Appendix 1

Literature search to identify the instruments used in studies to assess the quality of life of children with Down syndrome

	Database
	Date
	algorithm
	results

	Pubmed
	20.10.22

	(((((Down Syndrome[Title/Abstract]) OR (Syndrome, Down[Title/Abstract])) OR (Mongolism[Title/Abstract])) OR (Down's Syndrome[Title/Abstract])) OR (Downs Syndrome[Title/Abstract])) OR (Down's Trisomy 21[Title/Abstract])

	27657

	
	
	((((quality of life[Title/Abstract]) OR (Life Quality[Title/Abstract])) OR (Health-Related Quality Of Life[Title/Abstract])) OR (Health Related Quality Of Life[Title/Abstract])) OR (HRQOL[Title/Abstract])
	347616

	
	
	((((((Down Syndrome[Title/Abstract]) OR (Syndrome, Down[Title/Abstract])) OR (Mongolism[Title/Abstract])) OR (Down's Syndrome[Title/Abstract])) OR (Downs Syndrome[Title/Abstract])) OR (Down's Trisomy 21[Title/Abstract])) AND (((((quality of life[Title/Abstract]) OR (Life Quality[Title/Abstract])) OR (Health-Related Quality Of Life[Title/Abstract])) OR (Health Related Quality Of Life[Title/Abstract])) OR (HRQOL[Title/Abstract]))
	328

	Epistemonikos
	20.10.22
	(title:((title:(Down Syndrome) OR abstract:(Down Syndrome)) OR (title:(Syndrome, Down) OR abstract:(Syndrome, Down)) OR (title:(Mongolism) OR abstract:(Mongolism)) OR (title:(Down's Syndrome) OR abstract:(Down's Syndrome)) OR (title:(Downs Syndrome) OR abstract:(Downs Syndrome)) OR (title:(Down's Trisomy 21) OR abstract:(Down's Trisomy 21))) OR abstract:((title:(Down Syndrome) OR abstract:(Down Syndrome)) OR (title:(Syndrome, Down) OR abstract:(Syndrome, Down)) OR (title:(Mongolism) OR abstract:(Mongolism)) OR (title:(Down's Syndrome) OR abstract:(Down's Syndrome)) OR (title:(Downs Syndrome) OR abstract:(Downs Syndrome)) OR (title:(Down's Trisomy 21) OR abstract:(Down's Trisomy 21))))
	3108

	
	
	(title:(quality of life) OR abstract:(quality of life)) OR (title:(Life Quality) OR abstract:(Life Quality)) OR (title:(Health-Related Quality Of Life) OR abstract:(Health-Related Quality Of Life)) OR (title:(Health Related Quality Of Life) OR abstract:(Health Related Quality Of Life)) OR (title:(HRQOL) OR abstract:(HRQOL))
	89006

	
	
	(title:((title:(Down Syndrome) OR abstract:(Down Syndrome)) OR (title:(Syndrome, Down) OR abstract:(Syndrome, Down)) OR (title:(Mongolism) OR abstract:(Mongolism)) OR (title:(Down's Syndrome) OR abstract:(Down's Syndrome)) OR (title:(Downs Syndrome) OR abstract:(Downs Syndrome)) OR (title:(Down's Trisomy 21) OR abstract:(Down's Trisomy 21))) OR abstract:((title:(Down Syndrome) OR abstract:(Down Syndrome)) OR (title:(Syndrome, Down) OR abstract:(Syndrome, Down)) OR (title:(Mongolism) OR abstract:(Mongolism)) OR (title:(Down's Syndrome) OR abstract:(Down's Syndrome)) OR (title:(Downs Syndrome) OR abstract:(Downs Syndrome)) OR (title:(Down's Trisomy 21) OR abstract:(Down's Trisomy 21)))) AND (title:((title:(quality of life) OR abstract:(quality of life)) OR (title:(Life Quality) OR abstract:(Life Quality)) OR (title:(Health-Related Quality Of Life) OR abstract:(Health-Related Quality Of Life)) OR (title:(Health Related Quality Of Life) OR abstract:(Health Related Quality Of Life)) OR (title:(HRQOL) OR abstract:(HRQOL))) OR abstract:((title:(quality of life) OR abstract:(quality of life)) OR (title:(Life Quality) OR abstract:(Life Quality)) OR (title:(Health-Related Quality Of Life) OR abstract:(Health-Related Quality Of Life)) OR (title:(Health Related Quality Of Life) OR abstract:(Health Related Quality Of Life)) OR (title:(HRQOL) OR abstract:(HRQOL))))
	87

	EMBASE
	20.10.22
	('down syndrome'/exp OR 'down syndrome':ti,ab OR 'down`s syndrome':ti,ab OR 'downs syndrome':ti,ab OR 'down disease':ti,ab OR 'idiocy, mongolian':ti,ab OR 'langdon down disease':ti,ab OR 'langdon down syndrome':ti,ab OR 'mongolian idiocy':ti,ab OR 'mongolism':ti,ab OR 'mongoloid idiocy':ti,ab OR 'mongoloidism':ti,ab OR 'translocation 15 21 22':ti,ab OR 'trisomy 21 syndrome':ti,ab) AND ('assessment of humans'/exp OR 'assessment of humans':ti,ab OR 'named inventories, questionnaires and rating scales':ti,ab) AND ('quality of life'/exp OR 'hrql':ti,ab OR 'health related quality of life':ti,ab OR 'life quality':ti,ab OR 'quality of life':ti,ab)
	177








