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PRISMA 2009 checklist
	Section/topic 
	#
	Checklist item 
	Reported section titles

	TITLE 
	

	Title 
	1
	Identify the report as a systematic review, meta-analysis, or both. 
	Title

	ABSTRACT 
	

	Structured summary 
	2
	Provide a structured summary including, as applicable: background; objectives; data sources; study eligibility criteria, participants, and interventions; study appraisal and synthesis methods; results; limitations; conclusions and implications of key findings; systematic review registration number. 
	‘Abstract’

	INTRODUCTION 
	

	Rationale 
	3
	Describe the rationale for the review in the context of what is already known. 
	‘Background’

	Objectives 
	4
	Provide an explicit statement of questions being addressed with reference to participants, interventions, comparisons, outcomes, and study design (PICOS). 
	‘Aim and objectives’ (PICOS not fully applicable)

	METHODS 
	

	Protocol and registration 
	5
	Indicate if a review protocol exists, if and where it can be accessed (e.g., Web address), and, if available, provide registration information including registration number. 
	‘Methods’, 1st paragraph

	Eligibility criteria 
	6
	Specify study characteristics (e.g., PICOS, length of follow-up) and report characteristics (e.g., years considered, language, publication status) used as criteria for eligibility, giving rationale. 
	‘Data sources and study selection’, 3rd paragraph

	Information sources 
	7
	Describe all information sources (e.g., databases with dates of coverage, contact with study authors to identify additional studies) in the search and date last searched. 
	‘Data sources and study selection’, 1st and 2nd paragraphs

	Search 
	8
	Present full electronic search strategy for at least one database, including any limits used, such that it could be repeated. 
	Tables A and B, Supplementary Information

	Study selection 
	9
	State the process for selecting studies (i.e., screening, eligibility, included in systematic review, and, if applicable, included in the meta-analysis). 
	‘Data sources and study selection’, 2nd paragraph

	Data collection process 
	10
	Describe method of data extraction from reports (e.g., piloted forms, independently, in duplicate) and any processes for obtaining and confirming data from investigators. 
	‘Data extraction’

	Data items 
	11
	List and define all variables for which data were sought (e.g., PICOS, funding sources) and any assumptions and simplifications made. 
	‘Data extraction’

	Risk of bias in individual studies 
	12
	Describe methods used for assessing risk of bias of individual studies (including specification of whether this was done at the study or outcome level), and how this information is to be used in any data synthesis. 
	Not applicable for PROMs; non-use of CREATE checklist for value sets mentioned as limitation in ‘Strengths and limitations’, 2nd paragraph.

	Summary measures 
	13
	State the principal summary measures (e.g., risk ratio, difference in means). 
	Not applicable

	Synthesis of results 
	14
	Describe the methods of handling data and combining results of studies, if done, including measures of consistency (e.g., I2) for each meta-analysis. 
	Not applicable

	Risk of bias across studies 
	15
	Specify any assessment of risk of bias that may affect the cumulative evidence (e.g., publication bias, selective reporting within studies). 
Note: Risk of bias in systematic overview may occur if its search strategy and selection criteria are not comprehensive. 
	Not conducted

	Additional analyses 
	16
	Describe methods of additional analyses (e.g., sensitivity or subgroup analyses, meta-regression), if done, indicating which were pre-specified. 
	‘Data synthesis’

	RESULTS 
	

	Study selection 
	17
	Give numbers of studies screened, assessed for eligibility, and included in the review, with reasons for exclusions at each stage, ideally with a flow diagram. 
	‘Search results’

	Study characteristics 
	18
	For each study, present characteristics for which data were extracted (e.g., study size, PICOS, follow-up period) and provide the citations. 
	Tables 1-4 and Tables C-E (Supplementary Information)

	Risk of bias within studies 
	19
	Present data on risk of bias of each study and, if available, any outcome level assessment (see item 12). 
	Not applicable for PROMs; not conducted for value sets

	Results of individual studies 
	20
	For all outcomes considered (benefits or harms), present, for each study: (a) simple summary data for each intervention group (b) effect estimates and confidence intervals, ideally with a forest plot. 
	Tables 1-4 and Tables C-E (Supplementary Information)

	Synthesis of results 
	21
	Present results of each meta-analysis done, including confidence intervals and measures of consistency. 
	Not applicable

	Risk of bias across studies 
	22
	Present results of any assessment of risk of bias across studies (see Item 15). 
	Not conducted

	Additional analysis 
	23
	Give results of additional analyses, if done (e.g., sensitivity or subgroup analyses, meta-regression [see Item 16]). 
	Tables 2-3 and Tables D-E (Supplementary Information)

	DISCUSSION 
	

	Summary of evidence 
	24
	Summarize the main findings including the strength of evidence for each main outcome; consider their relevance to key groups (e.g., healthcare providers, users, and policy makers). 
	‘Discussion’

	Limitations 
	25
	Discuss limitations at study and outcome level (e.g., risk of bias), and at review-level (e.g., incomplete retrieval of identified research, reporting bias). 
	‘Strengths and limitations’

	Conclusions 
	26
	Provide a general interpretation of the results in the context of other evidence, and implications for future research. 
	‘Conclusion’

	FUNDING 
	

	Funding 
	27
	Describe sources of funding for the systematic review and other support (e.g., supply of data); role of funders for the systematic review. 
	‘Declarations’



From:  Moher D, Liberati A, Tetzlaff J, Altman DG, The PRISMA Group (2009). Preferred Reporting Items for Systematic Reviews and Meta-Analyses: The PRISMA Statement. PLoS Med 6(7): e1000097. doi:10.1371/journal.pmed1000097 

Acronym: PROM: patient-reported outcome measure; CREATE: checklist for reporting valuation studies of multi-attribute utility-based instruments


Search strategy for patient-reported outcome measures
	Table A Medline search strategy for identification of patient-reported outcome measures
Search run: 7th October 2020

	Search category
	Ref.
	Type
	Search terms
	Hits #

	General instrument terms
	1
	MeSH
	Outcome Assessment, Health Care/
	73336

	
	2
	MeSH
	Surveys and Questionnaires/ or Patient reported outcome measures/ or Patient Health Questionnaire/
	469946

	
	3
	Free text
	(tool* OR instrument* OR questionnaire* OR index OR indices OR scale* OR survey* OR feedback OR interview* OR PROMS).ti,ab.
	3660679

	
	4
	Free text
	(outcome* adj2 measure*).ti,ab.
	266581

	
	5
	Free text
	(outcome* adj2 assessment*).ti,ab.
	10700

	
	6
	Free text
	(measur* adj2 (quality OR health OR outcomes)).ti,ab.
	79175

	
	7
	Free text
	(assess* adj2 (quality OR health OR outcomes)).ti,ab.
	118003

	
	8
	Free text
	(patient report* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	7734

	
	9
	Free text
	(self report* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	1343

	
	10
	Free text
	(parent report* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	63

	
	11
	Free text
	(child report* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	6

	
	12
	Free text
	(patient assess* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	62

	
	13
	Free text
	(self assess* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	71

	
	14
	Free text
	(parent assess* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	2

	
	15
	Free text
	(child assess* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	1

	
	16
	Free text
	(carer assess* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	0

	
	17
	Free text
	(caregiver assess* adj2 outcome* adj2 (measure* OR assessment*)).ti,ab.
	0

	
	18
	
	OR(1-17)
	4019187

	Multidimensional health construct terms
	19
	MeSH
	Quality of life/
	197501

	
	20
	Free text
	(quality of life).ti,ab.
	287259

	
	21
	Free text
	(QOL OR QL OR HRQOL OR HRQL OR functioning OR activit* OR participation).ti,ab.
	3429459

	
	22
	Free text
	(health utilit*).ti,ab.
	2155

	
	23
	Free text
	(multi-attribute utility instrument).ti,ab.
	33

	
	24
	Free text
	(multiattribute utility instrument).ti,ab.
	8

	
	25
	Free text
	(health outcome*).ti,ab.
	53848

	
	26
	Free text
	((health OR functional) adj status).ti,ab.
	83693

	
	27
	Free text
	(well being OR wellbeing).ti,ab.
	93834

	
	28
	Free text
	(patient outcome*).ti,ab.
	51624

	
	29
	Free text
	(patient reported adj2 outcome*).ti,ab.
	19213

	
	30
	Free text
	(self reported adj2 outcome*).ti,ab.
	3185

	
	31
	Free text
	(parent reported adj2 outcome*).ti,ab.
	215

	
	32
	Free text
	(proxy reported adj2 outcome*).ti,ab.
	26

	
	33
	Free text
	(child* adj3 outcome*).ti,ab.
	25602

	
	34
	Free text
	(patient assessed adj2 outcome*).ti,ab.
	59

	
	35
	Free text
	(self assessed adj2 outcome*).ti,ab.
	107

	
	36
	Free text
	(parent assessed adj2 outcome*).ti,ab.
	1

	
	37
	
	OR(19-36)
	3886817

	Childhood terms
	38
	MeSH
	Pediatrics/
	54101

	
	39
	MeSH
	Infant, Newborn/
	606959

	
	40
	MeSH
	exp Child/
	1918801

	
	40
	MeSH
	Adolescent/
	2038232

	
	41
	Free text
	(infant* OR child* OR adolescen* OR teenager*).ti,ab.
	1856581

	
	42
	Free text
	(kid OR kids OR youngster* OR youth* OR newborn* OR neonat* OR schoolchild* OR preschooler* OR pre-schooler*).ti,ab.
	473542

	
	43
	Free text
	(pediatric OR paediatric).ti,ab.
	324322

	
	44
	Free text
	(young adj people).ti,ab.
	27979

	
	45
	
	OR(38-44)
	4205664

	Psychometric property terms
	46
	MeSH
	Psychometrics/
	75926

	
	47
	Free text
	(reliab* OR valid* OR evaluation OR repeatability OR acceptability OR responsiveness OR feasibility OR psychometric).ti,ab.
	2523331

	
	48
	
	OR(46-47)
	2553365

	Intersect and limit
	49
	
	18 AND 37 AND 45 AND 48
	40890

	
	50
	
	Limit to 2012-Current and English
	22691

	Acronym: HRQoL: health-related quality of life; MeSH: Medical subject heading






Search strategy for preference-based value sets
	Table B Medline search strategy for identification of preference-based value sets
Search run: 18th February 2021

	Search category
	Ref.
	Type
	Search terms
	Hits #

	Multi-attribute utility instrument terms
	1
	Free text
	"health utilities index".ti,ab,kw. 
	737

	
	2
	Free text
	"hui mark 2".ti,ab,kw. 
	20

	
	3
	Free text
	hui2.ti,ab,kw. 
	151

	
	4
	Free text
	hui-2.ti,ab,kw. 
	39

	
	5
	Free text
	huiii.ti,ab,kw. 
	0

	
	6
	Free text
	hui-ii.ti,ab,kw. 
	5

	
	7
	Free text
	"hui mark 3".ti,ab,kw. 
	19

	
	8
	Free text
	hui3.ti,ab,kw. 
	347

	
	9
	Free text
	hui-3.ti,ab,kw. 
	94

	
	10
	Free text
	huiiii.ti,ab,kw. 
	0

	
	11
	Free text
	hui-iii.ti,ab,kw. 
	19

	
	12
	
	1 or 2 or 3 or 4 or 5 or 6 or 7 or 8 or 9 
	891

	
	13
	Free text
	"child health utility 9d".ti,ab,kw. 
	55

	
	14
	Free text
	"child health utility 9-d".ti,ab,kw. 
	0

	
	15
	Free text
	chu9d.ti,ab,kw. 
	46

	
	16
	Free text
	chu-9d.ti,ab,kw. 
	22

	
	17
	Free text
	"child health utility 9-dimension*".ti,ab,kw. 
	11

	
	18
	Free text
	"child health utility 9dimension*".ti,ab,kw. 
	1

	
	19
	
	13 or 14 or 15 or 16 or 17 or 18 
	87

	
	20
	Free text
	"assessment of quality of life 6-dimension*".ti,ab,kw. 
	6

	
	21
	Free text
	"assessment of quality of life 6dimension*".ti,ab,kw. 
	0

	
	22
	Free text
	"assessment of quality of life 6-d".ti,ab,kw. 
	0

	
	23
	Free text
	"assessment of quality of life 6d".ti,ab,kw. 
	8

	
	24
	Free text
	"assessment of qol 6-dimension*".ti,ab,kw. 
	0

	
	25
	Free text
	"assessment of qol 6dimension*".ti,ab,kw. 
	0

	
	26
	Free text
	"assessment of qol 6-d".ti,ab,kw. 
	0

	
	27
	Free text
	"assessment of qol 6d".ti,ab,kw. 
	0

	
	28
	Free text
	aqol-6d.ti,ab,kw. 
	29

	
	29
	Free text
	aqol6d.ti,ab,kw. 
	1

	
	30
	
	20 or 21 or 22 or 23 or 24 or 25 or 26 or 27 or 28 or 29 
	33

	
	31
	Free text
	16-dimension*.ti,ab,kw. 
	45

	
	32
	Free text
	16dimension*.ti,ab,kw. 
	0

	
	33
	Free text
	16-d.ti,ab,kw. 
	1458

	
	34
	Free text
	16d.ti,ab,kw. 
	349

	
	35
	
	31 or 32 or 33 or 34 
	1848

	
	36
	Free text
	("quality of life" or qol or hrqol or hr-qol or utility or utilities or preference*).ti,ab,kw. 
	662813

	
	37
	
	35 and 36 
	50

	
	38
	Free text
	17-dimension*.ti,ab,kw. 
	32

	
	39
	Free text
	17dimension*.ti,ab,kw. 
	0

	
	40
	Free text
	17-d.ti,ab,kw. 
	1238

	
	41
	Free text
	17d.ti,ab,kw. 
	816

	
	42
	
	38 or 39 or 40 or 41 
	2074

	
	43
	Free text
	("quality of life" or qol or hrqol or hr-qol or utility or utilities or preference*).ti,ab,kw. 
	662813

	
	44
	
	42 and 43 
	46

	
	45
	Free text
	ahum.ti,ab,kw. 
	3

	
	46
	Free text
	a-hum.ti,ab,kw. 
	12

	
	47
	Free text
	"adolescent health utility measure*".ti,ab,kw. 
	2

	
	48
	Free text
	"adolescent hum".ti,ab,kw. 
	0

	
	49
	
	45 or 46 or 47 or 48 
	15

	
	50
	Free text
	eq-5d-y*.ti,ab,kw. 
	113

	
	51
	Free text
	eq-5dy*.ti,ab,kw. 
	2

	
	52
	Free text
	eq-5d-5l-y.ti,ab,kw. 
	3

	
	53
	Free text
	eq-5d5ly.ti,ab,kw. 
	0

	
	54
	Free text
	"european quality of life 5d youth".ti,ab,kw. 
	0

	
	55
	Free text
	"european quality of life 5-d youth".ti,ab,kw. 
	0

	
	56
	Free text
	"european quality of life 5 dimension* youth".ti,ab,kw. 
	3

	
	57
	Free text
	"euroqol 5dy".ti,ab,kw. 
	0

	
	58
	Free text
	"euroqol 5d-y".ti,ab,kw. 
	3

	
	59
	Free text
	"euroqol 5 dimension* youth*".ti,ab,kw. 
	3

	
	60
	Free text
	"euroqol 5d youth*".ti,ab,kw. 
	6

	
	61
	Free text
	"euroqol 5-d youth".ti,ab,kw. 
	0

	
	62
	
	50 or 51 or 54 or 55 or 56 or 57 or 58 or 59 or 60 or 61 
	121

	
	63
	Free text
	iqi.ti,ab,kw. 
	97

	
	64
	Free text
	"infant health related quality of life instrument*".ti,ab,kw. 
	3

	
	65
	Free text
	"infant quality of life instrument".ti,ab,kw. 
	1

	
	66
	Free text
	"infant qol instrument".ti,ab,kw. 
	1

	
	67
	Free text
	"infant hrqol instrument*".ti,ab,kw. 
	0

	
	68
	Free text
	"infant hr-qol instrument".ti,ab,kw. 
	0

	
	69
	Free text
	tandi.ti,ab,kw. 
	3

	
	70
	Free text
	("toddler and infant" adj2 "health related quality of life").ti,ab,kw. 
	1

	
	71
	Free text
	("toddler and infant" adj2 hrqol).ti,ab,kw. 
	0

	
	72
	Free text
	("toddler and infant" adj2 hr-qol).ti,ab,kw. 
	0

	
	73
	
	63 or 64 or 65 or 66 or 67 or 68 or 69 or 70 or 71 or 72 
	100

	
	74
	Free text
	chscs-ps.ti,ab,kw. 
	3

	
	75
	Free text
	"comprehensive health status classification system for preschool children".ti,ab,kw. 
	1

	
	76
	Free text
	"comprehensive health status classification system for pre-school children".ti,ab,kw. 
	2

	
	77
	
	74 or 75 or 76 
	3

	
	78
	Free text
	ch-6d.ti,ab,kw. 
	0

	
	79
	Free text
	ch6d.ti,ab,kw. 
	0

	
	80
	Free text
	"ch 6dimension*".ti,ab,kw. 
	0

	
	81
	Free text
	"ch 6 dimension*".ti,ab,kw. 
	0

	
	82
	Free text
	"child health 6d*".ti,ab,kw. 
	0

	
	83
	Free text
	"child health 6-d*".ti,ab,kw. 
	2

	
	84
	Free text
	78 or 79 or 80 or 81 or 82 or 83 
	2

	
	85
	Free text
	"quality of wellbeing".ti,ab,kw. 
	26

	
	86
	Free text
	"quality of well-being".ti,ab,kw. 
	431

	
	87
	Free text
	qwb.ti,ab,kw. 
	206

	
	88
	
	85 or 86 or 87 
	490

	
	89
	
	12 or 19 or 30 or 37 or 44 or 49 or 62 or 73 or 77 or 84 or 88 
	1723

	
	90
	
	limit 89 to english language 
	1677

	Childhood terms
	91
	MeSH
	Pediatrics/
	54962

	
	92
	MeSH
	exp Infant/ or exp Child/ or Adolescent/
	3628448

	
	93
	Free text
	(infant* or child* or adolescen* or teenager* or kid or kids or youngster* or youth* or newborn* or neonat* or schoolchild* or preschooler* or pre-schooler* or pediatric? or paediatric? or young people).af.
	4948310

	
	94
	
	91 or 92 or 93
	4948310

	Intersect
	95
	
	90 and 94
	667

	Acronym: MeSH: Medical subject heading





Included generic, multidimensional childhood patient-reported outcome measures by age category
	Table C Summary of characteristics of included generic, multidimensional childhood patient-reported outcome measures by age category

	#
	Acronym – Name
	Reference – Country
	Target age (years)
	Perception captured (Category)a
	Respondent type
	Administration mode
	Recall period
	Domains (number, n)
	Items n
	Response options [Scoring method]

	1. Infants, toddlers or pre-schoolers (age <5) 

	1.1
	QUALIN –
Infant's Quality of Life
	Manificat (1999) [1, 2] – France
	0-3
	No (FDH)
	Observer
	By self
	General
	Psychomotor development; Family environment; Psychopathological; Sociability (n=4)
	33
	5-point scale [Item average]

	1.2
	AUQUEI Nursery – Child Pictured Self Report Nursery version
	Manificat (1998) [1, 3] – France
	3-6
	Yes (QoL)
	Child, aided by parents
	By self
	General
	Family life; Social life; Activities at school and leisure; Health (n=4)
	28
	4-level pictorial happy-sad faces (26 items); Open-ended (2) [Item average]

	1.3
	CHAQ38 Informant only – Child Health Assessment Questionnaire, 38 items, informant only
	Lam (2004) [4]
	<5
	No (FDH)
	Observer
	By self
	Past week
	Same domains as CHAQ plus 8 additional items on age-appropriate physical activities and challenges
	38
	4- or 5-point scale [Item average]

	1.4
	FSIIR Infants –
Functional Status II Revised, long version, Infants
	Stein (1990) [5] – US
	0-1
	No (FDH)
	Observer
	By interviewer
	Past two weeks

	General health; Total functional status; Responsiveness (n=3)
	20
	3-point scales for function difficulty and extent due to illness. [Item sum as proportion of maximum]

	1.5
	FSIIR Toddlers

	Stein (1990) [5] – US
	1-2
	No (FDH)
	Observer
	By interviewer
	Past two weeks

	General health; Total functional status; Responsiveness (n=3)
	28
	See FSIIR Infants

	1.6
	FSIIR Pre-schoolers

	Stein (1990) [5] – US
	2-3
	No (FDH)
	Observer
	By interviewer
	Past two weeks

	General health; Total functional status; Activity (n=3)
	38
	See FSIIR Infants

	1.7
	ITQOL –
Infant Toddler Quality of Life (long version)
	Klassen (2003) [6] – Canada
	2 months - 5 years
	No (FDH)
	Observer
	By self; Mail
	Past four weeks; General for global health; Compared to last year for change in health
	Physical; Growth and development; Bodily pain; Temperament/moods; General behaviour; Getting along; General health perceptions; Change in health; Parental impact - Emotion; Time; Mental; Family cohesion; General health (n=13)
	103
	5-point scale except 4-point scale for parental time impact [Item average per domain]

	1.8
	ITQOL SF47 –
ITQOL Short Form
	Landgraf (2013) [7] – Netherlands
	2 months - 5 years
	No (FDH)
	Observer
	By self
	Past four weeks; General for global health; Compared to last year for change in health
	Physical; Growth and development; Bodily pain; Temperament/moods; General behaviour; Getting along; General health perceptions; Change in health; Parental impact - Emotion; Time; Mental; Family cohesion; General health (n=13)
	47
	5-point scale except for 4-point scale for parental time impact [Item average per domain]

	1.9
	Kiddy-KINDL CQ – Kiddy-KINDL Children’s Questionnaire
	Ravens-Sieberer (1998)b [8] – Germany
	4-6
	Some (QoL-FDH)
	Child
	By interviewer
	Past week
	Physical health; Emotion; Self-esteem; Family; Friends; School (n=6)
	12
	3-point scale [Item average]

	1.10
	Kiddy-KINDL PQ – Kiddy-KINDL Parents’ Questionnaire
	Ravens-Sieberer (1998) [8] – Germany
	3-6
	Some (QoL-FDH)
	Proxy-Observer
	By self
	Past week
	Physical health; Emotion; Self-esteem; Family; Friends; School; Child behaviour (n=7)
	46
	5-point scale [Item average]

	1.11
	PedsQL GCS Toddler – Pediatric Quality of Life inventory 4.0 Generic Core Scales, Toddler
	Varni (2001)c [9] – US
	2-4
	No (FDH)
	Observer
	By self (Paper); By interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	5-point scale [Item average per domain]

	1.12
	PedsQL SF15 Toddler – PedsQL 4.0 Short Form, Toddler
	Chan (2005)c [10] – US
	2-4
	No (FDH)
	Observer
	By self (Paper); By interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	5-point scale [Item average per domain]

	1.13
	PedsQL Infant Scales (1-12 months)

	Varni (2011)c [11] – US
	1-12 months
	No (FDH)
	Observer
	By self; Mail
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; Cognitive; Physical symptoms (n=5)
	36
	5-point scale [Item average per domain]

	1.14
	PedsQL Infant Scales (13-24 months)
	Varni (2011) [11] – US
	13-24 months
	No (FDH)
	Observer
	By self; Mail
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; Cognitive; Physical symptoms (n=5)
	45
	5-point scale [Item average per domain]

	1.15
	PROMIS EC –
Patient-Reported Outcomes Measurement Information System - Early Childhood
	Blackwell (2020) [12] – US
	1-5
	No (FDH)
	Observer
	By self
	Past week/month
	(A) Global health. (B) Mental health: Anger; Anxiety; Depressive symptoms; Positive affect; Engagement - curiosity; Engagement - persistence; Self-control - adaptability; Self-control - self-regulation. (C) Social relationships. (D) Physical health: Physical activity; Sleep health (n=12)
	138
	Not yet developed

	1.16
	TAPQOL –
TNO-AZL questionnaire for Preschool children's health-related Quality of Life
	Fekkes (2000) [13] – Netherlands
	1-5
	Yes (HRQoL)
	Proxy
	By self
	Past three months
	Sleeping; Appetite; Lung problems; Stomach problems; Skin problems; Motor functioning; Problem behaviour; Social functioning; Communication; Positive mood; Anxiety; Liveliness (n=12)
	43
	3-point scale for severity; 4-point scale for child's emotional response to item; combined into 5-point ordinal scale with range 0-4.d [Item sum per domain]

	1.17
	WCHMP –
Warwick Child Health and Morbidity Profile
	Spencer (1996) [14] – UK
	0-5
	No (FDH)
	Observer
	By self or Interviewer
	Not stated
	General health status; Acute minor illness; Behavioural; Accident; Acute significant illness; Hospital admission; Immunization; Chronic illness; Functional health; HRQoL (n=10)
	10
	4-point scale and free text for detail [No scoring]

	1.18
	CHSCS-PS –
Comprehensive Health Status Classification System - Preschool
	Saigal (2005) [15] – Canada, Australia
	2-5
	No (FDH)
	Observer (clinicians, parents)
	By self
	Past week
	Vision; Hearing; Speech; Mobility; Dexterity; Self-care; Emotion; Learning and remembering; Thinking and problem solving; Pain; Behaviour; General health (n=12)
	12
	3- to 5-point scale [Value set planned/in development]

	1.19
	IQI – Infant health-related Quality of life Instrument
	Jabrayilov (2018) [16] – UK, New Zealand, Singapore
	0-1
	No (FDH)
	Observer
	By self; Mobile
	Today
	Sleeping; Feeding; Breathing; Stooling/Poo; Mood; Skin; Interaction (n=7)
	7
	4-point scale [Value set available]

	1.20
	TANDI – Toddler and Infant health related quality of life instrument
	Verstraete (2020b); (2020c) [17, 18] – South Africa
	0-3
	No (FDH)
	Observer
	By self; Mail
	Today
	Movement; Play; Pain; Relationships; Communication; Eating; General health VAS (n=6)
	6
	3-point scale [Value set planned/in development]

	2. Pre-adolescents (age 5-11) 

	2.1
	AUQUEI Primary – AUQUEI for primary school child
	Manificat (2002)e [1] – France
	6-11
	Yes (QoL)
	Child, aided by parents
	By self
	General
	Family life; Social life; Activities at school and leisure; Health (n=4)
	33
	4-level pictorial happy-sad faces for satisfaction (31 items); Open-ended (2) [Item average]

	2.2
	CHIP-CE CRF –
Child Health and Illness Profile - Child Edition Child-Report Form
	Riley (2004) [19] – US
	6-11
	No (FDH)
	Child
	By self
	Past four weeks
	Satisfaction; Comfort; Resilience; Risk avoidance; Achievement (n=5)
	45
	5 graduated circle responses with cartoons at beginning/end [Item average per subdomain; Subdomain average]

	2.3
	CHIP-CE PRF –
CHIP-CE Parent-Report Form (long version)
	Riley (2004b) [20] – US
	6-11
	No (FDH)
	Observer
	By self
	Past four weeks
	Satisfaction; Comfort; Resilience; Risk avoidance; Achievement (n=5)
	76
	5-point scale [Item average per subdomain; Subdomain average]

	2.4
	CHIP-CE PRF (short version)

	Riley (2004b) [20] – US
	6-11
	No (FDH)
	Observer
	By self
	Past four weeks
	Satisfaction; Comfort; Resilience; Risk avoidance; Achievement (n=5)
	45
	5-point scale [Item average per subdomain; Subdomain average]

	2.5
	CHRS –
Children's Health Ratings Scale
	Maylath (1990) [21] – US
	9-12
	Yes (HRQoL)
	Child, aided by staff; Proxy
	By self
	Current; General
	No domain structure but includes a range of questions on general health perceptions 
	17
	5-point scale [Item sum]

	2.6
	CHSCS –
Child's Health Self-Concept Scale
	Hester (1984) [22] – US
	5-13
	Yes (HRQoL)
	Child
	By self, aided by staff before start
	General
	Psychosocial; Physical health; Healthiness; Values; Energy (n=5)
	34
	4-point scale: Binary choice for positive or negative perception on health issue; 2-point scale on strength of perception [Not stated]

	2.7
	ExQoL –
Exeter Quality of Life
	Eiser (2000) [23] – UK
	6-12
	Yes (QoL)
	Child
	By self, supervised; Computer
	General
	Symptoms; Social wellbeing; School achievements; Physical activity; Worry; Family relationships (n=6)
	12
	12 pictures, each rated twice using VAS – (1) ‘like me’; (2) ‘I would like to be’ [Item average]

	2.8
	HAY – How Are You
	Le Coq (2000) [24] – Netherlands
	8-12
	Yes (HRQoL)
	Child
	By self
	Past week
	Generic domains: Physical; Cognitive; Social; Physical complaints. Asthma-specific domains (n=5)
	32
	4-point scale rating frequency, quality of performance and related feelings [Item sum per subdomain as proportion of maximum]

	2.9
	HDQ Age 6 –
Health Dialogue Questionnaire for Age 6
	Holmstrom (2012) [25] – Sweden 

	6
	Some (HRQoL-FDH)
	Proxy-Observer
	By school nurse
	Not stated 
	Physical; Mental; Social (n=3)
	15
	5-point scale [Positive response as proportion of total questions]


	2.10
	HDQ Age 10
	Holmstrom (2012b) [26] – Sweden 
	10
	Some (HRQoL-FDH)
	Child, aided by parent
	By school nurse
	Not stated 
	Physical; Mental; Social (n=3)
	15
	See HDQ Age 6

	2.11
	Healthy Pathways CRS –
Healthy Pathways Child-Report Scales
	Bevans (2010) [27] – US
	10-12

	Yes (HRQoL)
	Child
	Schools with computer access: By self; Computer. No access: By self for 6th graders; By interviewer for 4th/5th; Paper
	Past four weeks
	Comfort; Energy; Resilience; Risk avoidance; Subjective wellbeing; Achievement (n=6)
	88
	5-point scale [Item average per subdomain]

	2.12
	Healthy Pathways PRS –
Healthy Pathways Parent-Report Scales
	Bevans (2012) [28] – US
	10-12
	Yes (HRQoL)
	Proxy
	By self
	Past four weeks
	Comfort; Energy; Resilience; Risk avoidance; Wellbeing; Achievement (n=6)
	59
	5-point scale [Item average per subdomain]

	2.13
	Kid-KINDL CQ – Kid-KINDL Children’s Questionnaire
	Ravens-Sieberer (1998) [8] – Germany
	7-13
	Some (QoL-FDH)
	Child
	By self
	Past week
	Physical health; Emotion; Self-esteem; Family; Friends; School (n=6)
	24
	5-point scale [Item average]

	2.14
	PedsQL GCS Young Child
	Varni (2001)c [9] – US
	5-7
	No (FDH)
	Child; Observer
	Child: By interviewer, Informant: By self or Interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	Child: 3-level pictorial faces, Informant: 5-point scale [Item average per domain]

	2.15
	PedsQL GCS Child
	Varni (2001) [9] – US
	8-12
	No (FDH)
	Child; Observer
	Child and informant: By self or Interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	5-point scale [Item average per domain]

	2.16
	PedsQL SF15 Young Child
	Chan (2005)c [10] – US
	5-7
	No (FDH)
	Child; Observer
	Child: By interviewer, Informant: By self or Interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	Child: 3-level pictorial faces, Informant: 5-point scale [Item average per domain]

	2.17
	PedsQL SF15 Child
	Chan (2005) [10] – US
	8-12
	No (FDH)
	Child; Observer
	Child and informant: By self or Interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	5-point scale [Item average per domain]

	2.18
	P-MYMOP –
Paediatric Measure Yourself Medical Outcomes Profile
	Ishaque (2018) [29] – Australia
	7-11
	Yes (HRQoL)
	Child, aided by parent
	By self
	Past week
	Symptom 1; Symptom 2; Activity impairment; General wellbeing (child specifies symptoms and activity impairment affecting her most) (n=4)
	4
	7-point pictorial faces [Item average]

	2.19
	PROMIS PGH7 Informant only – PROMIS Pediatric Global Health 7-item, informant only
	Forrest (2014) [30]
	5-7
	No (FDH)
	Observer
	By self; Online
	General
	General health; Quality of life; Physical health; Mental health; Sad; Fun with friends; Parents listen to ideas (n=7)
	7
	5-point scale [Item sum]

	2.20
	PWI-SC8 –
Personal Wellbeing Index, School Children, 8 items
	Vaque-Crusellas (2015) [31] – Spain
	10-12
	Yes (QoL)
	Child
	By self, in classroom with adult help available)
	Current
	Standard of living; Health; Life achievement; Personal relationships; Personal safety; Community-connectedness; Future security; Food satisfaction (n=8)
	8
	11-point scale (happiness) [Item average]

	2.21
	QLQC –
Quality of Life Questionnaire for Children
	Bouman (1999) [32] – Netherlands
	8-12
	Yes (QoL)
	Child; Proxy
	By self
	Past two months
	Physical: Complaints; Limitations; Handicaps. Psychological: General wellbeing; Cognitive; Self-concept; Anxious-depressed. Social relations: Parents (child-report only); Siblings; Peers; School; Social conflicts; Leisure-time activities (n=13)
	81
	3-point scale [Item sum]

	2.22
	QLSI-C –
Quality of Life Systemic Inventory for Children
	Etienne (2011) [33] – Belgium
	8-12
	Yes (QoL)
	Child
	By interviewer
	Current
	Physical; Emotional; Cognitive; Social; Family functioning (n=5)
	20
	Multi-component state-goal gap identification approachf [Item average weighted by importance and rate of progress to goal]

	2.23
	QLSI-C Tablet –
QLSI-C Tablet version
	Toucheque (2016) [34] – Belgium
	8-12
	Yes (QoL)
	Child
	By self; Tablet
	Current
	Physical; Emotional; Cognitive; Social; Family functioning (n=5)
	20
	See QLSI-C

	2.24
	QoL-C –
Quality of Life Scale for Children
	Thompson (2014) [35] – UK
	4-9
	No (FDH)
	Child; Observer
	Age 4-7: By interviewer, Age 8-9: By self in class, Informant: By self; Mail
	Today
	Moving; Looking after myself; Doing usual activities; Having pain; Feeling worried, sad or unhappy; Global health VAS (n=5 + VAS)
	5
	3-level pictorial faces; VAS [Item sum]

	2.25
	TACQOL Informant only – TNO-AZL questionnaire for Children's health-related Quality of Life, informant only
	Vogels (1998) [36]; Theunissen (1998) [37] – Netherlands
	6-7
	Yes (HRQoL)
	Proxy
	By self
	Past few weeks
	Pain and symptoms; Motor functioning; Autonomy; Cognitive functioning; Social functioning; Global positive emotional functioning; Global negative emotional functioning (n=7)
	53
	3-point scale for severity; 4-point scale for child's emotional response to item; combined into 3-point ordinal scale with range 0-2.g [Item sum per domain]

	2.26
	17D – 17-Dimensional health-related measure

	Apajasalo (1996b) [38] – Finland
	8-11
	No (FDH)
	Child; Observer
	By interviewer
	Today
	Mobility; Vision; Hearing; Breathing; Sleeping; Eating; Speech; Excretion; School and hobbies; Mental function; Discomfort and symptoms; Depression; Distress; Vitality; Appearance; Friends; Concentration (n=17)
	17
	5-point scale [Value set available]

	2.27
	HUI2 Informant only – Health Utilities Index 2, informant only
	Torrance  (1996) [39]
	5-8
	No (FDH)
	Observer
	By self or interviewer
	General
	Sensation; Mobility; Emotion; Cognition; Self-care; Pain; Fertility (n=7)
	7
	3- to 5-point scale [Value set available]

	2.28
	HUI3 Informant only – Health Utilities Index 2, informant only
	Furlong (2001) [40]
	5-8
	No (FDH)
	Observer
	By self or interviewer
	General
	Vision; Hearing; Speech; Ambulation/mobility; Pain; Dexterity; Emotion; Cognition (n=8)
	8
	5- to 6-point scale [Value set available]

	2.29
	CHU9D – Child Health Utility 9D
	Stevens (2009); (2011) [41, 42] – UK
	7-11
	No (FDH)
	Child; Observer
	By self
	Today/Last night
	Worried; Sad; Annoyed; Tired; Pain; Sleep; Daily routine; School work/Homework; Able to join in activities (n=9)
	9
	5-point scale [Value set available]

	3. Adolescents (age 12-18) 

	3.1
	OK.ado –
Adolescent quality of life
	Manificat (2002b) [43] – France
	11-18
	Yes (QoL)
	Child
	By self
	General
	Leisure and relationships; School; Family; Self-esteem (n=4)
	34
	5-point scale [Item average]

	3.2
	CHIP-AE –
Child Health and Illness Profile - Adolescent Edition
	Starfield (1993), (1995) [44, 45] – US
	11-17
	No (FDH)
	Child 
	By self
	Past four weeks
	Satisfaction; Comfort; Resilience; Risk avoidance; Achievement; Disorders (n=6)
	107; 46 disease-specific items
	5-point scale [Item average per subdomain; Subdomain average]

	3.3
	CHQ-CF87 – Child Health Questionnaire Child Form (long version)
	Landgraf (1997) [46] – US
	10-18
	Some (HRQoL-FDH)
	Child
	By self
	Past four weeks; General for global health and family cohesion; Compared to last year for change in health
	Physical functioning; Bodily pain; Role functioning, physical; Role, emotional; Role, behavioural; General health perceptions; Self-esteem; Mental health; General behaviour; Change in health; Family activities; Family cohesion (n=12)
	87
	4- to 6-point scale [Item sum per domain]

	3.4
	CHQ-CF45 – CHQ-CF (short version)
	Landgraf (2018) [47] – US, Netherlands
	10-18
	Some (HRQoL-FDH)
	Child
	By self: Paper or Online
	Past four weeks; General for global health and family cohesion; Compared to last year for change in health
	Physical functioning; Bodily pain; Role functioning, physical; Role, emotional or behavioural; General health perceptions; Self-esteem; Mental health; Getting along; Global behaviour; Change in health; Family activities; Family cohesion (n=12)
	45
	4- to 6-point scale [Item sum per domain]

	3.5
	ComQOL-S5 –
Comprehensive Quality of Life Scale - School version, 5th edition
	Gullone (1999) [48] – Australia
	11-18
	Some (QoLh)
	Child
	By self
	Past three months; General
	Material wellbeing; Health; Productivity; Intimacy; Safety; Place in community; Emotional wellbeing (n=7)
	21
	5-point scale for frequency, importance and satisfaction. [Item sum weighted by importance score]

	3.6
	COOP Charts –
Dartmouth Primary Care Cooperative Information Project Charts
	Wasson (1994) [49] – US
	12-21
	Yes (HRQoL)
	Child
	By self
	Past month
	Physical fitness; Emotional feelings; School work; Social support; Family communications; Health habits (n=6)
	6
	5-point scale with descriptors and cartoons (picture-and-word chart) [Item average]

	3.7
	DHP-A –
Duke Health Profile - Adolescent version
	Vo (2005) [50] – France 
	12-19

	Yes (HRQoL)
	Child
	By self
	Past week
	Physical health; Mental health; Social health; General health; Perceived health; Self-esteem; Anxiety; Depression; Pain; Disability (n=10)
	17
	3-point scale [Item sum per domain]

	3.8
	HDQ Age 13
	Olofsson (2015) [51] – Sweden 
	13
	Some (HRQoL-FDH)
	Child, aided by parent
	By school nurse
	Not stated 
	Physical; Mental; Social (n=3)
	15
	See HDQ Age 6

	3.9
	HDQ Age 16
	Kristiansen (2016) [52] – Sweden
	16
	Some (HRQoL-FDH)
	Child, aided by parent
	By school nurse
	Not stated 
	Physical; Mental; Social (n=3)
	22
	See HDQ Age 6

	3.10
	Kiddo-KINDL AQ – Kiddo-KINDL Adolescents’ Questionnaire
	Ravens-Sieberer (1998) [8] – Germany
	14-17
	Some (QoL-FDH)
	Child
	By self
	Past week
	Physical health; Emotion; Self-esteem; Family; Friends; School (n=6)
	24
	5-point scale [Item average]

	3.11
	Nordic QoLQ –
Nordic Quality of Life Questionnaire for children
	Lindstrom (1991) [53] – 5 Nordic countriesi
	12-18
	Some (QoLh)
	Child and parent; Proxy-Observer
	By self; Mail
	Past three months
	External conditions; Interpersonal conditions; Psychological conditions (n=3)
	25
	Unclear [Item score dichotomised and averaged]

	3.12
	PedsQL GCS Teen
	Varni (2001)c [9] – US
	13-18
	No (FDH)
	Child; Observer
	Child and informant: By self or Interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	5-point scale [Item average per domain]

	3.13
	PedsQL SF15 Teen
	Chan (2005)c [10] – US
	13-18
	No (FDH)
	Child; Observer
	Child and informant: By self or Interviewer (Telephone)
	Past month (Past week for acute version)
	Functioning: Physical; Emotional; Social; School (n=4)
	23
	5-point scale [Item average per domain]

	3.14
	QOLPAV –
Quality of Life Profile: Adolescent Version
	Raphael (1996) [54] – Canada
	15-18
	Yes (QoL)
	Child
	By staff in groups
	Not stated
	Being (physical, psychological, spiritual); Belonging (physical, social, community); Becoming (practical, leisure, growth) (n=3)
	54
	5-point scales: importance; enjoyment and satisfaction. Control and Opportunity scores for context. [Item average per subdomain; Subdomain average]

	3.15
	QOLQA –
Quality of Life Questionnaire for Adolescents
	Wang (2000) [55] – Japan; China
	12-15
	Yes (QoL)
	Child
	By self
	General
	Physical; Psychological; Independence; Social relationship; Environment (n=5)
	70
	5-point scale [Item average per domain; Domain average]

	3.16
	QOLQA-Taiwan – QOLQA Taiwanese version
	Fuh (2005) [56] – Taiwan
	13-15

	Yes (QoL)
	Child
	By self
	General
	Family; Residential environment; Personal competence; Social relationships; Physical appearance; Psychological wellbeing; Pain (n=7)
	38
	5-point scale [Item average per domain]

	3.17
	MSLSS-A –
Multidimensional Student Life Satisfaction Scale Adolescent version
	Gilligan (2007) [57] – US
	14-18
	Yes (QoL)
	Child
	By self
	General
	Family; Same-sex friends; School; Living environment; Self; Opposite-sex relationship (n=6)
	53
	6-point scale [Item average per domain; Domain average]

	3.18
	VSP-A –
Vecu et Sante Percue de l'Adolescent
	Simeoni (2000) [58] – France
	11-17
	Yes (HRQoL)
	Child
	By self
	Past month
	Psychological wellbeing; Energy/vitality; Friends; Parents; Leisure; School (n=6)
	40
	5-point scale [Item average per domain]

	3.19
	WHOQOL-BREF

	Izutsu (2005) [59] – Bangladesh
	11-18
	Yes (QoL)
	Child
	By interviewer (due to low literacy)
	Past two weeks 
	Physical; Psychological; Social relationships; Environmental; Global QoL and health satisfaction (n=4)
	26
	5-point scale [Item sum per domain]

	3.20
	YQoL-R –
Youth Quality of Life instrument - Research version
	Edwards (2002); Patrick (2002) [60, 61] – US
	12-18
	Yes (QoL)
	Child
	By self
	General
	Sense of self; Social relationships; Environment; General quality of life (n=4)
	41
	11-point scale [Item sum per domain]

	3.21
	YQoL-S –
YQoL - Surveillance version
	Topolski (2001) [62] – US
	12-18
	Yes (QoL)
	Child
	By self
	General; Past month
	Contextual; Perceptual (n=2)
	10
	5-point scale for Contextual items; 11-point scale for Perceptual [Item sum for Perception domain]

	3.22
	16D – 16-Dimensional health-related measure
	Apajasalo (1996) [63] – Finland
	12-15
	No (FDH)
	Child; Observer
	By self or Interviewer
	Today
	Mobility; Vision; Hearing; Breathing; Sleeping; Eating; Speech; Excretion; School and hobbies; Mental function; Discomfort and symptoms; Depression; Distress; Vitality; Appearance; Friends (n=16)
	16
	5-point scale [Value set available]

	3.23
	AHUM – Adolescent Health Utility Measure
	Beusterien (2012) [64] – UK
	12-18
	No (FDH)
	Child
	By interviewer
	Today
	Self-care; Pain; Mobility; Strenuous activities; Self-image; Health perceptions (n=6)
	6
	4- to 7-point scale [Value set available]

	3.24
	AQoL-6D Adolescent – Assessment of Quality of Life, 6-Dimensional, Adolescent
	Moodie (2010) [65] – Australia, New Zealand, Fiji, Tonga
	15-18
	No (FDH)
	Child
	By self
	Past week
	Physical ability; Social and family relationships; Mental health; Coping; Pain; Vision, hearing and communication (n=6)
	20
	4- to 6-point scale [Value set available]

	4. Multi-age group coverage

	4.1
	ACHWM – Aboriginal Children's Health and Well-Being Measure
	Young (2013) [66] – Canada
	8-18
	Yes (QoL)
	Child
	By staff; Computer tablet
	General
	Spiritual; Emotional; Physical; Mental (n=4)
	65
	Frequency, degree of importance, yes/no (60 items); Open-ended (5) [Item average]

	4.2
	CHAQ – Child Health Assessment Questionnaire
	Singh (1994) [67] – US 
	8-19
	No (FDH)
	Child; Observer
	By self
	Past week
	Dressing and grooming; Arising; Eating; Walking; Hygiene; Reach; Grip; Activities. Also: Aids/devices for functioning; Activities needing assistance; VAS Pain; VAS Wellbeing (n=8 + Aids/VAS)
	34
	4-point scale for functioning (30 items); VAS (2); List of aids used (1); List of activities needing assistance (1) [Highest item score in domain as domain score; Domain average]

	4.3
	CHAQ Informant only
	Singh (1994) [67]
	1-7
	No (FDH)
	Observer
	By self
	Past week
	See CHAQ
	34
	See CHAQ

	4.4
	CHAQ38 – CHAQ revised version, 38 items
	Lam (2004) [4] – Canada
	5-19
	No (FDH)
	Child; Observer
	By self
	Past week
	Same domains as CHAQ plus 8 additional items on age-appropriate physical activities and challenges
	38
	4- or 5-point scale [Item average]

	4.5
	CHQ-PF50 –
Child Health Questionnaire Parent Form (long version)
	Landgraf (1998) [68] – US
	5-18
	Some (HRQoL-FDH)
	Proxy-Observer
	By self; Mail
	Past four weeks; General for global health and family cohesion; Compared to last year for change in health
	Physical functioning; Bodily pain; Role functioning, physical; Role, emotional; Role, behavioural; General health perception; Self-esteem; Mental health; General behaviour; Change in health; Parental time impact; Family activities; Family cohesion (n=13)
	50
	4- to 6-point scale [Item sum per domain]


	4.6

	CHQ-PF28 –
CHQ-PF (short version)
	Raat (2005) [69] – US
	5-18
	Some (HRQoL-FDH)
	Proxy-Observer
	By self
	Past four weeks; General for global health and family cohesion; Compared to last year for change in health
	Physical functioning; Bodily pain; Role functioning, physical; Role, emotional or behavioural; General health perception; Self-esteem; Mental health; General behaviour; Change in health; Parental emotional impact; Parental time impact; Family activities; Family cohesion (n=13)
	28
	4- to 6-point scale [Item sum per domain]


	4.7
	CQoL –
Child Quality of Life
	Graham (1997) [70] – UK
	9-15
	Yes (QoL)
	Child; Proxy
	By self
	Past month
	Activities; Appearance; Communication; Continence; Depression; Discomfort; Eating; Family; Friends; Sight; Mobility; School; Self-care; Sleep; Worry; Global QoL (n=15)
	45
	7-point scale [Item average per subdomain; Subdomain average]

	4.8
	FSIIR School children 

	Stein (1990) [5] – US
	4-16
	No (FDH)
	Observer
	By interviewer
	Past two weeks

	General health; Total functional status; Interpersonal functioning (n=3)
	39
	See FSIIR Infants

	4.9
	FSIIR-14 –
FSIIR 14 items (short version)
	Stein (1990) [5] – US
	0-16
	No (FDH)
	Observer
	By interviewer
	Past two weeks

	No domain structure but includes a range of questions on general health
	14
	See FSIIR Infants

	4.10
	GCQ – Generic Children's Quality of Life
	Collier (1997) [71] – UK
	6-14
	Yes (QoL)
	Child; Proxy
	By self
	General
	General affect; Peer relationships; Attainments; Relationships with parents; General satisfaction (n=5)
	25
	5-point scales for: perceived self and preferred self; based on story child characters. [Item sum]

	4.11
	ILC –
Inventory of Life quality in Children and adolescents
	Jozefiak (2016)j [72] – Germany
	10-16
	Yes (QoL)
	Child
	By self
	Past week
	Global QoL; School performance; Family functioning; Social integration; Interests and hobbies; Physical health; Mental health (n=7)
	7
	5-point scale [Item average]

	4.12
	Kid- & Kiddo-KINDL PQ – Kid- & Kiddo-KINDL Parents’ Questionnaire
	Ravens-Sieberer (1998) [8] – Germany
	7-17
	Some (QoL-FDH)
	Proxy-Observer
	By self
	Past week
	Physical health; Emotion; Self-esteem; Family; Friends; School (n=6)
	24
	5-point scale [Item average]

	4.13
	KINDL CAT-SCREEN –
KINDL Computer Assisted Touch version
	Ravens-Sieberer (2000) [73] – Germany
	6-17
	Some (QoL-FDH)
	Child 
	By self; Computer assisted (visual and audio)
	Past week
	Physical health; Emotion; Self-esteem; Family; Friends; School (n=6)
	24
	5-point scale [Item average]

	4.14
	KIDSCREEN-52

	Ravens-Sieberer (2003); (2008) [74, 75] – 13 European countriesk

	8-18
	Yes (QoL)
	Child; Proxy
	By self
	Past week
	Physical wellbeing; Psychological wellbeing; Moods and emotions; Self-perception; Autonomy; Parent relations and home life; Social support and peers; School environment; Social acceptance; Financial resources (n=10)
	52
	5-point scale [Rasch score]

	4.15
	KIDSCREEN-27

	Ravens-Sieberer (2007) [76] – 13 European countriesk
	8-18
	Yes (QoL)
	Child; Proxy
	By self
	Past week
	Physical wellbeing; Psychological wellbeing; Parent relations and Autonomy; Social support and Peers; School environment (n=5)
	27
	5-point scale [Rasch score]

	4.16
	KIDSCREEN-10

	Ravens-Sieberer (2010) [77] – 13 European countriesk
	8-18
	Yes (QoL)
	Child; Proxy
	By self
	Past week
	Physical activity; Depressive moods and emotions; Social and leisure time; Relationship with parents; Relationship with peers; Cognitive and school performance (n=6)
	10
	5-point scale [Rasch score]

	4.17
	Kids-CAT –
KIDSCREEN Computerized Adaptive Test
	Devine (2015); Barthel (2016) [78, 79] – Germany
	7-17
	Yes (QoL)
	Child
	By self; Computerized adaptive test
	Past week
	Physical wellbeing; Psychological wellbeing; Parent relations; Social support and peers; School wellbeing; Chronic-generic QoL (n=6)
	42l
	5-point scale [Rasch score]

	4.18
	MCWBS –
Multidimensional Child Well-Being Scale
	Jiang (2020) [80] – China
	10-15
	No (FDH)
	Child
	By self, aided by staff before start
	General
	Physical; Psychological; Social; Educational (n=4)
	30
	5-point scale [Not stated]

	4.19
	Nordic QoLQ Informant only
	Lindstrom (1991) [53]
	2-11
	Some (QoLh)
	Proxy-Observer
	By self; Mail
	Past three months
	See Nordic QoLQ
	25
	See Nordic QoLQ

	4.20
	PQ-LES-Q –
Pediatric Quality of Life Enjoyment and Satisfaction Questionnaire
	Endicott (2006) [81] – US
	6-17
	Yes (QoL)
	Child
	By self, unassisted as far as possible
	Past week
	Health; Mood/feelings; School/learning; Helping at home; Getting along with friends; Getting along with family; Play/free time; Getting things done; Love/affection; Getting/buying things; Place you live at; Paying attention; Energy level; Feelings about yourself; Global QoL (n=15)
	15
	5-point scale [Item sum as proportion of maximum]

	4.21
	PROMIS PIB –
Patient-Reported Outcomes Measurement Information System - Pediatric Item Banks
	Varni (2012) [82] – US
	8-17
	No (FDH)
	Child; Observer
	By self; Computer
	Past week
	Mobility; Upper extremity; Peer relationships; Depressive symptoms; Anxiety; Anger; Pain interference; Lack of energy; Tired; Asthma impact (n=10)
	165
	5-point scale [Rasch score]

	4.22
	PROMIS PIB SF –
PROMIS PIB Short Form
	DeWalt (2015) [83] – US
	8-17
	No (FDH)
	Child
	By self; Computer
	Past week
	Mobility; Upper extremity; Peer relationships; Depressive symptoms; Anxiety; Anger; Pain interference; Fatigue (n=8)
	64
	5-point scale [Rasch score]

	4.23
	PROMIS PIB CAT –
PROMIS PIB Computerized Adaptive Test
	Varni (2014) [84] – US
	8-17
	No (FDH)
	Child
	By self; Computer
	Past week
	Mobility; Upper extremity; Peer relationships; Depressive symptoms; Anxiety; Anger; Pain interference; Fatigue (n=8)
	5 to 12 items per domain
	5-point scale [Rasch score]

	4.24
	PROMIS PGH7 –
PROMIS Pediatric Global Health 7-item
	Forrest (2014) [30] – US
	8-17
	No (FDH)
	Child; Observer
	By self; Online
	General
	General health; Quality of life; Physical health; Mental health; Sad; Fun with friends; Parents listen to ideas (n=7)
	7
	5-point scale [Item sum]

	4.25
	PWI-SC –
Personal Wellbeing Index, School Children
	Cummins (2005) [85] – Australia
	5-18
	Yes (QoL)
	Child
	By self or Interviewer
	Current
	Standard of living; Health; Life achievement; Personal relationships; Personal safety; Community-connectedness; Future security; Global QoL (n=7)
	7
	11-point scale (happiness) [Item average]

	4.26
	SLSS –
Student Life Satisfaction Scale
	Huebner (1991) [86] – US
	8-14
	Yes (QoL)
	Child
	By group, questions read by staff
	Past several weeks
	No domain structure but includes a range of questions on life satisfaction.m

	7
	4-point scale [Item sum]

	4.27
	MSLSS –
Multidimensional SLSS
	Huebner (1994) [87] – US
	8-14
	Yes (QoL)
	Child
	By group, questions read by staff
	General
	Family; Friends; School; Living environment; Self (n=5)
	40
	4-point scale [Item average per domain]

	4.28
	MSLSS Brief 

	Seligson (2003) [88] – US
	11-14
	Yes (QoL)
	Child
	By self
	General
	Family; Friends; School; Living environment; Self (n=5)
	5
	7-point scale. Importance rating scores obtained to weight each domain [Item average per domain; Domain average weighted by importance scores]

	4.29
	TACQOL –
TNO-AZL questionnaire for Children's health-related Quality of Life
	Vogels (1998) [36]; Theunissen (1998) [37] – Netherlands
	8-15
	Yes (HRQoL)
	Child; Proxy
	By self
	Past few weeks
	Pain and symptoms; Motor functioning; Autonomy; Cognitive functioning; Social functioning; Global positive emotional functioning; Global negative emotional functioning (n=7)
	53
	3-point scale for severity; 4-point scale for child's emotional response to item; combined into 3-point ordinal scale with range 0-2.g [Item sum per domain]

	4.30
	TedQL

	Lawford (2001) [89] – UK
	3-8
	Yes (QoL)
	Child; Proxy
	Child: By interviewer,n Informant: By self
	Current
	Physical competence; Peer acceptance; Maternal acceptance; Psychological functioning; Cognitive functioning (n=5)
	23
	Two 4-level scales: colour circles vs. linear scale. Circles took less time and more internally consistent. [Item average as proportion of maximum]

	4.31
	CH-6D – Child Health - 6 Dimensions
	Kang (2016) [90] – South Korea
	7-12; 16-18
	No information
	Child
	By self; Mobile
	Not stated 
	Not stated (n=6)
 
	6
	3- to 4-point scale [Value set planned/in development]

	4.32
	EQ-5D-Y – EuroQoL 5-Dimensional questionnaire for Youth
	Wille (2010) [91] – 7 countrieso
	8-15
	No (FDH)
	Child; Observer
	By self
	Today
	Mobility; Self-care; Usual activities; Pain/discomfort; Feeling worried/sad/unhappy; General health VAS (n=5 + VAS)
	5
	3-point scale + VAS [Value set available]

	4.33
	EQ-5D-Y Proxy – EQ-5D-Y for informant
	Gusi (2014); Verstraete (2020) [92, 93] – Spain, South Africa
	3-7
	No (FDH)
	Observer
	By self (Mail) or Interviewer (Telephone)
	Today
	See EQ-5D-Y
	5
	See EQ-5D-Y

	4.34
	EQ-5D-Y-5L –
EQ-5D-Y, 5 levels
	Kreimeier (2019) [94] – Germany, Spain, Sweden, UK
	8-15
	No (FDH)
	Child
	By self
	Today
	Mobility; Self-care; Usual activities; Pain/discomfort; Feeling worried/sad/unhappy; General health VAS (n=5 + VAS)
	5
	5-point scale + VAS [Value set planned/in development]

	4.35
	HUI2 – Health Utilities Index 2
	Torrance  (1996) [39] – Canada
	8-18 
	No (FDH)
	Child
	By self or interviewer
	General
	Sensation; Mobility; Emotion; Cognition; Self-care; Pain; Fertility (n=7)
	7
	3- to 5-point scale [Value set available]

	4.36
	HUI3 – Health Utilities Index 3
	Furlong (2001) [40] – Canada
	8-18
	No (FDH)
	Child
	By self or interviewer
	General
	Vision; Hearing; Speech; Ambulation/mobility; Pain; Dexterity; Emotion; Cognition (n=8)
	8
	5- to 6-point scale [Value set available]

	4.37
	QWB – Quality of Well-Being scale
	Kaplan (1976); (1997) [95, 96] – US
	N/A
	No (FDH)
	Child; Observer
	By self or Interviewer
	Functional level: General, Symptoms: Past three days except today
	Mobility; Physical activity; Social activity; Symptom-problem complex (n=4)
	61
	2- to 4-point scale [Value set available]

	Acronym: FDH: functioning, disability and health; HRQoL: health-related quality of life; QoL: quality of life; VAS: visual analogue scale
a Denotes whether the measure items capture child respondent’s perception (i.e., his/her enjoyment, satisfaction, expectations, standards and concerns) on health, health-related aspect or position in life: ‘Yes’ if more than 75% of items did; ‘No’ if less than 25% of items did; ‘Some’ if between 25% and 75% of items did. ‘Yes’ implies that the measure is predominantly a QoL or HRQoL measure; ‘No’ predominantly a FDH measure; and ‘Some’ a mix of QoL/HRQoL and FDH.
b See also questionnaire forms on website: https://www.kindl.org/english/questionnaires/
c See also questionnaire forms on website: https://www.pedsql.org/index.html
d Has problem and child feels bad; Has problem and feels 'quite bad'; Has problem and feels 'not so good'; Has problem and feels 'fine'; Has no problem. For Social functioning, Problem behaviour, Anxiety, Positive mood and Liveliness, only 3-point frequency scale used with score ranging 0-2.
e This article is a secondary application study of ILC in Norway. The primary development study was set in Germany and is unavailable in English.
f (1) Adjust arrows on pictorial sundial to indicate the gap the between desired and current states for each item. (2) Indicate how quickly one is advancing or moving away from the goal. (3) Value the importance of each item on 7-point scale. (4) Four scores are produced for each item: (i) State score - distance between current and ideal states; (ii) Goal score - distance between goal and ideal state; (iii) Gap score (=QoL score) - distance between current state and goal weighted by speed of improvement and rank score; (iv) Rank score - importance of each item.
g No problem; Problem without emotional response; Problem with emotional response.
h Contains subjective QoL and objective position in life items. Though the latter do not capture perception, they are associated with QoL rather than health. Hence, the measure is categorised as QoL, not QoL-FDH.
i Denmark; Norway; Sweden; Finland; Iceland.
j This article is a secondary application study of ILC in Norway. The primary development study was set in Germany and is unavailable in English.
k Austria; Germany; Switzerland; Spain; France; Netherlands; Greece; Hungary; Ireland; Poland; Sweden; UK; Czech Republic.
l Devine (2015) reports that there are 155 items in total across item banks excluding chronic-generic QoL. Barthel (2016) reports that the average number of items answered per child is around 42.
m "My life is going well"; "My life is just right"; "I would like to change many things"; "I wish I had a different kind of life"; "I have a good life"; "I have what I want in life"; "My life is better than most kinds".
n Children were interviewed using two medium-sized teddy bears (one which is good at the given activity and the other bad at the activity) and asked to rate how much they liked doing what the bears are doing.
o Germany, Spain, South Africa, Italy, Sweden, Netherlands, UK


Pre-development concept and development methods for patient-reported outcome measures
	Table D Pre-development concept and development methods for generic, multidimensional childhood patient-reported outcome measures.

	Table 1 #
	Acronyma
	Reference
	Target age (years)
	Pre-development concept/definition
	Development method
	Involvement of children

	Patient-reported outcome measures not designed to be accompanied by preference-based value sets

	1
	ACHWM
	Young (2013) [66]
	8-18
	Medicine Wheel: a culturally appropriate model of health and wellbeing recommended by Aboriginal community. Concepts also drawn from PedsQL and Strong Souls instruments
	Followed principles of community-based participatory research, indigenous methods, and cross-cultural adaptations: (1) Community consultation and committee meetings; (2) Focus groups of children aged 8-18
	Focus group for domain and item elicitation

	2
	QUALIN
	Manificat (1999) [1, 2]
	0-3
	Inductive approach based on data obtained from survey of parents
	(1) Survey of 800 parents and caregivers on main components affecting infant’s QoL; (2) Content analysis of survey data.
	Parents of infants involved in survey

	3
	AUQUEI Nursery
	Manificat (1998) [1, 3]
	3-6
	Focus on mostly subjective dimension of QoL rather than observable symptoms
	Validation on two samples of children
	Validation only

	4
	AUQUEI Primary
	Manificat (2002)b [1]
	6-11
	See AUQUEI Nursery
	See AUQUEI Nursery
	See AUQUEI Nursery

	5
	OK.ado
	Manificat (2002b) [43]
	11-18
	Based on adult-specific Subjective Quality of Life Questionnaire (SQLP). Focus on subjective dimension of QoL.
	Validated on three sample of adolescents differing by social deprivation
	Validation only

	6-7
	CHAQ
	Singh (1994) [67]
	Child: 8-19, Informant: 1-19
	Based on Stanford Health Assessment Questionnaire (HAQ), designed to measure disability in rheumatic diseases
	Adaptations from HAQ: (1) Removed domains of drug side effects and costs; (2) New questions on functioning added so that there is at least 1 question relevant to children per domain.
	None

	8-9
	CHAQ38
	Lam (2004) [4]
	Child: 5-19, Informant: Any age 

	Based on CHAQ, but shift from measuring disability alone to measuring wider abilities and strengths of disabled persons
	Selecting new items added to CHAQ: (1) Developers’ clinical experience; (2) Interviews with musculoskeletal patients (children and/or parents); (3) Items piloted on 24 families.
	Interviews and pilot study with 24 families

	10
	CHIP-AE
	Starfield (1993), (1995) [44, 45]
	11-17
	Health as the ability to participate fully in developmentally appropriate physical, psychological and social tasks
	(1) Literature review of existing instruments. (2) Focus groups with children, adolescents and parents. (3) Domains reviewed by expert panel. (4) Feasibility tested on 9 adolescents.
	Focus groups to elicit domains and items. Feasibility tested on adolescents.

	11
	CHIP-CE CRF
	Riley (2004) [19]
	6-11
	Based on CHIP-AE: Health as the ability to participate fully in developmentally appropriate physical, psychological and social tasks; Disorders removed because too difficult for age 6.
	(1) Preliminary study to test children self-report on Likert scale and pictorial question format. (2) Revision of initial 100-item instrument during validation on 249 children and caregivers.
	Preliminary study to test format and instrument revision during validation.

	12
	CHIP-CE PRF
	Riley (2004b) [20]
	6-11
	See CHIP-CE CRF
	(1) Pilot study with sample of parents, half with chronically ill children. (2) Initial 187-item version tested on 248 mothers. (3) Revisions during validation.
	None

	13
	CHIP-CE PRF (SF)
	Riley (2004b) [20]
	6-11
	See CHIP-CE PRF
	See CHIP-CE PRF
	None

	14
	CHQ-PF50
	Landgraf (1998) [68]
	5-18
	Focus on two concepts: physical and psychosocial function; and wellbeing. Also captures impact of child’s health on parents and family
	Qualitative methods established initial 98-item CHQ; 50-item PF version derived using statistical techniques during validation.
	Unclear

	15
	CHQ-PF28
	Raat (2005) [69]
	5-18
	See CHQ-PF50
	28-item short from derived from 50-item long from by regression and item scaling analysis.
	None

	16
	CHQ-CF87
	Landgraf (1997) [46]
	10-18
	See CHQ-PF50
	See CHQ-PF50
	Unclear

	17
	CHQ-CF45
	Landgraf (2018) [47]
	10-18
	See CHQ-PF50
	(1) Item reduction from CF87: stepwise regression, exploratory factor analysis, confirmatory multi-trait analysis, alpha reduction. (2) Feasibility study with children aged 12-19. 
	Initial application to reduce items and feasibility study.

	18
	CHRS
	Maylath (1990) [21]
	9-12
	Based on General Health Ratings Index (GHRI) used to measure adults’ general health perceptions in Rand insurance experiment
	(1) Wording of GHRI adapted by consulting schoolteacher. (2) Feasibility tested on convenience sample of children. (3) 5 items dropped from 22 due to low internal consistency
	Feasibility study to test convenience and reduce items.

	19
	CHSCS
	Hester (1984) [22]
	5-13
	Phenomenological view of health: i.e., health is known primarily by the experiencing person. Focus on children's self-perceptions on health and health behaviour.
	(1) Field study to obtain children’s perceptions on “healthy” and “unhealthy” children; 12 domains obtained. (2) Adapted response scale from an existing questionnaire on schoolchildren’s perceived competence. (3) Expert reviews from clinical and research experts, children aged 5-13 (on comprehensibility, wording, length of instrument, etc.), and developer of competence questionnaire. (4) Empirical testing and pilot testing to update domains/items. (5) Final version obtained after internal consistency testing. 
	Involved in: field study to obtain data on health perceptions; review of instrument as content experts; empirical and pilot testing; and validation study

	20
	ComQOL-S5
	Gullone (1999) [48]
	11-18
	Principles: (1) multi-dimensional; (2) captures both subjective and objective QoL domains; (3) subjective items should be weighted by subjective importance attached.
	(1) Adult version of ComQOL developed from literature review of QoL constructs; 7 domains identified from 64 constructs. (2) School/adolescent version adapted from adult version: family income item changed; 7-point scale reduced to 5-point.
	None

	21
	COOP Charts
	Wasson (1994) [49]
	12-21
	COOP Chart designed to quickly measure health and functional status of patients at physician's office before more comprehensive assessments
	(1) Review of child/adolescent PRO measures, including 15 used to develop CHIP; 17 domains identified. (2) Focus groups of 51 physicians and 31 adolescents to rate importance of 17 domains and suggest revisions in wording and pictures; domains reduced to 14. (3) 14-item chart field tested to identify mutually exclusive and important domains; final 6 domains identified.
	Involved in: focus groups to rate initial domains and suggest revisions to instrument format; validation study explored adolescent preference between picture-word chart and questionnaire. 

	22
	CQoL
	Graham (1997) [70]
	9-15
	Principles of WHO and International Association for Child Psychology and Psychiatry: child-centred measure; subjective self-report; age and developmentally appropriate; generic core and specific modules; emphasis on health-enhancing aspects of QoL
	(1) Semi-structured interviews with 30 parents of children aged 10-14 with chronic physical disorders, psychiatric disorders or mental retardation to identify how disorder affects child's daily activities. (2) Existing QoL measures for children and adults reviewed. (3) 15 domains identified by developers.
	None

	23
	DHP-A
	Vo (2005) [50]
	12-19
	Focus on adolescent health perceptions and way of life.
	Adapted from adult measure of 17-item DHP by adult members of the French Committee for Health Promotion based on pilot study with 50 adolescents.
	Pilot study with adolescents to change wording on social wellbeing domain.

	24
	ExQoL 
	Eiser (2000) [23]
	6-12
	Poor QoL conceived as the result of discrepancies between an individual's actual and ideal self. Focuses on child's ability to achieve daily goals of specific features: (i) potentially compromised by illness; (ii) developmentally appropriate; (iii) primarily related to the present; (iv) related to approvals by child’s socially desirable guides (e.g., parents, friends)
	(1) Literature review. (2) Used clinical experience with children with different chronic conditions. (3) Pilot study with children to ensure feasibility.
	Pilot/feasibility study

	25-29
	FSIIR 
	Stein (1990) [5]
	Infants: 0-1; Toddlers: 1-2; Pre-schoolers: 2-3; School children: 4-16; FSIIR-14: 0-16
	Based on adult's Sickness Impact Profile. Aims to measure the degree of impaired functioning in children who lie between “normal” and severely handicapped. Captures behavioural manifestations of illness that interfere with usual activities. Impairment relative to children who exhibit age-appropriate behaviours. 
	(1) FS Version I developed from interviews with mothers of children with chronic physical disorders and healthcare providers, and clinical experience of developers. (2) Item pool reviewed by a panel of experts. (3) FSIIR developed to improve item clarity and wording.
	None

	30
	GCQ
	Collier (1997) [71]
	6-14
	QoL conceived as satisfaction with how life is compared to how one might want or expect it to be
	(1) 80 children aged 6, 11 and 13 asked to identify what made their lives good/bad and identify positive and negative influences. (2) Three pilot studies: 2 with schoolchildren; 1 with children with renal failure
	Involved in concept elicitation and pilot studies

	31
	HAY
	Le Coq (2000) [24]
	8-12
	Focuses on the gap between patient's expectations and actual functioning (physical, psychological, social) affected by disease; incorporates how limitations subjectively matter to the patient.
	(1) Literature review. (2) Potential items sent to panel of experts to assess relevance for asthmatic children and additional items. (3) Extended item list sent again to panel. (4) Pilot study 30 asthmatic and 15 healthy children aged 8-12. (5) Second pilot study of revised instrument with 40 asthmatic children
	Involved in two pilot studies

	32-35
	HDQ
	Age 6 [25]; 10 [26]; 13 [51]; 16 [52]
	6, 10, 13, 16
	WHO definition of health: state of complete physical, mental and social wellbeing
	Questionnaire was pilot tested twice to assess school nurses' experience of administering HDQ
	None

	36
	Healthy Pathways CRS
	Bevans (2010) [27]
	10-12
	Starts from conceptual model of CHIP-CE CRF; incorporates more recent advances in child health conceptualisation (e.g., KIDSCREEN) and concepts more relevant to child-adolescent transition period.
	(1) Adds/removes subdomains from CHIP-CE according to new concepts. (2) Items taken from pre-validated measures or generated from panel of test developers, child health experts, and clinicians. (3) Items underwent cognitive testing. (4) Items pilot tested on students
	Involved in cognitive and pilot testing

	37
	Healthy Pathways PRS
	Bevans (2012) [28]
	10-12
	Same as Child-report version
	Same as Child-report version except for no pilot test on students
	None

	38
	ILC
	Jozefiak (2016)c [72]
	10-16
	Not reported
	Not reported
	Not reported

	39
	ITQOL
	Klassen (2003) [6]
	2 months to 5 years
	WHO's definition of health: state of complete physical, mental and social wellbeing. Based on CHQ’s conceptual model and designed to offer continuum of measure.
	Review of infant health literature and developmental guidelines used by paediatricians to identify core child health concepts.
	None

	40
	ITQOL SF47
	Landgraf (2013) [7]
	2 months to 5 years
	See ITQOL
	All domains in ITQOL kept. Item selection methods: stepwise regression; factor analysis; item-scaling
	None

	41-45
	KINDL (Kiddy, Kid, Kiddo)
	Ravens-Sieberer (1998) [8]
	Child: 4-17,
Informant: 3-17
	Conceptual model of QoL included domains of psychological well-being, social relationships, physical function and everyday activities.
	(1) Interviews with children for item elicitation based on conceptual model of QoL. (2) Two pilot studies with 28 children each.
	Involved in concept elicitation and pilot testing

	46
	KINDL CAT-SCREEN
	Ravens-Sieberer (2000) [73]
	6-17
	See KINDL
	Unclear how KINDL CAT-SCREEN was generated from KINDL
	Not stated

	47
	KIDSCREEN-52
	Ravens-Sieberer (2003); (2008) [74, 75]
	8-18
	Conceptual model of HRQoL as a multidimensional construct covering physical, emotional, mental, social and behavioural components of well-being and functioning as perceived by patients and/or other individuals. Simultaneous development in 13 European countries for cross-cultural relevance.
	(1) Item generation using theoretical considerations, expert Delphi methods and focus groups with children. (2) Pilot testing on 3,019 children aged 8-18 and item reduction. (3) Cognitive interviews with children to examine cross-cultural acceptance and relevance. (4) Item-response-theory to further reduce items.
	Involved in: focus groups for initial item generation; pilot testing to reduce number of items; cognitive interviews for acceptance and relevance.

	48
	KIDSCREEN-27
	Ravens-Sieberer (2007) [76]
	8-18
	See KIDSCREEN-52
	Item reduction from KIDSCREEN-52 based on statistical techniques.
	None

	49
	KIDSCREEN-10
	Ravens-Sieberer (2010) [77]
	8-18
	See KIDSCREEN-52
	Item reduction from KIDSCREEN-27 using item response theory and differential item functioning techniques.
	Validation only

	50
	Kids-CAT
	Devine (2015); Barthel (2016) [78, 79]
	7-17
	See KIDSCREEN-52
	(1) Domain structure based on KIDSCREEN-27. (2) Potential items drawn from existing paediatric HRQoLs (e.g., KIDSCREEN, KINDL, CHQ, CHIP, YQOL). (3) Items sorted to domain pools by two psychometric experts and Delphi reviewed by four experts. (4) Statistical analyses using existing paediatric survey data in Devine (2015). (5) Feasibility testing in Barthel (2016): children answered Likert scales on feasibility and comprehensibility; focus groups of clinicians. 
	Children answered feedback questionnaire on feasibility and comprehensibility 

	51
	MCWBS
	Jiang (2020) [80]
	10-15
	Conceptual framework that distinguishes between child wellbeing and social/environmental contextual factors. 
	(1) Review of existing models of child wellbeing under the conceptual framework; identified four important domains: physical; psychological; social; educational. (2) Potential items evaluated by expert panel. (3) Focus groups with children to test pilot instrument.
	Focus groups to test pilot instrument

	52-53
	Nordic QoLQ
	Lindstrom (1991) [53]
	Child: 12-18, Informant: 2-18
	Kajandi model of QoL incorporating three life spheres: external conditions; interpersonal conditions; and personal psychological conditions.
	Review of QoL concepts in philosophy, sociology, economics, behavioural science and medicine; adopts and modifies Kajandi model
	None

	54-57
	PedsQL GCS
	Varni (2001) [9]
	2-18
	WHO health dimensions (physical, mental and social) & school functioning.
	(1) PedsQL 1.0 developed from paediatric cancer data. (2) PedsQL 2.0 and 3.0 added constructs and items, more sensitive scale and broader age range. (3) PedsQL 4.0 made further adjustments through focus groups and cognitive interviews (does not mention with whom)
	Potentially involved in focus groups and cognitive interviews.

	58-61
	PedsQL SF15
	Chan (2005) [10]
	2-18
	See PedsQL GCS
	Short form derived from PedsQL GCS using statistical techniques: items retained if they loaded highly in survey data; items selected to replicate original domain structure and enhance representativeness of each domain; one item dropped due to skewed response
	None

	62-63
	PedsQL Infant Scales
	Varni (2011) [11]
	1-24 months
	WHO health dimensions (physical, mental and social) as the minimum. Important domain concepts obtained from literature review.
	(1) Literature review and consultation with healthcare professionals. (2) Focus group and interviews with 61 parents of healthy infants and infants with acute and chronic health conditions aged 1-24 months. Analysis of qualitative data to generate domains/items. Feedback from healthcare professionals. Cognitive interviews and pre-testing on 24 parents of infants aged 1-24 months. (3) Field testing removed Daycare functioning domain and reduced total number of items.
	Involved parents of infants aged 1-24 months in focus group and interviews, cognitive interviews and pilot/field testing.

	64
	P-MYMOP
	Ishaque (2018) [29]
	7-11
	Not stated; based on adult-oriented MYMOP
	Adaptation from adult MYMOP: (1) online survey of local paediatricians; (2) focus group with paediatricians; (3) online survey with paediatric research experts and paediatricians; (4) interviews with child/parent pairs at outpatient clinic.
	Involved in interviews for the last part of adaptation process from adult-oriented MYMOP

	65
	PQ-LES-Q
	Endicott (2006) [81]
	6-17
	Not stated; based on adult-oriented Q-LES-Q
	Item selection by: (1) clinicians experienced in diagnosing and treating children/adolescents; (2) investigators experienced in paediatric questionnaires; (3) psychometricians including original developers of adult-oriented Q-LES-Q
	None

	66
	PROMIS PIB
	Varni (2012) [82]
	8-17
	PROMIS network seeks to cover five health domains: physical function (including upper extremity and mobility); pain; fatigue (lack of energy, tired); emotional health (anger, anxiety, depressive symptoms); social health.
	Individual item banks developed using PROMIS network mixed-methods approach:d focus groups with children aged 8-17 on domains; experts’ review of items; cognitive interviews with 77 children/adolescents; field testing on population of children and adolescents. 
	Involved in: focus groups to identify domains; cognitive interviews; field testing

	67
	PROMIS PIB SF
	DeWalt (2015) [83]
	8-17
	See PROMIS PIB
	See PROMIS PIB for development of full item banks. Short forms for each item bank were derived using statistical techniques (IRT analyses)
	See PROMIS PIB. Children participated in surveys that provided data for IRT analyses

	68
	PROMIS PIB CAT
	Varni (2014) [84] 
	8-17
	See PROMIS PIB
	The CAT form was applied to PROMIS PIB SF using the PROMIS Assessment Center software that employed maximum posterior weighted information item selection. This resulted in respondents filling in 5 to 12 items per item bank compared to 8 for SF.
	See PROMIS PIB.

	69-70
	PROMIS PGH7
	Forrest (2014) [30]
	Child: 8-17, Informant: 5-17
	PROMIS conceptual framework covers physical, mental and social health.
	(1) Interviews with 21 children aged 8-17 and 15 parents to elicit global health concepts and items. (2) Parents reviewed adult PROMIS global health measure to identify missing concepts. (3) Panel of child/adult health outcome experts evaluated how adult measure can be adapted to be developmentally appropriate for children; Healthy Pathways measure informed choice. (4) Online pilot testing of 3,635 children aged 8-17 and 1,807 parents of children aged 5-17
	Involved in concept elicitation interviews and online pilot testing

	71
	PROMIS EC
	Blackwell (2020) [12]
	1-5
	PROMIS conceptual framework covers physical, mental and social health. Aim to balance content alignment to existing PROMIS measures (e.g., same recall period and minimal wording changes) and developmental appropriateness (e.g., coverage of important domains for infant health). Focus on observable child behaviour according to US FDA's guideline: e.g., wording “My child felt” changed to “My child seemed/acted/was”
	Followed PROMIS mixed-methods approach: (1) Literature reviews. (2) Input from experts on developmental psychology and psychopathology, child psychiatry, paediatrics, education, cross-cultural measurement, health equity/system to determine appropriateness of existing PROMIS concepts for age 1-5. (3) Semi-structured interviews with 38 parents of children aged 1-5 for concept elicitation to confirm frameworks and identify new concepts. (4) Item drafting. (5) Cognitive interviews with 41 parents of children aged 1-5 for feasibility and comprehensibility. (6) Field testing for item calibration and score norming.
	Involved parents of children aged 1-5 in concept elicitation interviews, cognitive interviews and pilot testing.

	72
	PWI-SC
	Cummins (2005) [85]
	5-18
	Adult-oriented PWI based on subjective satisfaction domains of QoL explored under ComQoL development.
	(1) Adult PWI derived from subjective satisfaction domains of ComQoL: objective domains and subjective importance domains removed; satisfaction changed to happiness. (2) PWI-SC derived from PWI: spirituality-religion domain removed; simplified wording.
	None

	73
	PWI-SC8
	Vaque-Crusellas (2015) [31]
	10-12
	Childhood food satisfaction captures broader concepts than food, including appearance, general health, growth, and physical/psychosocial environment. Subjective views on food (beyond type/quantity) important for obesity.
	Incorporated food satisfaction domain/item into PWI-SC; pilot study with children to determine wording of the food satisfaction item
	Involved in pilot study to determine wording

	74
	QLQC
	Bouman (1999) [32]
	8-12
	WHO definition of health: Chronic childhood conditions concern physical, psychological and social functioning
	(1) Subdomains chosen based on clinical experience, existing childhood questionnaires and peer-review. (2) Pilot study to test if measure can be completed by children aged 8-12. (3) Validated on two samples of children: healthy; chronically ill.
	Involved in pilot study and validation

	75
	QLSI-C
	Etienne (2011) [33]
	8-12
	WHO definition of QoL that incorporates concepts of goals, expectations, standards and concerns. QoL is conceptualised as the gap between child's current condition and his goals, weighted by importance of domain and by movement towards/away from goal.
	(1) Literature review on previous questionnaires, definitions of QoL and systematic approaches to biologic systems. (2) Incorporated modular design to combine advantages of generic and disease-specific instruments. (3) Validated on children aged 8-12.
	Validation only

	76
	QLSI-C Tablet
	Toucheque (2016) [34]
	8-12
	See QLSI-C
	Tablet version developed from QLSI-C; they are identical except for 5-point (rather than 7) scale for importance rating
	None

	77
	QoL-C
	Thompson (2014) [35]
	4-9
	QoL-C's format based on EQ-5D-Y
	(1) Changed wording and layout (pictures and written examples to assist comprehension) of adult EQ-5D to be child-friendly. Advice sought from children aged 6-11 in this process. (2) EQ-5D VAS replaced by child-friendly health meter.
	Involved in wording and layout change of EQ-5D

	78
	QOLPAV
	Raphael (1996) [54]
	15-18
	Centre for Health Promotion model: QoL defined as “The degree to which a person enjoys the important possibilities of his/her life”; three domains of being, belonging and becoming. QoL encompasses: individual characteristics; immediate environment; and daily/future-oriented activities. Focus on adolescent health behaviours (e.g., clustering of problem behaviours, coping strategies).
	(1) 6 group meetings with adolescents; asked “What does the term QoL mean to you?” (2) QoL areas not mentioned by groups added from adolescent development literature, including Centre for Health Promotion conceptual model. (3) Study authors (2 adolescence social science researchers and 2 adolescent health workers) reviewed group responses and literature to develop instrument. (4) Pilot instrument tested on 20 adolescents: content relevance; unseen issues; language.
	Involved in initial concept elicitation and pilot testing for content validity

	79
	QOLQA
	Wang (2000) [55]
	12-15
	WHO definition of QoL; based on WHOQOL-100
	Japanese QOLQA: (1) Adopted the WHOQOL-100 instrument: removed 39 items not relevant to adolescence; remaining 61 items reviewed and reworded; 9 items added for relevance. (2) Pre-tested on 77 adolescents. Chinese QOLQA: (1) Translated the 9 new items and reworded 61 items in WHOQOL-100 Chinese version. (2) Reviewed by junior high school teachers, parents of adolescents and professionals. (3) Pre-tested on adolescents. (4) Reviewed by a group of child mental health professionals.
	Involved in pre-testing of both versions

	80
	QOLQA-Taiwan
	Fuh (2005) [56]
	13-15
	Lindstrom framework of QoL: personal (physical, mental); interpersonal (family function, intimate friends, social networks); external (income, housing); global (macro environment).
	(1) 70 items from Chinese QOLQA pooled with 20 new items reflecting concerns specific to Taiwanese adolescents (mostly regarding relationships with parents, teachers and classroom learning). (2) 90 items reduced through survey of 515 adolescents and statistical analyses reported in this study
	Involved in survey for final revision of instrument

	81
	SLSS
	Huebner (1991) [86]
	8-14
	Life satisfaction defined as “a global assessment of a person's quality of life according to his chosen criteria”, i.e., subjective choice of relevant domains
	(1) Item selection method not stated. (2) School teachers and reading specialists consulted to achieve suitable reading difficulty for children aged 8+. (3) Preliminary version validated on samples of children to arrive at final 7-item version.
	Involved in validation for final revision of instrument

	82
	MSLSS
	Huebner (1994) [87] 
	8-14
	Aim to capture specific domains of life satisfaction rather than global life satisfaction only
	(1) Domains generated from review of adult and child life satisfaction literature, pilot interviews with elementary school children, and previous research on SLSS. (2) School teachers consulted in item generation. (3) Preliminary version tested on school children.
	Involved in concept elicitation pilot interviews and preliminary testing.

	83
	MSLSS Brief
	Seligson (2003) [88]
	11-14
	See MSLSS
	5 items chosen from MSLSS, one item per domain; unclear how they were chosen
	None

	84
	MSLSS-A
	Gilligan (2007) [57]
	14-18
	Life satisfaction perspective, distinct from psychopathology and psychological wellbeing (self-esteem, anxiety and depression and negative affect)
	(1) Review of life satisfaction and adolescent development literature and pilot study with adolescents to inform modification of MSLSS: 5 MSLSS domains retained; additional domain of opposite-sex relationship added. (2) Validated on 266 adolescents. (3) Adolescent students, high school teachers, and psychologists reviewed instrument. (4) Statistical analyses on validation data decided final set of items
	Involved in: concept elicitation pilot study; validation; final review of instrument

	85-86
	TACQOL
	Vogels (1998); Theunissen (1998) [36, 37]
	Child: 8-15, Informant: 6-15
	HRQoL distinguished from health status and defined as multidimensional health status weighted by emotional response to occurring health status problems
	(1) Review of literature and existing instruments to identify common domains and items. (2) Discussion with experts. (3) Child-report form validated on 58 children
	Validation only

	87
	TAPQOL
	Fekkes (2000) [13]
	1-5
	HRQoL distinguished from health status. Four core domains of HRQoL taken to be physical, social, cognitive and emotional functioning
	(1) Review of literature and existing instruments and discussions with HRQoL experts, paediatricians, psychologists and parents of children aged 1-5 to derive core domains. (2) Items selected based on literature and psychological and clinical experience. (3) Feasibility tested on a group of parents of children aged 1-5.
	Involved parents of children aged 1-5 in concept elicitation discussions and feasibility testing.

	88
	TedQL
	Lawford (2001) [89]
	3-8
	WHO definition of QOL: “individual's physical health, psychological state, level of independence, social relationships and relationship to salient features of their environment”
	(1) Item selection based on literature review and previous experience with children. (2) First test study validated a 10-item measure. (3) A modified 23-item measure validated in second study which compared different response formats (circular coloured scale vs. linear scale). (4) Face validity and acceptability tested against PedsQL
	Involved in validation studies and testing of alternative response scales.

	89
	VSP-A
	Simeoni (2000) [58]
	11-17
	Inductive approach using interviews and focus groups with adolescents
	(1) Initial 118 items generated by content analysis of 73 interviews and 8 focus groups with adolescents. Items tested for comprehensibility and face validity among 11 adolescents. (2) Survey of 586 adolescents to reduce items to 54. Experts reviewed face and content validity. (3) Further reduction to 40 items during validation.
	Involved in item elicitation and surveys for item reductions

	90
	WCHMP
	Spencer (1996) [14]
	0-5
	Focus on parental perceptions of health, acute/chronic illness and functional health status and HRQoL of their children.
	Three field tests involved parents of preschool children to establish instrument. Open questions explored parental understanding of HRQoL in early childhood
	Involved parents of preschool children in concept elicitation

	91
	WHOQOL-BREF
	Izutsu (2005) [59]
	11-18
	WHO definition of QOL (see TedQL above)
	Shortened version of WHOQOL-100. English WHOQOL-BREF translated into Bangla; checked by local public health doctors. Pre-testing (does not report with whom) conducted for acceptability.
	Potentially involved in pre-testing for acceptability; validation

	92
	YQoL-R
	Edwards (2002); Patrick (2002) [60, 61] 
	12-18
	WHO definition of QOL (see TedQL above)
	(1) In-depth interviews with youth aged 12-18 with and without disabilities asking what was most important to their lives. (2) Conducted focus groups with adolescents, primary caregivers of adolescents and child health and welfare professionals. (3) Consulted existing instruments identified by literature review, such as the ADD Health survey. (4) Instrument validated on 236 adolescents aged 12-18
	Involved in: in-depth interviews and focus groups for concept elicitation; validation

	93
	YQoL-S
	Topolski (2001) [62]
	12-18
	WHO definition of QOL (see TedQL above)
	Items chosen from YQoL-R (method unclear)
	See YQoL-R

	Patient-reported outcome measures designed to be accompanied by preference-based value sets

	94
	16D
	Apajasalo (1996) [63]
	12-15
	Based on conceptual model of 15D for age 16+
	(1) Items in 15D deleted, added or reformulated by experts to be age-appropriate. (2) Pilot study with 60 healthy boys and parents 
	Involved in pilot study

	95
	17D
	Apajasalo (1996b) [38]
	8-11
	Based on 15D and 16D
	(1) Items in 16D deleted, added or reformulated by experts to be age-appropriate. (2) Pilot study with 79 healthy children aged 7-10
	Involved in pilot study

	96
	AHUM 
	Beusterien (2012) [64]
	12-18
	Focus on self-reported health status; deliberately omitted domains on anxiety or emotional impact because these are captured in the valuation process.
	(1) Reviewed features of existing instruments – EQ-5D, SF-6D, CHQ. (2) Obtained health concepts from children with short stature and Hunter syndrome.
	Involved in concept elicitation

	97
	AQoL-6D Adolescent
	Moodie (2010) [65]
	15-18
	Focus on extent of person’s handicap: the effects of ill health on the person's capacity to function in a social context
	Adapted from AQoL-6D Adult version: focus groups of adolescents to change wording of descriptive system
	Focus groups to change wording

	98
	CH-6D
	Kang (2016) [90]
	7-12; 16-18
	Not stated
	Not stated
	Not stated

	99
	CHSCS-PS
	Saigal (2005) [15]
	2-5
	Focus on measuring children's ability to do age-appropriate developmental tasks (i.e., functioning)
	(1) HUI2/3 adapted for preschool population: 2 new domains (behaviour, general health) added to 10 existing mutually exclusive domains; new domains from literature on VLBW infants (relevant for high-risk children). (2) Response scale based on existing instruments and experts. (3) Pilot version reviewed by 28 developmental paediatricians and neonatologists. (4) User-friendly version tested on clinicians and parents of VLBW and preschool children.
	Parents of VLBW and preschool children involved in feasibility testing

	100-101
	HUI2
	Torrance (1996) [39]
	5-18 (Informant only for age 5-11)
	Focus on functional capacity (extent to which deficits in health status inhibit/prohibit normal functioning) rather than performance (level at which an individual chooses to function)
	(1) Previous study (methods not reported) identified the most important HRQoL domains based on clinical experience.e (2) Domains ranked in importance by lay persons and six functional domains chosen: sensory and communication ability; happiness; self-care; pain or discomfort; learning and school ability; physical activity ability. (3) Fertility added to form HUI2.
	None

	102-103
	HUI3
	Furlong (2001) [40]
	5-18 (Informant only for age 5-11)
	See HUI2. The two measures are complements.
	HUI3 domains selected from the 15 important HRQoL domains identified by previous study.5
	None

	104
	CHU9D
	Stevens (2009); (2011) [41, 42]
	7-11
	Inductive approach qualitative research with adolescents. The final domains and response scale should be amenable to societal valuation (i.e., no perception).
	(1) Literature review of existing measures. (2) Qualitative interviews with children aged 7-11 to identify domains: 11 identified; response scale type (e.g., severity, frequency) deduced from adverbial phrases in qualitative data; wording based on qualitative data. (3) Ordinality of response scales confirmed by ranking exercise with children. (4) Final 9-domain instrument developed in validation.
	Interviews with children to identify domains, response scale type and ordinality, and wording.

	105-106
	EQ-5D-Y
	Wille (2010) [91]
	8-15
	Same conceptual model as EQ-5D: health conceived as physical, emotional and social functioning and wellbeing.
	(1) International expert task force assessed suitability of EQ-5D domains to children and revised wording based on previous experience of administering EQ-5D on children and previous qualitative assessments. (2) Cognitive interviews with children aged 8-18 for comprehensibility. (3) Pilot version reviewed by development team and validated against EQ-5D.
	Involved in cognitive interviews for comprehensibility

	107
	EQ-5D-Y-5L
	Kreimeier (2019) [94]
	8-15
	Based on EQ-5D-Y.
	(1) Labels for additional severity levels (relative to EQ-5D-Y) identified by review of existing HRQoL instruments and focus groups with children aged 8-15. (2) Interviews with children to determine relative severity (ordinality) of each label. (3) Cognitive interviews with children aged 8-15 to pilot 4L and 5L versions and determine the best version.
	Involved in focus groups and interviews for label identification and cognitive interviews for feasibility and version comparison.

	108
	IQI
	Jabrayilov (2018) [16]
	0-1
	Inductive approach without pre-specified conceptual basis
	(1) Two literature reviews to extract candidate health concepts from existing measures. (2) Three expert panels and two surveys of parents of infants aged 0-3 in NZ, Singapore and UK evaluated relevance of concepts, organised them into domains and generated response scales. (3) Interviews assessed cross-cultural interpretability, parents’ understanding of health domains and usability of mobile app
	Parents of infants aged 0-3 involved in concept elicitation surveys and interviews for cross-cultural sensitivity, comprehensibility and feasibility.

	109
	QWB
	Kaplan (1976); (1997) [95, 96]
	N/A
	Aim to capture all possible states between optimum function and death at a given point in time.
	(1) Review of medical reference works to list ways in which diseases can affect a person's behaviour and role performance. Survey measured individuals for their mobility, physical activity and social activity. Reference-based disruptions matched to the survey data. (2) Functional classification system validated on sample of 867 people including 370 children. (3) Survey also used to elicit symptoms and problems to increase sensitivity at top levels of functional status.
	Involved in validation of functional classification system

	110
	TANDI
	Verstraete (2020); (2020b) [17, 18]
	0-3
	Based on ICF-CY. Followed ISPOR and FDA guidelines that measure should be based on coherent conceptual model and focus on observable behaviour of child.
	(1) Systematic literature review to define concepts, generate items and identify reference measures. (2) Cognitive interviews with parents of children aged 0-7 to further identify items. (3) Two Delphi surveys of HRQoL/paediatric experts to reduce items
	Caregivers/parents of children aged 0-7 (acutely or chronically ill or healthy) involved in cognitive interviews.

	Acronym: HRQoL: health-related quality of life; ICF-CY: International classification of functioning, disability and health: children and youth version; IRT: item response theory; PRO: patient-reported outcome; QoL: quality of life; VLBW: very low birthweight; WHO: World Health Organization
a See Table 1 in main text for full name of instruments.
b This article is a review of AUQUEI by instrument developers. The primary development study is unavailable in English.
c This article is a secondary application study of ILC in Norway. The primary development study was set in Germany and is unavailable in English.
d For focus group study, see Walsh (2008) [97]; for cognitive interview study, see Irwin (2009) [98].
e Physical activity; mobility; self-care; school performance; play; learning ability; happiness; pain or discomfort; sight; hearing; speech; use of limbs; cause of health problems; age of onset of problem; name of disease/disorder




Modelling methods for value sets using RS, TTO and SG
	Table E Modelling methods for valuation studies using rating scale, time trade-off and standard gamble.

	Acronyma
	Reference
	Valuation tasks
	Modelling (statistical methods and justification) 

	
	
	Version of script
	Version for health state WTD
	Statistical methods
	Goodness of fit

	16D
	Apajasalo (1996) [63]
	RS
	RS
	The individual values given to a dimension by all subjects are first averaged, and then transformed so that the sum of importance weights for all dimensions equals 1
	Not reported

	17D
	Apajasalo (1996b) [38]
	RS
	RS
	The individual values given to a dimension by all subjects are first averaged, and then transformed so that the sum of importance weights for all dimensions equals 1
	Not reported

	AHUM
	Beusterien (2012) [64]
	TTO
	Not allowed; WTD was assigned a utility of 0
	A mixed effects model (fixed effects for the levels of each domain & random effects for each respondent); fixed effect interaction term for being at the worse level of any domain
	Adjusted R2, RMSE

	AQoL-6D Adolescent
	Moodie (2010) [65]
	TTO
	Allowed
	OLS*(chosen model; more relevant as the economic evaluations which will use the instruments are generally based on mean, not individual, estimates of the QoL); A maximum likelihood estimation of panel data
	R2, scatterplot

	CHU9D
	Stevens (2012) [99]
	SG
	Allowed
	[Individual data analyses] OLS* (chosen model), RE; [aggregate level data analyses] Rank order logic, Mean model
	Inconsistencies, % within +/- 0.1, % within +/- 0.5, MAE, RSME, t-test

	HUI2
	Torrance (1996) [39]
	VAS
	Allowed
	Person-mean value scores & OLS
	Difference between predicted & directly measured scores

	
	McCabe (2005) [100]
	SG
	Allowed
	[Individual data analyses] OLS* (chosen model), RE, FE; [aggregate level data analyses] mean model
	Hausman and Breusch-Pagan tests, inconsistency, (Adj) R2, predictive accuracy, RMSE, MAE, t-test, RESET test, Breusch–Pagan test, Hausman test

	HUI3 
	Feeny (2002) [101]
	VAS
	Allowed
	Person-mean value scores & OLS
	(Adj) R2, Mean difference, MAE, variability in difference between multi-attribute and directly measured scores, ICC

	
	Noto (2020) [102]
	VAS/SG
	Allowed
	Person-mean value scores & OLS
	ICC

	
	Le Gales (2002) [103]
	VAS/SG
	Allowed
	Person-mean/Person-median value scores & OLS
	Adjusted R2, RMSE

	QWB-SA 
	Seiber (2008) [104]
	RS
	Unclear
	An adaptation of Multi-attribute Utility Scaling method
	Not reported

	Acronym: Adj: adjusted; ICC: intraclass correlation coefficient; MAE: mean absolute error; OLS: ordinary least squares; RESET: Ramsey regression equation specification error; RMSE: root mean square error; RS: rating scale; SG: standard gamble; TTO: time trade-off; VAS: visual analogue scale; WTD: worse than death.
a See Table 1 in main text for full name of instruments.






Modelling methods for value sets using DCE and BWS
	Table F Valuation tasks and modelling methods for valuation studies using discrete-choice experiment and best-worse scale.

	Acronyma
	Reference
	Valuation tasks
	Modelling (statistical methods and justification) 

	
	
	Choice experiment design 
	Anchoring onto QALY scale
	Quality control (QC)/warm-up tasks
	No. of tasks per respondent (total)
	Forced choice or indifference allowed 
	Statistical methods
	Final statistical method and justification 
	Goodness of fit 

	CHU9D 
	Ratcliffe (2016) [105]
	Fractional factorial design
	Mapping onto TTO (separate survey)
	Not-reported
	10 (50)
	Forced choice
	CL, HCL, LC
	LC (preference heterogeneity) (& OLS model to facilitate rescaling onto QALY scale)
	Inconsistencies, BIC

	
	Chen (2019) [106]
	Fractional factorial design
	Mapping onto TTO (separate survey)
	Not-reported
	10 (50)
	Forced choice
	CL, HCL, LC, SALC
	LC (preference heterogeneity) (& OLS model to facilitate rescaling onto QALY scale)
	Inconsistencies, BIC

	
	Rowen (2018) [107]
	D-efficient design
	DCE with duration
	Warm-up
	12 (204 pairs)
	Forced choice
	CL
	CL (not provided)
	Inconsistencies

	EQ-5D-Y
	Craig (2016) [108]
	Design by researcher*
	Direct model estimation
	Warm-up
	Unclear (600 pairs)
	Forced choice
	GLM
	GLM
	Not-reported

	
	Rupel (2021) [109]
	D-efficient design
	Rescale using cTTO (separate survey)
	QC
	15 (150 pairs)
	Forced choice
	MIXL
	MIXL
	AIC, BIC

	
	Shiroiwa (2021) [110]
	Efficient design
	Mapping onto cTTO (separate survey)
	QC
	15 (150 pairs)
	Forced choice
	CL, MIXL
	MIXL (& OLS model to facilitate rescaling onto QALY scale)
	Inconsistencies, AIC

	IQI
	Krabbe (2020) [111]
	Fractional factorial design with several criteria applied.
	DCE & Complementary "better or worse than death" task
	Not reported
	10 (not reported)
	Forced choice
	CL
	LC (& Rank-ordered logit model to facilitate rescaling onto QALY scale)
	Inconsistencies

	Acronym: AIC: Akaike information criterion; BIC: Bayesian information criterion; BWS: best-worst scale; CL: Conditional logit model; cTTO: composite time trade-off; DCE: discrete choice experiment; GLM: Generalized linear model; HCL: Heteroscedastic conditional logit model; LC: Latent class conditional logit model; MIXL: Mixed logit model; SALC: Scale-adjusted LC model.
a See Table 1 in main text for full name of instruments.
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Figure S1 Sample size of valuation studies by instrument and valuation method
Note: (N) refers to the convenient sample for the anchoring tasks
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Figure S2 Preference-based index value range by methods
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Figure S3a Value sets for utility distributions for all potential states – example choice experiments using the CHU9D where an additive function has been used
[image: ]
Figure S3b Value sets for utility distributions for all potential states – example of RS and SG methods for the HUI3 where a multiplicative function has been used. Note: Based on simulation of publicly available Canadian HUI3 algorithm; however, separate communication with the developers suggests that the cumulative percentage of values below zero may be an overestimate.
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