risk at birth estimates of Sanfilippo syndrome subtype A
	First author, year
	Country
	Reporting Qquality of the studypaper
	Study period
	Representative of whole country?
	Enzyme or mutational diagnosis?
	Prenatal diagnosis included?
	Evidence of ethnicity founder effect?
	Sanfilippo type A

	
	
	
	
	
	
	
	
	Number of patients
	Patients per 100,000 live births
	Estimation method

	Al-Jasmi, 2013 [1]
	United Arab Emirates
	Medium
	1995–2010
	Yes
	No
	No
	Yes
	0
	0
	DoB

	Applegarth, 2000 [2]
	Canada
	Medium
	1972–1996
	No (British Columbia)
	Yes
	Yes
	No
	3
	0.29
	Real lifetime riska

	Baehner, 2005 [3]
	Germany
	Good
	1980–1995
	Yes
	Yes
	No
	No
	149
	1.11
	Dx

	Dionisi-Vici, 2002 [4]
	Italy
	Medium
	1985–1997
	Yes
	Yes
	No
	No
	26
	0.36
	Dx

	Héron, 2011 [5]
	Greece
	Medium
	1990–2006
	Yes
	Yes
	No
	No
	0
	0
	Dx

	Héron, 2011 [5]
	France
	Medium
	1990–2006
	Yes
	Yes
	No
	No
	87
	0.48
	Dx

	Héron, 2011 [5]
	Great Britain
	Medium
	1990–2006
	Yes
	Yes
	No
	No
	89
	0.85b
	Dx

	Hult, 2014 [6]
	Sweden
	Medium
	1990–2009
	Yes
	Yes
	No
	No
	13
	0.62
	Dx

	Krabbi, 2012 [7]
	Estonia
	Medium
	1985–2006
	Yes
	No
	No
	No
	6
	1.62
	DoB

	Lin, 2009 [8]
	Taiwan
	Good
	1984–2004
	Yes
	Yes
	No
	No
	5
	0.08
	Dx

	Lowry, 1990 [9]
	Canada
	Very poor
	1952–1986
	No (British Columbia)
	No data
	No
	No
	4
	0.30
	Dx

	Meikle, 1999 [10]
	Australia
	Poor
	1980–1996
	Yes
	Yes
	No
	No
	33 postnatal (4 prenatal)
	0.78 (postnatal); 
0.87 (postnatal + prenatal)
	Dx

	Nelson, 1997 [11]
	Great Britain
	Poor
	1958–1985
	No (Northern Ireland)
	Yes
	No
	No
	2
	0.24
	Dx

	Nelson, 2003 [12]
	Australia
	Poor
	1969–1996
	No (Western Australia)
	Yes
	Yes
	No
	4
	0.50
	Dx

	Pinto, 2004 [13]
	Portugal
	Poor
	1982–2001
	No (Northern Portugal)
	Yes
	Yes
	No
	0 
	0 
	DoB

	Poorthuis, 1999 [14]
	The Netherlands
	Poor
	1970–1996
	Yes
	Yes
	Yes
	No
	81
	1.16
	DoB

	Poupetová, 2010 [15]
	Czech Republic
	Medium
	1975–2008
	Yes
	Yes
	Yes
	No
	17
	0.47
	DoB


aDiagnosed patients among defined cohorts
bMPS III all types but refers to the subtypes on different time horizons
DoB date-of-birth method, Dx diagnosis period method
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