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SI 5 – Studies that met the inclusion criteria but were excluded

	Reference, year 
	Title of the article
	Explanation

	Abraham, 2022
	Measuring health-related quality of life measures in children: lessons from a pilot study
	Qualitative study

	Blackmore, 2024
	How Well Does the EQ-5D-Y-5L Describe Children With Intellectual Disability?: "There's a Lot More to My Child Than That She Can't Wash or Dress Herself."
	Qualitative study

	Burström, 2011
	A Swedish child-friendly pilot version of the EQ-5D instrument--the development process
	Qualitative study

	Dalziel, 2023
	A Qualitative Investigation to Develop an Adapted Version of the EQ-5D-Y-3L for Use in Children Aged 2-4 Years
	Qualitative study

	Gusi, 2009
	[Translation and cultural adaptation of the Spanish version of EQ-5D-Y questionnaire for children and adolescents]
	Cross-cultural adaptation

	Khanna, 2024
	An Investigation of Inter-Rater and Intra-Proxy Agreement in Measuring Quality of Life of Children in the Community Using the EQ-5D-Y-3L
	Other measurements

	Kreimeier, 2019
	[Development of the German version of EQ-5D-Y-5L to measure health-related quality of life in children and adolescents: Identification of response labels and pilot testing]
	Qualitative study

	Ludwig,
2022
	Developing and testing a cognitive bolt-on for the EQ-5D-Y (Youth)
	Qualitative study

	Ngwira, 2022
	Cross-Cultural Adaptation of the Beta EQ-5D-Y-5L Into Chichewa (Malawi)
	Cross-cultural adaptation

	Perez-Sousa, 2022
	Psychometric Properties of the Spanish Versions of EQ-5D-Y-3L and EQ-5D-Y-5L in Children with Cancer: A Comparative Study
	Other measurements

	Perez-Sousa, 2023
	Normative Values and Psychometric Properties of EQ-5D-Y-3L in Chilean Youth Population among Different Weight Statuses
	Other measurements

	Xiong, 
2023
	How do common conditions impact health-related quality of life for children? Providing guidance for validating pediatric preference-based measures
	Other measurements






[bookmark: _Hlk109827684]SI 6 – Study characteristics 

	Author, year of publication
	Language version
	Study design
	Setting
	Participant characteristics
	Instrument characteristics

	
	
	
	
	Condition
(sample size)
	Age mean and female (%)
	EQ-5D version
(mode of administration) and delivery mode
	Scores used and recall period

	EQ-5D-3L

	Bouwmans, 2014
	Dutch
	Cross-sectional
	Country: Netherlands

Context used (setting): Community (other)
	Attention-deficit hyperactivity disorder (n=739)
	Age mean (SD) – [range]: 12 (3) – [6-18]

Female n (%): 132 (17.9)
	EQ-5D-3L proxy-reported
(not reported)

Delivery mode: Online
	Score: Descriptive system and utility score

Recall period: Not reported

	Brussoni, 2013
	English
	Longitudinal prospective
	Country: Canada 

Context used (setting): Secondary care (emergency care and medical units)
	Primary trauma diagnosis (n=345)
	Age category, n (%) – [range]: 0-2 years, 27 (10.7); 2-4 years, 57 (22.5); 5-7 years, 46 (18.2); 8-12 years, 68 (26.9); 13-16 years, 54 (21.3) – [0-16]

Female n (%): 96 (37.94)
	EQ-5D-3L self- and proxy-reporteda (not reported) 

Delivery mode: Paper and pencil, computer and telephone
	Score: EQ VAS and utility score

Recall period: Today

	Byford, 2013

	English
	Longitudinal prospective
	Country: United Kingdom

Context used (setting): Tertiary care (clinic)
	Major depression (n=199)
	Age category, n (%) – [range]: <14 years, 109 (54.8); >14 years, 90 (45.2) or median: 14 – [11-17]

Female n (%): 149 (74.9)
	EQ-5D-3L self-reported

Delivery mode: Unclear
	Score: Utility score

Recall period: Not reported

	Dickerson, 2017

	English
	Longitudinal prospective
	Country: United States

Context used (setting): Other (other)
	Depression (n=376)
	Age mean (SD) – [range]: 15.3 (1.3) – [13-17]

Female n (%): 245 (65.2)
	EQ-5D-3L self-reported (interview-administered) 

Delivery mode: Baseline: unclear; follow-up: telephone
	Score: Unclear

Recall period: Not reported

	Klaassen, 2010

	English
	Longitudinal prospective
	Country: Canada

Context used (setting): Tertiary care (clinic and hospital)
	Hodgkin disease (n=49)
	Age mean (SD) – [range]: 14.7 (not reported) – [8-18]

Female n (%): 27 (55)
	EQ-5D-3L self-reported 

Delivery mode: Paper and pencil

	Score: EQ VAS

Recall period: Not reported

	Matza, 2005c
	English
	United Kingdom and United States

Cross-sectional
	United Kingdom

Country: United Kingdom

Context used (setting): Community (other)

United States

Country: United States

Context used (setting): Tertiary care (hospital)
	United Kingdom and United States

Attention-deficit hyperactivity disorder

United Kingdom (n=83b)

United States
(n=43b)

	United Kingdom

Age mean (SD) – [range]: Parents and/or guardians: 42.6 (not reported); Children: 12.6 (not reported) – [7-18]

Female n (%): Parents and/or guardians: 77 (92.8); Children: 10 (12)

United States

Age mean (SD) – [range]: Parents and/or guardians: 41.3 (not reported); Children: 11.8 (not reported) – [7-18]

Female n (%): Parents and/or guardians: 41 (95.3); Children: 9 (21)
	United Kingdom and United States

EQ-5D-3L proxy-reported (proxy version 1 [assumed])

Delivery mode: Paper and pencil
	United Kingdom and United States

Score: EQ VAS and utility score

Recall period: Not reported

	Shafie, 2021
	Malay
	Cross-sectional
	Country: Malaysa

Context used (setting): Tertiary care (hospital)
	Transfusion-dependent thalassemia (n=370)
	Age mean (SD) – [range]: 10.7 [3-18]

Female n (%): 192 (52)
	EQ-5D-3L self- and proxy-reporteda (proxy version 1 [assumed])

Delivery mode: Unclear

	Score: Descriptive system, EQ VAS, and utility score

Recall period: Not reported

	Stolk, 2000
	Dutch
	Cross-sectional
	Country: Netherlands

Context used (setting): Community (other)
	Imperforate anus (n=111)
	Age category, mean (SD) – [range]: 1-4 years, 2.6 (0.8); 5-10 years, 6.9 (1.5); 11-15 years, 13.2 (1.3) – [1-15]

Female n (%): Not reported
	EQ-5D-3L self- and proxy-reporteda (proxy-version 1 [assumed]) 

Delivery mode: Paper and pencil
	Score: Descriptive system, EQ VAS and utility score

Recall period: Not reported

	Vitale, 2001
	English
	Cross-sectional
	Country: United States

Context used: Secondary care
	Spinal disorders (scoliosis) and other musculoskeletal disorders (n=196)
	Age mean (SD) – [range]: 14.6 (not reported) – [10-18]

Female n (%): 116 (59)
	EQ-5D-3L self-reported

Delivery mode: Unclear
	Score: Utility score

Recall period: Not reported

	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

Willems, 2009c
	Dutch
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

Longitudinal prospective
	Asthma, diabetes, rheumatic disorders

Country: Netherlands

Context used (setting): Secondary care (clinic)

Speech/language and/or hearing disorders

Context used (setting): Secondary care and community (clinic and special school)
	Asthma 
(n=56)

Diabetes
(n=60)

Rheumatic disorders
(n=23)


Speech/language and/or hearing disorders
(n=43)
	Asthma

Age category, n (%) – [range]: 7-12 years, 40 (71.4); 12-18 years, 16 (28.6) – [7-18]

Female n (%): Not reported

Diabetes

Age category, n (%) – [range]: 7-12 years, 26 (43.3); 12-18 years, 34 (56.7) – [7-18]

Female n (%): Not reported

Rheumatic disorders
Age category, n (%) – [range]: 7-12 years, 9 (39.1); 12-18 years, 14 (60.9) – [7-18]

Female n (%): Not reported

Speech/language and/or hearing disorders

Age category, n (%) – [range]: 7-12 years, 38 (88.4); 12-18 years, 5 (11.6) – [7-18]

Female n (%): Not reported
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

EQ-5D-3L self and proxy-reporteda (proxy-version 1 [assumed]

Delivery mode: Paper and pencil
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

Score: Descriptive system, EQ VAS, and utility score

Recall period: Not reported

	EQ-5D-5L

	Cheung, 2016
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (hospital)
	Adolescent idiopathic scoliosis (n=227d)
	Age mean (SD) – [range]: 15.6 (4.5) – [unclear]

Female n (%): 170 (74.9)
	EQ-5D-5L self-reported

Delivery mode: Baseline: unclear; follow-up: telephone

	Score: Descriptive system and utility score

Recall period: Not reported

	Cheung, 2017
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (specialized clinic)
	Adolescent idiopathic scoliosis (n=227d)
	Age mean (SD) – [range]: 15.6 (4.5) – [unclear]

Female n (%): 170 (74.9)
	EQ-5D-5L self-reported 

Delivery mode: Baseline: unclear; follow-up: telephone
	Score: Utility score

Recall period: Not reported

	Dams, 2020
	German
	Longitudinal prospective
	Country: Germany

Context used (setting): Secondary care (clinic)
	Condition: Posttraumatic stress disorder (n=87)
	Age mean (SD) – [range]: 18.1 (2.3) – [14-21]

Female n (%): 74 (85.0)
	EQ-5D-5L self-reported

Delivery mode: Unclear
	Score: Utility score

Recall period: Not reported

	Welie, 2022
	Amharic
	Longitudinal prospective
	Country: Ethiopia

Context used (setting): Community and secondary care (schools and hospital)
	Healthy population and major mental health disorders (n= 501)

	Age mean (SD) – [range]: 15.6 (1.3) – [11-17]

Female n (%): 188 (37.8)
	EQ-5D-5L self-reported

Delivery mode: Paper and pencil
	Score: Descriptive system, EQ VAS and utility score

Recall period: Not reported

	Duchenne muscular dystrophy and spinal muscular atrophy

Xu, 2023
	Duchenne muscular dystrophy and spinal muscular atrophy

Chinese
	Duchenne muscular dystrophy and spinal muscular atrophy

Cross-sectional
	Duchenne muscular dystrophy and spinal muscular atrophy

Country: China

Context used (setting): Tertiary care (other)
	Duchenne muscular dystrophy
(n=633)

Spinal muscular atrophy
(n=222)
	Duchenne muscular dystrophy

Age category, n (%) – [range]: 8-12 years, 505 (79.8); 13-17 years, 128 (20.2) – [8-17]

Female n (%): 6 (0.9)

Spinal muscular atrophy

Age category, n (%) – [range]: 8-12 years, 156 (70.3); 13-17 years, 66 (29.7) – [8-17]

Female n (%): 96 (43.2)
	Duchenne muscular dystrophy and spinal muscular atrophy

EQ-5D-5L proxy-reported (proxy version 1)

Delivery mode: Online
	Duchenne muscular dystrophy and spinal muscular atrophy

Score: Descriptive system, EQ VAS and utility score

Recall period: Not reported

	EQ-5D-Y-3L

	Amien, 2022
	English
	Cross-sectional
	Country: South Africa

Context used (setting): Secondary care, tertiary care, and community (clinics, hospitals, and schools) 
	Orthopedic conditions, functional disabilities, chronic respiratory illness, and healthy population (n=207)
	Age category, n (%) – [range]: 8 years, 65 (31.4); 9 years, 70 (33.8); 10 years, (34.9) – [8-10]

Female n (%): 96 (46)
	EQ-5D-Y-3L self-reported and interviewer administered (proxy version 1 [assumed])

Delivery mode: Unclear
	Score: Descriptive system

Recall period: Today

	5-7 years old and 8-10 years old

Amien, 2023
	5-7 years old and 8-10 years old

English
	5-7 years old and 8-10 years old

Cross-sectional
	5-7 years old and 8-10 years old

Country: South Africa

Context used (setting): Community, secondary and tertiary care (schools and hospitals)
	5-7 years old and 8-10 years old

Healthy population, ortopaedics conditions, functional disabilities and respiratory illness

5-7 years old
(n=117)

8-10 years old
(n=211)
	5-7 years old

Age category, n (%) – [range]: 5-7 years, 211 (45.6); 8-10 years, 211 (54.4)

Female n (%): 96 (54)

8-10 years old

Age category, n (%) – [range]: 8-12 years, 156 (70.3); 13-17 years, 66 (29.7)

Female n (%): 98 (46)
	5-7 years old and 8-10 years old

EQ-5D-Y-3L proxy-reported (interviewer administered version 1 [assumed])

Delivery mode: Unclear
	5-7 years old and 8-10 years old

Score: Descriptive system and EQ VAS

Recall period: Today

	Bergfors, 2015
	Swedish
	Cross-sectional
	Country: Sweden

Context used (setting): Secondary care (clinic)
	Asthma (n=94)
	Age mean (SD) – [range]: 12.1 (2.4) – [8-16]

Female n (%): 39 (41.5)
	EQ-5D-Y-3L self-reported

Delivery mode: Paper and pencil
	Score: Descriptive system and EQ VAS

Recall period: Today

	Burström, 2011
	Swedish
	Cross-sectional
	Country: Sweden

Context used (setting): Community (other)
	Healthy population and diverse health conditions (n=490)
	Age category, n (%) – [range]: 8 years, 260 (53.1); 12 years, 230 (46.9) – [8-12]

Female n (%): 235 (48.4)
	EQ-5D-Y-3L self-reported

Delivery mode: Paper and pencil
	Score: Descriptive system and EQ VAS

Recall period: Today

	Health population and functional disability

Burstrom, 2014c
	Health population and functional disability

Swedish
	Health population and functional disability

Cross-sectional
	Health population and functional disability

Country: Sweden

Health population

Context used (setting): Community (other)

Functional disability

Context used (setting): Tertiary care (hospital)
	Health population 
(n=407e)

Functional disability
(n=478)

	Health population

Age mean (SD) – [range]: 13.3 (2.7) – [7-17]

Female n (%): 199 (48.9)

Functional disability

Age mean (SD) – [range]: 12 (3.1) – [7-17]

Female n (%): 43 (60.6)
	Health population and functional disability

EQ-5D-Y-3L self-reported

Delivery mode: Paper and pencil
	Health population and functional disability

Score: Descriptive system and EQ VAS
Recall period: Today

	Canaway, 2013
	English
	Longitudinal prospective
	Country: United Kingdom

Context used (setting): Community (other)
	Healthy population (n=160)
	Age category, n (%) – [range]: 6 years, 101 (63); 7 years, 59 (37) [< 7]

Female n (%): 69 (43)
	EQ-5D-Y-3L self-reported (interviewer administered) 

Delivery mode: Paper and pencil [assumed]

	Score: Descriptive system

Recall period: Today

	Chen, 2015
	English
	Cross-sectional
	Country: Australia

Context used (setting): Community (other)
	Healthy population and with long-term disability, illness, or medical conditions (n=2020)
	Age mean (SD) – [range]: 14 (2) – [11-17]

Female n (%): 1024 (50.7)
	EQ-5D-Y-3L self-reported

Delivery mode: Online

	Score: Descriptive system and utility score

Recall period: Today

	Eidt-Koch, 2009

	German
	Cross-sectional
	Country: Germany

Context used (setting): Tertiary care (clinic)
	Cystic fibrosis (n=96)
	Age category, mean (SD) – [range]: 8 to 13 years old: 10.8 (1.7); 14 to 17 years old: 15.9 (1.8) -– [8-17]

Female n (%): 48 (50)
	EQ-5D-Y-3L self-reported

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Not reported

	Children and parents [mothers and fathers]

Gusi, 2014c
	Children and parents [mothers and fathers]

Spanish
	Children and parents [mothers and fathers]

Longitudinal prospective
	Children and parents [mothers and fathers]

Country: Spain

Context used (setting): Community (other)
	Children

Healthy population (n=620)

Mothers and Fathers

Healthy population (n=708b)
	Children

Age category, n (%) – [range]: 6-7 years, 76 (12.3); 8-9 years, 135 (21.8); 10-11 years, 208 (33.5); 12-13 years, 85 (13.7); 14-15 years, 66 (10.6); 16-17 years, 50 (8.1) – [6-17]

Female n (%): 304 (49.0)

Mothers and Fathers

Age mean (SD) – [range]: Not reported – [6-17]

Female n (%): 442 (66.4)
	Children

EQ-5D-Y-3L self-reported (interviewer-administered: 6-8 years old)

Delivery mode: Unclearf

Mothers and Fathers

EQ-5D-Y-3L proxy-reported (not reported)

Delivery mode: Unclear
	Children

Score: Descriptive system and EQ VAS

Recall period: Not reported

Mothers and Fathers

Score: Descriptive system and EQ VAS

Recall period: Not reported

	He, 2023 
	Chinese
	Cross-sectional
	Country: Chine

Context used (setting): Tertiary care (medical centers)
	Functional dyspepsia (n=1100)
	Age mean (SD) – [range]: 9.2 (1.1) – [8-15]

Female n (%):625 (56.8)
	EQ-5D-Y-3L self-report

Delivery mode: Paper and pencil
	Score: Descriptive system, EQ VAS, and utility score

Recall period: Today

	Hsu, 2018
	Taiwanese
	Longitudinal prospective
	Country: Taiwan

Context used (setting): Tertiary care (hospital)
	Chronic kidney disease (n=68)
	Age mean (SD) – [range]: 12.0 (4.1) – [7-18]

Female n (%): 24 (35)
	EQ-5D-Y-3L self-reported (interviewer-administered)

Delivery mode: Unclearf
	Score: Descriptive system and EQ VAS

Recall period: Today

	Hsu, 2023
	Taiwanese
	Longitudinal prospective
	Country: Taiwan

Context used (setting): Tertiary care (hospital)
	Chronic kidney disease (n=121)
	Age mean (SD) – [range]: 11 (3.4) – [7-18]

Female n (%): 52 (43)
	EQ-5D-Y-3L self-reported

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Today

	Kim, 2017

	Korean
	Cross-sectional
	Country: South Korea

Context used (setting): Community (schools)
	Healthy population (n=2466)
	Age mean (SD) – [range]: 9.5 (1.7) – [7-12]

Female n (%): 1211 (49.1)
	EQ-5D-Y-3L self-reported 

Delivery mode: Paper and pencil

	Score: Descriptive system and EQ VAS

Recall period: Today

	Kim, 2018

	Korean
	Cross-sectional
	Country: South Korea

Context used (setting): Community (schools)
	Allergic symptoms (n=8919)
	Age mean (SD) – [range]: 10.2 (1.8) – [unclear]

Female n (%): 4160 (48.6)
	EQ-5D-Y-3L self-reported

Delivery mode: Paper and pencil

	Score: Descriptive system and EQ VAS

Recall period: Today

	Mayoral, 2019

	Spanish
	Longitudinal prospective
	Country: Spain

Context used (setting): Tertiary care (hospital)
	Type 1 diabetes mellitus (n=136)
	Age mean (SD) – [range]: 14.0 (0.2) – [8-19]

Female n (%): 72 (52.9)
	EQ-5D-Y-3L self-reported 

Delivery mode: Computer
	Score: Descriptive system, EQ VAS, and utility score

Recall period: Today

	Mayoral, 2022

	Spanish
	Longitudinal prospective
	Country: Spain

Context used (setting): Primary care and tertiary care (hospital)
	Asthma (n=119)
	Age mean (SD) – [range]: 9.1 (1.7) – [6-11]

Female n (%): 48 (40.3)
	EQ-5D-Y-3L self and proxy-reporteda (proxy version 1)

Delivery mode: Computer
	Score: Descriptive system, EQ VAS, and utility score

Recall period: Today

	Mihalopoulos, 2023
	English
	Cross-sectional
	Country: Australia

Context used (setting): Tertiary care (clinics and hospitals)
	Mental health problems (n=426)
	Age mean (SD) – [range]: 13.7 (2.7) – [7-18]

Female n (%): 247 (58)
	EQ-5D-Y-3L self-report

Delivery mode: Online and paper and pencil
	Score: Utility score

Recall period: Not reported

	O’Loughlin, 2023
	English
	Longitudinal prospective
	Country: Australia

Context used (setting): Community (database)
	Attention-deficit/hyperactivity disorder and anxiety and/or depression (n=1013)
	Age mean (SD) – [range]: 11.5 (4.1) – [4-18]

Female n (%):431 (42.5)
	EQ-5D-Y-3L self-report

Delivery mode: Unclear
	Score: Utility score

Recall period: Today

	Pan, 2020
	Chinese
	Cross-sectional
	Country: China

Context used (setting): Community (schools)
	Healthy population and myopia (n=3842)
	Age mean (SD) – [range]: Elementary students: 8.7 (0.6); Secondary school: 14.8 (0.8) – [7-18]

Female n (%): 1840 (47.9)
	EQ-5D-Y-3L self-reported 

Delivery mode: Unclear
	Score: Descriptive system

Recall period: Not reported

	Perry, 2024
	English
	Cross-sectional
	Country: Australia

Context used (setting): Tertiary care (clinics)
	Neurodevelopmental conditions (n=204)
	Age mean (SD) – [range]: 6.9 (3.8) – [<17]

Female n (%): 56 (27.5)
	EQ-5D-Y-3L self-reported

Delivery mode: Online
	Score: Descriptive system, EQ VAS and utility score

Recall period: Not reported

	Germany, Italy, South Africa, Spain and, Sweden

Ravens-Sieberer, 2010c
	Germany, Italy, South Africa, Spain and, Sweden

German, Italian, Unclear, Spanish and, Swedish
	Germany, South Africa and, Sweden

Cross-sectional

Italy and Spain

Longitudinal prospective
	Germany, Italy, South Africa, Spain and, Sweden

Countries: Germany, Italy, South Africa, Spain and, Sweden

Context used (setting): Community (schools)
	Germany, Italy, South Africa, Spain and, Sweden

Healthy population and some with chronic or disability condition

Germany
(n=756)

Italy
(n=415e)

South Africa
(n=258)

Spain
(n=973)

Sweden
(n=407e)

	Germany

Age mean (SD) – [range]: 13.8 (1.9) – [10-18]

Female n (%): 371 (49.1)

Italy

Age mean (SD) – [range]: 11.8 (2.2) – [8-15]

Female n (%): 216 (52.0)

South Africa

Age mean (SD) – [range]: 15.5 (1.3) – [13-19]

Female n (%): 128 (49.6)

Spain

Age mean (SD) – [range]: 13.0 (2.7) – [8-18]

Female n (%): 479 (49.2)

Sweden

Age mean (SD) – [range]: 13.2 (2.7) – [8-16]

Female n (%): 199 (48.9)

	Germany, Italy, South Africa, Spain and, Sweden

EQ-5D-Y-3L self-reported

Delivery mode: Paper and pencil
	Germany, Italy, South Africa, Spain and, Sweden

Score: Descriptive system and EQ VAS

Recall period: Today

	Robles, 2015
	Spanish and Catalan
	Cross-sectional
	Country: Spain

Context used (setting): Community (schools)
	Healthy population and some with chronic condition (n=713)
	Age mean (SD) – [range]: 11.7 (2.8) – [8-18]

Female n (%): 385 (54.0)
	EQ-5D-Y-3L self-reported 

Delivery mode: Online and paper and pencil
	Score: Descriptive system and EQ VAS

Recall period: Today

	Ryan, 2020

	English
	Cross-sectional
	Country: England

Context used (setting): Primary care, secondary care, and others (schools, organizations, university, hospital)
	Cerebral palsy (n=63)
	Age mean (SD) – [range]: 13.7 (2.5) – [10-19]

Female n (%): 26 (41.3)
	EQ-5D-Y-3L self-reported 

Delivery mode: Unclear
	Score: Descriptive system and utility score

Recall period: Today

	Scalone, 2011

	Italian
	Longitudinal prospective
	Country: Italy

Context used (setting): Secondary care and community (hospital and schools)
	Healthy population and severe ill conditions (n=440e)
	Median (SD) – [range]: Community: 11.8 (not reported); Severe ill: 9.4 (not reported) – [8-15]

Female n (%): 223 (50.7)
	EQ-5D-Y-3L self-reported 

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Today

	Scott, 2017

	English and Afrikaans
	Longitudinal prospective
	Country: South Africa

Context used (setting): Secondary care and community (hospital, clinic, and schools)
	Healthy population and with physical disability, chronically ill and acutely ill (n= 224)
	Age mean (SD) – [range]: 10.5 (1.4) – [8-12]

Female n (%): Not reported
	EQ-5D-Y-3L self-reported

Delivery mode: Unclear
	Score: Descriptive system, EQ VAS, and utility score

Recall period: Not reported

	Scott, 2019

	English
	Cross-sectional
	Country: South Africa

Context used (setting): Secondary care (clinic)
	Juvenile idiopathic arthritis (n=64)
	Age mean (SD) – [range]: 11.8 (2.5) – [8-15]

Female n (%): 40 (62.5)
	EQ-5D-Y-3L self-reported 

Delivery mode: Paper and pencil
	Score: Descriptive system, EQ VAS, and utility score

Recall period: Not reported

	Shiroiwa, 2019

	Japanese
	Longitudinal prospective
	Country: Japan

Context used (setting): Community (other)
	Healthy population (n=654)
	Age category, n (%) – [range]: 8 years, 85 (13.0); 9 years, 84 (12.8); 10 years, 83 (12.6); 11 years, 80 (12.2); 12 years, 78 (11.9); 13 years, 83 (12.7); 14 years, 83 (12.7); 15 years, 78 (11.9) – [8-18]

Female n (%): 327 (50.0)
	EQ-5D-Y-3L self and proxy-reporteda (proxy version 1 [assumed])

Delivery mode: Baseline: unclear; follow-up: paper and pencil
	Score: Descriptive system and EQ VAS 

Recall period: Not reported

	3 years old, 4 years old and, 5 years old

Verstraete, 2020c
	3 years old, 4 years old and, 5 years old

English
	3 years old, 4 years old and, 5 years old

Longitudinal prospective
	3 years old, 4 years old and, 5 years old

Country: South Africa

Context used (setting): Secondary care and community (hospital and schools)
	3 years old, 4 years old and, 5 years old

Healthy population, chronic ill and acute ill

3 years old
(n=105)

4 years old
(n=98)

5 years old 
(n=118)
	3 years old

Female n (%): 47 (45)

4 years old

Female n (%): 54 (55)

5 years old

Female n (%): 50 (42)
	3 years old, 4 years old and, 5 years old

EQ-5D-Y-3L proxy-reported (proxy version 1)

Delivery mode: Baseline: unclear; follow-up: telephonef
	3 years old, 4 years old and, 5 years old

Score: Descriptive system, EQ VAS, and utility score

Recall period: Not reported

	Verstraete, 2024
	English
	Cross-sectional
	Country: South Africa

Context used (setting): Secondary care (hospitals)
	Children dependent on technology for breathing (n=77)
	Age category, median (IQR) – [range]: 5-7 years old, 6.4 (5.9 to 6.7); 8-12 years old, 9.4 (8.7 to 11.7); 13-18 years old, 16.1 (14 to 18.3) – [5-18]

Female n (%): 33 (42.8) 
	EQ-5D-Y-3L proxy-reported (proxy version 1)

Delivery mode: Paper and pencil
	Score: Descriptive system and EQ VAS

Recall period: Today

	Wille, 2010

	German; Italian; Spanish and Swedish
	Cross-sectional
	Country: German, Italy, Spain, and Sweden

Context used (setting): Unclear (unclear)
	Healthy population and chronic ill population (n=103)
	Age mean (SD) – [range]: German: 11.5 (2.4); Italy: 11.6 (2.3); Spain: 12.5 (3.0); Sweden: 11.4 (1.7) – [8-18]

Female n (%): 46 (44.7)
	EQ-5D-Y-3L self-reported

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Today

	EQ-5D-Y-5L

	Åström, 2020
	Swedish
	Cross-sectional
	Country: Sweden

Context used (setting): Tertiary care (emergency care)
	Psychiatric conditions (n=52)
	Age mean (SD) – [range]: 15 (1.4) – [13-17]

Female n (%): 43 (83)
	EQ-5D-Y-5L self-reported 

Delivery mode: Paper and pencil
	Score: Descriptive system and EQ VAS

Recall period: Today

	Downs, 2024
	English
	Longitudinal prospective
	Country: Australia

Context used (setting): Tertiary care (database)
	Autism spectrum disorder, cerebral palsy and down syndrome (n=234)
	Median (IQR) – [range]: 11.0 (4 to 18) – [4-18]

Female n (%): 91 (39)
	EQ-5D-Y-5L proxy-reported (proxy version 1 [assumed]

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Today

	Kreimeier, 2019 

	German; English; Spanish and Swedish
	Cross-sectional
	Country: Germany, United Kingdom, Spain, Sweden

Context used (setting): Community and secondary care (schools and hospital)
	Healthy population and with chronic/long-lasting illness (n=233 for phase 1 and n=120 for phase 2)
	Age category, n (%) – [range]: phase 1: 8-10 years, 107 (42.1); 11-15 years, 147 (57.9) / phase 2: 8-10 years, 57 (47.5); 11-15 years, 63 (52.5) – [8-15]

Female n (%): phase 1 – 140 (55.1) / phase 2 – 55 (45.8)
	EQ-5D-Y-5L self-reported

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Not reported

	EQ-5D-Y-3L and EQ-5D-Y-5L

	Fitriana, 2021

	English and Bahasa
	Longitudinal prospective
	Country: Indonesia

Context used (setting): Secondary care (hospital)
	Major beta thalassemia, acutely ill lymphoblastic, leukaemia, and haemophilia (n=286)
	Age mean (SD) – [range]: 11.2 (2.4) – [8-16]

Female n (%): 109 (38.1)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Paper and pencil
	Score: Descriptive system

Recall period: Today

	Fitriana, 2022
	Bahasa
	Longitudinal prospective
	Country: Indonesia

Context used (setting): Secondary care (hospital)
	Major beta thalassemia, acutely ill lymphoblastic, leukaemia, and haemophilia (n: 286b,d)
	Age mean (SD) – [range]: 11.2 (2.4) – [8-16]

Female n (%): 109 (38.1)
	EQ-5D-Y-3L and EQ-5D-Y-5L proxy-reported (proxy version 1)

Delivery mode: Paper and pencil

	Score: Descriptive system

Recall period: Today

	Jones, 2023
	English
	Cross-sectional
	Country: Australia

Context used (setting): Community, secondary care, and tertiary care (schools, hospitals and other)
	Healthy population and special healthcare needs (n=5945)
	Age mean (SD) – [range]: 10.9 (3.9) – [5-18]

Female n (%): 2737 (46.0)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reportedg

Delivery mode: Online
	Score: Descriptive system

Recall period: Not reported

	Lin, 2022
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (hospital)
	Juvenile idiopathic scoliosis or adolescent idiopathic scoliosis (n=129b)
	Age mean (SD) – [range]: 13.8 (1.4) – [10-18]

Female n (%): 118 (91)
	EQ-5D-Y-3L and EQ-5D-Y-5L proxy-reported (proxy version 1)

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Not reported

	Ngwira, 2023
	Chichewa
	Cross-sectional
	Country: Malawi

Context used (setting): Community and secondary care (schools and hospitals)
	Healthy population, acute and chronic disease (n=289)
	Age categorical, n (%) – [range]: 8-12 years, 98 (34); 13-17 years, 191 (66) – [8-17]

Female n (%): 153 (56)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Unclear
	Score: Descriptive system and utility score

Recall period: Not reported

	Pei, 2021
	Chinese
	Cross-sectional
	Country: China

Context used (setting): Community (schools)
	Healthy population, overweight, shortsightedness (n= 262)

	Age mean (SD) – [range]: 12.7 (3.1) – [8-17]

Female n (%): 153 (58.4)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Unclear

	Score: Descriptive system and EQ VAS

Recall period: Not reported

	Pérez-Souza, 2021
	Spanish
	Longitudinal prospective
	Country: Spain

Context used (setting): Community (schools)
	Healthy population (n=714)
	Age mean (SD) – [range]: 10.7 (2.1) – [8-17]

Female n (%): 354 (49.6)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Paper and pencil
	Score: Descriptive system and EQ VAS

Recall period: Not reported

	Van Heusden, 2024
	English
	Longitudinal prospective
	Country: Australia

Context used (setting): Community and tertiary care (other and hospitals)
	Healthy population and special healthcare needs (n=842)
	Age category, n (%) – [range]: 2 years old, 263 (31); 3 years old, 247 (29); 4 years old, 332 (39) – [2-4]

Female n (%): 386 (46)
	EQ-5D-Y-3L and EQ-5D-Y-5L proxy-reported (proxy version 1 [assumed])

Delivery mode: Unclear
	Score: Descriptive system and utility score

Recall period: Not reported

	Verstraete, 2022
	English
	Longitudinal prospective
	Country: South Africa

Context used (setting): Tertiary care (hospital)
	Traumatic orthopedic and congenital or acquired lower limb orthopedic conditions (n=83)
	Age mean (SD) – [range]: 11.5 (1.9) – [8-15]

Female n (%): 44 (53)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Today

	Verstraete, 2022 (b)

	English
	Cross-sectional
	Country: South Africa

Context used (setting): Community, secondary care, and tertiary care (hospital and schools)
	Healthy population, chronic and acute health conditions (n=550d)

	Age mean (SD) – [range]: 11.3 (1.6) – [8-15]

Female n (%): 276 (50)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Unclear

	Score: Descriptive system and EQ VAS

Recall period: Today

	Verstraete, 2022 (c)
	English
	Longitudinal prospective
	Country: South Africa

Context used (setting): Community, secondary care, and tertiary care (hospital and schools)
	Healthy population, chronic and acute health conditions (n= 550d)
	Age mean (SD) – [range]: 11.3 (1.6) – [8-15]

Female n (%): 276 (50)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Unclear
	Score: Descriptive system and EQ VAS

Recall period: Not reported

	Verstraete, 2022 (d)
	English
	Cross-sectional
	Country: South Africa

Context used (setting): Community (schools)
	Cerebral palsy (n=51)
	Median (IQR) – [range]: 11.8 (9.9 to 13.3) – [8-15]

Female n (%): 25 (45)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Unclear

	Score: Descriptive system and EQ VAS

Recall period: Today

	Wong, 2019 (a)
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (clinic)
	Adolescent idiopathic scoliosis and juvenile idiopathic scoliosis (n=129d)
	Age mean (SD) – [range]: 14 (1.9) – [8-17]

Female n (%): 104 (80.6)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Baseline: unclear; follow-up: online
	Score: Descriptive system and utility score

Recall period: Today

	Wong, 2019 (b)
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (clinic)
	Adolescent idiopathic scoliosis and juvenile idiopathic scoliosis (n=129d)
	Age mean (SD) – [range]: 14 (1.9) – [8-17]

Female n (%): 104 (80.6)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Baseline: interviewer-administered face-to-face; follow-up: interviewer-administered via telephone)

	Score: Descriptive system

Recall period: Not reported

	Xu, 2022
	Chinese
	Longitudinal prospective
	Country: China 

Context used (setting): Tertiary care (other)
	Osteogenesis imperfecta (n=157)
	Age category, n (%) – [range]: 8-10 years old, 45 (29); 11-14 years old, 60 (39); 15-18 years old, 52 (32) – [8-18]

Female n (%): 65 (41)
	EQ-5D-Y-3L and EQ-5D-Y-5L self-reported

Delivery mode: Online
	Score: Descriptive system and EQ VAS

Recall period: Today

	Zhou, 2021
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (hospital)
	Acute lymphoblastic leukaemia, non-Hodgkin’s lymphom, acute myeloid leukaemia, rhabdomyosarcoma, osteosarcoma (n=96d)
	Age mean (SD) – [range]: 10.5 (2.2) – [8-17]

Female n (%): 34 (35.4)
	EQ-5D-Y-3L and EQ-5D-Y-5L self- and proxy-reported (proxy-version 1)

Delivery mode: Paper and pencil (assumed)
	Score: Descriptive system and EQ VAS

Recall period: Today

	Zhou, 2024
	Chinese
	Longitudinal prospective
	Country: China

Context used (setting): Tertiary care (hospital)
	Acute lymphoblastic leukaemia, non-Hodgkin’s lymphom, acute myeloid leukaemia, rhabdomyosarcoma, osteosarcoma (n=96d)
	Age mean (SD) – [range]: 10.5 (2.2) – [8-17]

Female n (%): 34 (35.4)
	EQ-5D-Y-3L and EQ-5D-Y-5L self- and proxy-reported (proxy-version 1)

Delivery mode: Paper and pencil (assumed)
	Score: Descriptive system, EQ VAS and utility score

Recall period: Not reported

	n: sample size; SD: standard deviation; EQ VAS: visual analogue scale of the EQ-5D; IQR: interquartile range; PROM: patient-reported outcome measure.
a: Proxy-reported version was used in part of child or child unable to answers.
b: We considered number of parents in the sample size.
c: We considered to separate an article into two or more studies when the authors presented the measurement properties for each country, condition, or subsamples.
d: Studies that used the same sample in different articles (Cheung, 2016 and Cheung, 2017; Fitriana, 2021 and Fitriana, 2022; Verstraete, 2022 (b) and Verstraete, 2022 (c); Wong, 2019 and Wong (a), 2019 (b); Zhou, 2021 and Zhou 2024).
e: This sample was also included in the multinational study of the EQ-5D-Y-3L (Burstrom, 2014 and Ravens-Sieberer, 2010 [Sweden]; Scalone, 2011 and Ravens-Sieberer, 2010[Italy]).
f: Studies that used the interviewer-administered version, but the authors did not provide the delivery mode of the instruments (i.e., paper and pencil, computer).
g: We assumed as self-report because it was most of the respondents and the authors did not separate the analysis by report type. 





SI 7 –Measurement properties assessed for each individual study by descriptive system, EQ VAS, and utility score 

	

	Author, year of publication
	EQ-5D version
	Content validity
	Structural
validity
	Internal consistency
	Cross-cultural validity/
measurement invariance
	Reliability
	Measurement
error
	Criterion validity
	Hypothesis testing
	Responsiveness
	Interpretability
	Feasibility

	Descriptive system

	Bouwmans, 2014
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Stolk, 2000
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	✓

	[bookmark: _Hlk136882708]Shafie, 2021
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	[bookmark: _Hlk112627501]Willems, 2009b
	EQ-5D-3L
	
	
	
	
	✓
	
	
	✓
	
	
	✓

	Cheung, 2016
	EQ-5D-5L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	

	Xu, 2023b
	EQ-5D-5L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Amien, 2022
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Amien, 2023
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	
	

	Bergfors, 2015
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk112693011]Burström, 2011
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Burstrom, 2014b
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Canaway, 2013
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Chen, 2015
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Eidt-Koch, 2009
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Fitriana, 2021c
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	✓
	✓
	✓

	Fitriana, 2022c
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	✓
	✓
	✓

	Jones, 2023c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Gusi, 2014b
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	

	He, 2023
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Hsu, 2018
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	✓
	✓
	
	✓
	

	Hsu, 2023
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	✓
	
	✓

	[bookmark: _Hlk112697164]Kim, 2017
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Kim, 2018
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Lin, 2022
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	[bookmark: _Hlk112698002]Mayoral, 2019
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Mayoral, 2022
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Ngwira, 2023c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Pan, 2020
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Pei, 2021c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Pérez-Sousac
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Perry, 2024
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk112703662]Ravens-Sieberer, 2010b
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Ravens-Sieberer, 2010b
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Robles, 2015
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk112706523]Ryan, 2020
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Scalone, 2011
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Scott, 2017
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Scott, 2019
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Shiroiwa, 2019
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Van Heusden, 2024c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	
	
	✓
	✓

	Verstraete, 2020b
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	✓
	

	Verstraete, 2022c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2022 (b)c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk156059789]Verstraete, 2022 (c)c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk156060790]Verstraete, 2022 (d)c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2024
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Wille, 2010
	EQ-5D-Y-3L
	✓
	
	
	
	
	
	
	
	
	✓
	

	Wong, 2019 (a)c
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	
	
	✓
	

	Wong, 2019 (b)c
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	

	Xu, 2022b,c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	✓
	

	Zhou, 2021b
	EQ-5D-Y-3L
	
	
	
	
	✓
	✓
	
	
	
	✓
	

	Zhou, 2024b,c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Åström, 2020
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Downs, 2024
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	✓
	
	✓
	✓

	Fitriana, 2021c
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	✓
	✓
	✓
	✓

	Fitriana, 2022c
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	✓
	✓
	✓
	✓

	Jones, 2023c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	
	

	Kreimeier, 2019
	EQ-5D-Y-5L
	✓
	
	
	
	
	
	
	
	
	
	

	Lin, 2022c
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Ngwira, 2023c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	
	

	Pei, 2021c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Pérez-Sousac
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	✓

	Van Heusden, 2024c
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	
	
	✓
	✓

	Verstraete, 2022c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2022 (b)c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2022 (c)c
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk156061016]Verstraete, 2022 (d)c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Wong, 2019 (a)c
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	
	
	✓
	

	Wong, 2019 (b)c
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	✓
	
	✓
	

	Xu, 2022b,c
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	✓
	
	✓
	

	Zhou, 2021b
	EQ-5D-Y-5L
	
	
	
	
	✓
	✓
	
	
	
	✓
	

	Zhou, 2024b,c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	[bookmark: _Hlk112954097]EQ VAS

	Brussoni, 2013
	EQ-5D-3L
	
	
	
	
	
	
	
	
	✓
	
	

	Klaassen, 2010
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	✓
	
	

	Matza, 2005b
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Shafie, 2021
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Stolk, 2000
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Willems, 2009b
	EQ-5D-3L
	
	
	
	
	✓
	
	
	✓
	
	
	✓

	Xu, 2023b
	EQ-5D-5L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Amien, 2023
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	
	

	Bergfors, 2015
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Burström, 2011
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Burstrom, 2014b
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Eidt-Koch, 2009
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Gusi, 2014b
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	
	

	He, 2023
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	✓

	Hsu, 2018
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	✓
	✓
	
	
	

	Hsu, 2023
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	✓
	
	

	Kim, 2017
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Kim, 2018
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	✓

	Lin, 2022c
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	
	
	
	

	Mayoral, 2019
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	✓
	

	Mayoral, 2022
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	✓
	✓

	Pei, 2021c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Perry, 2024
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Ravens-Sieberer, 2010b
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	✓

	Ravens-Sieberer, 2010b
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	
	✓

	Robles, 2015
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	✓

	Scalone, 2011
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	✓
	✓

	Scott, 2017
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	
	

	[bookmark: _Hlk112773944]Scott, 2019
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Shiroiwa, 2019
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	
	
	
	

	Verstraete, 2020b
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	
	

	Verstraete, 2022c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Verstraete, 2022 (b)c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2022 (c)c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	
	
	✓
	✓

	Verstraete, 2022 (d)c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	
	
	✓
	✓

	Verstraete, 2024
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Åström, 2020
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	
	✓

	Downs, 2024
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	✓
	
	✓
	✓

	Pei, 2021c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2022c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	
	

	Verstraete, 2022 (b)c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Verstraete, 2022 (c)c
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	✓
	
	✓
	✓

	Verstraete, 2022 (d)c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	
	✓
	✓

	Zhou, 2021b
	EQ-5D-Y-5L
	
	
	
	
	✓
	
	
	
	
	
	

	Zhou, 2024b,c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	✓
	✓
	
	

	Utility score

	Bouwmans, 2014
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Brussoni, 2013
	EQ-5D-3L
	
	
	
	
	
	
	
	
	✓
	
	

	Byford, 2013
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	✓
	
	✓

	Dickerson, 2017a
	EQ-5D-3L
	
	
	
	
	
	
	
	
	✓
	
	

	Matza, 2005b
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Stolk, 2000
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Shafie, 2021
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Vitale, 2001
	EQ-5D-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Willems, 2009b
	EQ-5D-3L
	
	
	
	
	✓
	
	
	✓
	
	
	

	Cheung, 2016
	EQ-5D-5L
	
	
	
	
	✓
	
	
	✓
	
	✓
	

	Cheung, 2017
	EQ-5D-5L
	
	
	
	
	
	
	
	
	✓
	✓
	

	Dams, 2020
	EQ-5D-5L
	
	
	
	
	✓
	
	
	✓
	✓
	
	

	Xu, 2023b
	EQ-5D-5L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Chen, 2015
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	He, 2023
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Lin, 2022c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	
	
	
	

	Mayoral, 2019
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	✓
	

	Mayoral, 2022
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	✓
	✓

	Mihalopoulos, 2023
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	✓
	

	Ngwira, 2023c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	O’Loughlin, 2023
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	
	

	Perry, 2024
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Scott, 2017
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	
	

	Scott, 2019
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	
	
	

	Van Heusden, 2024c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	✓
	
	

	Verstraete, 2020b
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	✓
	
	
	

	Wong, 2019 (a)c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	
	✓
	
	

	Xu, 2022b,c
	EQ-5D-Y-3L
	
	
	
	
	✓
	
	
	
	
	✓
	

	Zhou, 2024b,c
	EQ-5D-Y-3L
	
	
	
	
	
	
	
	✓
	✓
	
	

	Ngwira, 2023c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	
	✓
	
	

	Wong, 2019 (a)c
	EQ-5D-Y-5L
	
	
	
	
	
	
	
	
	✓
	
	

	Empty cells represented measurement properties not assessed. EQ VAS: visual analogue scale of the EQ-5D. 
a: Score used was assumed as utility score (Dickerson, 2017).
b: We considered to combine two or more studies into one article when the authors presented the same measurement properties for each country, condition study design, or subsamples.
c: Studies that tested two versions of the EQ-5D simultaneously. 






SI 8 – Risk of bias assessment on studies development of the EQ-5D-Y-3L and EQ-5D-Y-5L

	PROM
	Reference
	PROM design
	Cognitive interview (CI) study
	Total PROM development

	
	 
	General design requirements
	Concept elicitation
	Total PROM design
	General design requirements
	Comprehen-sibility
	Comprehen-siveness
	Total CI study
	

	
	 
	Clear construct
	Clear origin of construct
	Clear target population for which the PROM was developed
	Clear context of use
	PROM developed in sample representing the target population
	
	
	CI study performed in sample representing the target population
	
	
	
	

	EQ-5D-Y-3L
	Wille, 2010
	V
	V
	V
	V
	V
	D
	D
	V
	D
	D
	D
	D

	EQ-5D-Y-5L
	Kreimeier, 2019
	V
	V
	V
	V
	V
	D
	D
	V
	D
	D
	D
	D

	PROM: patient-reported outcome measure; CI: cognitive interview.
COSMIN risk of bias: V= very good; A = adequate; D = doubtful; I = inadequate; N= not applicable.
EQ-5D-3L and EQ-5D-5L were classified as indirect evidence from another systematic review on EQ-5D in adults (Chiarotto et al., 2018 – Journal of Clinical Epidemiology).





[bookmark: _Hlk109828591]SI 9 – Risk of bias assessment on content validity studies of the EQ-5D-Y-3L and EQ-5D-Y-5L

	PROM
	Content validity

	
	Asking patients
	Asking experts

	
	Relevance
	Comprehensiveness
	Comprehensibility
	Relevance
	Comprehensiveness

	EQ-5D-Y-3L
	
	D
	D
	
	

	EQ-5D-Y-5L
	
	D
	D
	
	

	PROM: patient-reported outcome measure.
COSMIN risk of bias: V= very good; A = adequate; D = doubtful; I = inadequate; N= not applicable.
EQ-5D-3L and EQ-5D-5L were classified as indirect evidence from another systematic review on EQ-5D in adults (Chiarotto et al., 2018 – Journal of Clinical Epidemiology).
Empty cells represent measurement properties not assessed.



SI 10 – Final rating of the risk of bias assessment of each study and EQ-5D version on measurement properties using the descriptive system
	Reference, year
	EQ-5D version
	Reliability
	Measurement error
	Criterion validity
	Construct validity
	Responsivenss

	
	
	 
	 
	 
	Convergent validity
	Known-groups validity
	Comparison with instruments
	Comparison before and after intervention

	Self-reported version (EQ-5D-3L)

	Willems, 2009
	EQ-5D-3L
	 
	 
	 
	Doubtful
	Doubtful
	
	

	Shafie, 2021
	EQ-5D-3L
	
	
	
	Doubtful
	Adequate
	
	

	Proxy-reported version (EQ-5D-3L)

	Bouwmans, 2014
	EQ-5D-3L
	
	
	
	Inadequate
	
	
	

	Stolk, 2000a
	EQ-5D-3L
	
	
	
	Doubtful
	
	
	

	Stolk, 2000a
	EQ-5D-3L
	
	
	
	Inadequate
	
	
	

	Self-reported version (EQ-5D-5L)

	Cheung, 2016
	EQ-5D-5L
	Inadequate
	Inadequate
	
	
	Inadequate
	
	

	Dams, 2020
	EQ-5D-5L
	 
	 
	 
	 
	Inadequate
	
	

	Welie, 2022
	EQ-5D-5L
	Inadequate
	
	
	
	Doubtful
	
	

	Proxy-reported version (EQ-5D-5L)

	Xu, 2023b
	EQ-5D-5L
	
	
	
	Adequate
	
	
	

	Self-reported version (EQ-5D-Y-3L)

	Amien, 2022
	EQ-5D-Y-3L
	
	
	
	Inadequate
	Doubtful
	
	

	Bergfors, 2015a
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Bergfors, 2015a
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Burström, 2011
	EQ-5D-Y-3L
	
	
	
	
	Inadequate
	
	

	Burström, 2014a
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Doubtful
	
	

	Burström, 2014a
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Canaway, 2013a
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Inadequate
	
	
	

	Canaway, 2013a
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Chen, 2015
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Edit-Koch, 2009a
	EQ-5D-Y-3L
	
	
	
	Adequate
	
	
	

	Edit-Koch, 2009a
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Fitriana, 2021ª,d
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Doubtful
	
	
	Inadequate

	Fitriana, 2021ª,d
	EQ-5D-Y-3L
	
	
	
	Adequate
	
	
	

	Fitriana, 2021ª,d
	EQ-5D-Y-3L
	
	
	
	Adequate
	
	
	

	Gusi, 2014a,b
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Inadequate
	
	
	

	Gusi, 2014a,b
	EQ-5D-Y-3L
	
	
	
	Doubtful
	
	
	

	He, 2023a
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Inadequate
	
	

	He, 2023a
	EQ-5D-Y-3L
	
	
	
	Adequate
	
	
	

	Hsu, 2018
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	Inadequate
	Inadequate
	
	
	

	Hsu, 2023
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	Inadequate
	

	Kim, 2017
	EQ-5D-Y-3L
	
	
	
	
	Inadequate
	
	

	Kim, 2018
	EQ-5D-Y-3L
	
	
	
	
	Doubtful
	
	

	Mayoral, 2019
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Doubtful
	
	

	Mayoral, 2022
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Adequate
	
	

	Ngwira, 2023d
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Adequate
	
	

	Pan, 2020
	EQ-5D-Y-3L
	
	
	
	
	Doubtful
	
	

	Pei, 2021d
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Doubtful
	
	

	Perry, 2023a
	EQ-5D-Y-3L
	
	
	
	
	Inadequate
	
	

	Perry, 2023a
	EQ-5D-Y-3L
	
	
	
	
	Doubtful
	
	

	Pérez-Sousa, 2021ª,d
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Pérez-Sousa, 2021ª,d
	EQ-5D-Y-3L
	
	
	
	Doubtful
	
	
	

	Ravens-Sieberer, 2010 (longitudinal)a,c
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Doubtful
	Doubtful
	
	

	Ravens-Sieberer, 2010 (longitudinal)a,c
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Ravens-Sieberer, 2010 (cross-sectional)a,c
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Doubtful
	
	

	Ravens-Sieberer, 2010 (cross-sectional)a,c
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Robles, 2015
	EQ-5D-Y-3L
	
	
	
	
	Doubtful
	
	

	Ryan, 2020
	EQ-5D-Y-3L
	
	
	
	Inadequate
	Doubtful
	
	

	Scalone, 2011
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Doubtful
	Inadequate
	
	

	Scott, 2017
	EQ-5D-Y-3L
	Doubtful
	
	
	
	Doubtful
	
	

	Scott, 2019
	EQ-5D-Y-3L
	
	
	
	
	Inadequate
	
	

	Shiroiwa, 2019
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	
	Doubtful
	
	
	

	Verstraete, 2022 (a)d
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Verstraete, 2022 (b)d
	EQ-5D-Y-3L
	
	
	
	Doubtful
	Inadequate
	
	

	Verstraete, 2022 (c)d
	EQ-5D-Y-3L
	Doubtful
	
	
	Doubtful
	Inadequate
	
	

	Verstraete, 2022 (d)d
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	
	

	Xu, 2022d
	EQ-5D-Y-3L
	Doubtful
	
	
	Doubtful
	
	
	

	Wong, 2019 (a)d
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	
	
	
	
	

	Wong, 2019 (b)d
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	 
	 
	Inadequate
	
	

	Zhou, 2021b,d
	EQ-5D-Y-3L
	Adequate
	Adequate
	
	
	
	
	

	Zhou, 2024b,d
	EQ-5D-Y-3L
	
	
	
	
	Doubtful
	
	

	Proxy-reported version (EQ-5D-Y-3L)

	Amien, 2023
	EQ-5D-Y-3L
	Doubtful
	
	
	Inadequate
	Doubtful
	
	

	Gusi, 2014b
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Inadequate
	
	
	

	Fitriana, 2022ª,d
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	
	Doubtful
	
	
	Inadequate

	Fitriana, 2022ª,d
	EQ-5D-Y-3L
	
	
	
	Adequate
	
	
	

	Jones, 2023d
	EQ-5D-Y-3L
	
	
	
	Doubtful
	
	
	

	Lin, 2022d
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	
	
	Doubtful
	
	

	Verstraete, 2020
	EQ-5D-Y-3L
	Inadequate
	
	
	
	
	
	

	Van Heusden, 2024d
	EQ-5D-Y-3L
	Adequate
	
	
	
	
	
	

	Zhou, 2021b,d
	EQ-5D-Y-3L
	Adequate
	Adequate
	
	
	
	
	

	Zhou, 2024b,d
	EQ-5D-Y-3L
	
	
	
	
	Doubtful
	
	

	Self-reported version (EQ-5D-Y-5L)

	Åström, 2020
	EQ-5D-Y-5L
	
	
	
	Inadequate
	Doubtful
	
	

	Fitriana, 2021ª,d
	EQ-5D-Y-5L
	Doubtful
	Doubtful
	
	Doubtful
	
	
	Inadequate

	Fitriana, 2021ª,d
	EQ-5D-Y-5L
	
	
	
	Adequate
	
	
	

	Fitriana, 2021ª,d
	EQ-5D-Y-5L
	
	
	
	Adequate
	
	
	

	Ngwira, 2023d
	EQ-5D-Y-5L
	
	
	
	Doubtful
	Adequate
	
	

	Pei, 2021d
	EQ-5D-Y-5L
	
	
	
	Doubtful
	Doubtful
	
	

	Pérez-Sousa, 2021ª,d
	EQ-5D-Y-5L
	Doubtful
	Doubtful
	
	Inadequate
	
	
	

	Pérez-Sousa, 2021ª,d
	EQ-5D-Y-5L
	
	
	
	Doubtful
	
	
	

	Verstraete, 2022 (a)d
	EQ-5D-Y-5L
	
	
	
	Inadequate
	
	
	

	Verstraete, 2022 (b)d
	EQ-5D-Y-5L
	
	
	
	Doubtful
	Inadequate
	
	

	Verstraete, 2022 (c)d
	EQ-5D-Y-5L
	Doubtful
	
	
	Doubtful
	Inadequate
	
	

	Verstraete, 2022 (d)d
	EQ-5D-Y-5L
	
	
	
	Inadequate
	
	
	

	Xu, 2022d
	EQ-5D-Y-5L
	Doubtful
	
	
	Doubtful
	
	
	

	Wong, 2019 (a)d
	EQ-5D-Y-5L
	Inadequate
	Inadequate
	
	
	
	
	

	Wong, 2019 (b)d
	EQ-5D-Y-5L
	Inadequate
	Inadequate
	 
	 
	Inadequate
	
	

	Zhou, 202b,d
	EQ-5D-Y-5L
	Adequate
	Adequate
	
	
	
	
	

	Zhou, 2024b,d
	EQ-5D-Y-5L
	
	
	
	
	Doubtful
	
	

	Proxy-reported version (EQ-5D-Y-5L)

	Fitriana, 2022ª,d
	EQ-5D-Y-5L
	Doubtful
	Doubtful
	
	Doubtful
	
	
	Inadequate

	Fitriana, 2022ª,d
	EQ-5D-Y-5L
	
	
	
	Adequate
	
	
	

	Lin, 2022d
	EQ-5D-Y-5L
	Inadequate
	Inadequate
	
	
	Doubtful
	
	

	Jones, 2023d
	EQ-5D-Y-5L
	
	
	
	Doubtful
	
	
	

	Van Heusden, 2024d
	EQ-5D-Y-5L
	Adequate
	
	
	
	
	
	

	Zhou, 2021b,d
	EQ-5D-Y-5L
	Adequate
	Adequate
	
	
	
	
	

	Zhou, 2024b,d
	EQ-5D-Y-5L
	
	
	
	
	Doubtful
	
	

	COSMIN Risk of Bias: Very good; Adequate; Doubtful; Inadequate; Empty cells represent measurement properties not assessed.
a: We considered to assess the risk of bias two or more times when an EQ-5D version was compared with multiple instruments in the hypothesis testing for construct validity (convergent validity) and if these instruments were rated differently (i.e., Self-related General Health Item rated as ‘inadequate quality’ and KIDSSCREEN-10 as ‘adequate quality’).
b: Studies that used different subsamples (Gusi, 2014, Xu, 2023, Zhou, 2021 and Zhou, 2024): self-reported version for children and proxy-reported version for mothers/fathers or different health conditions).
c: Studies that used different study designs (Ravens-Sieberer, 2010: longitudinal prospective [Italy and Spain] and cross-sectional [Germany, South Africa, and Sweden]).
d: Studies that assessed two instruments simultaneously (Fitriana, 2021; Fitriana, 2022; Jones, 2023; Lin, 2022; Ngwira, 2023; Pei, 2021; Pérez-Sousa, 2021; Van Heusden, 2024; Verstraete, 2022 (a); Verstraete, 2022 (b); Verstraete, 2022 (c); Verstraete, 2022 (d); Xu, 2022; Wong, 2019 (a); Wong, 2019 (b) and Zhou, 2021: EQ-5D-Y-3L and EQ-5D-Y-5L).





[bookmark: _Hlk109902311]SI 11 – Final rating of the risk of bias assessment of each study and EQ-5D version on measurement properties using the EQ VAS
	Reference, year
	EQ-5D version
	Reliability
	Criterion validity
	Construct validity
	Responsiveness

	
	
	
	 
	Convergent validity
	Known-groups validity
	Comparison before and after intervention
	Comparison between subgroups

	Self-reported version (EQ-5D-3L)

	Brussoni, 2013
	EQ-5D-3L
	
	
	
	
	Inadequate
	

	Klaanssen, 2010a
	EQ-5D-3L
	
	
	Inadequate
	
	Inadequate
	

	Klaanssen, 2010a
	EQ-5D-3L
	
	
	Inadequate
	
	
	

	Klaanssen, 2010a
	EQ-5D-3L
	
	
	Inadequate
	
	
	

	Shafie, 2021
	EQ-5D-3L
	
	
	Doubtful
	Adequate
	
	

	Willems, 2009
	EQ-5D-3L
	Adequate
	 
	Doubtful
	 
	 
	

	Proxy-reported version (EQ-5D-3L)

	Matza, 2005 (UK)a,b
	EQ-5D-3L
	
	
	Inadequate
	
	
	

	Matza, 2005 (USA)a,b
	EQ-5D-3L
	
	
	Inadequate
	
	
	

	Matza, 2005 (USA)a,b
	EQ-5D-3L
	
	
	Inadequate
	
	
	

	Stolk, 2000
	EQ-5D-3L
	
	
	Inadequate
	
	
	

	Self-reported version (EQ-5D-5L)

	Dams, 2020a
	EQ-5D-5L
	Doubtful
	
	Inadequate
	Inadequate
	Inadequate
	

	Dams, 2020a
	EQ-5D-5L
	 
	 
	Inadequate
	 
	 
	

	Welie, 2022
	EQ-5D-5L
	Doubtful
	
	
	Doubtful
	
	

	Proxy-reported version (EQ-5D-5L)

	Xu, 2023
	EQ-5D-5L
	
	
	Adequate
	Inadequate
	
	

	Self-reported version (EQ-5D-Y-3L)

	Bergfors, 2015a
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Bergfors, 2015a
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Burström, 2011
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	

	Burström, 2014a
	EQ-5D-Y-3L
	
	
	Doubtful
	Doubtful
	
	

	Burström, 2014a
	EQ-5D-Y-3L
	
	
	Inadequate
	Doubtful
	
	

	Edit-Koch, 2009a
	EQ-5D-Y-3L
	
	
	Adequate
	
	
	

	Edit-Koch, 2009a
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Gusi, 2014a,c
	EQ-5D-Y-3L
	Doubtful
	
	Inadequate
	
	
	

	Gusi, 2014a,c
	EQ-5D-Y-3L
	
	
	Doubtful
	
	
	

	He, 2023ª
	EQ-5D-Y-3L
	
	
	Doubtful
	Inadequate
	
	

	He, 2023ª
	EQ-5D-Y-3L
	
	
	Doubtful
	
	
	

	Hsu, 2018
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	
	Inadequate
	
	

	Hsu, 2023
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Kim, 2017
	EQ-5D-Y-3L
	
	
	
	Inadequate
	
	

	Kim, 2018
	EQ-5D-Y-3L
	
	
	
	Doubtful
	
	

	Mayoral, 2019
	EQ-5D-Y-3L
	Doubtful
	
	Doubtful
	Doubtful
	Inadequate
	

	Mayoral, 2022
	EQ-5D-Y-3L
	Inadequate
	
	Doubtful
	Adequate
	
	Inadequate

	Perry, 2024
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Ravens-Sieberer, 2010a,b,d
	EQ-5D-Y-3L
	Doubtful
	
	Doubtful
	
	
	

	Ravens-Sieberer, 2010a,b,d
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Ravens-Sieberer, 2010a,b,d
	EQ-5D-Y-3L
	
	
	Doubtful
	
	
	

	Ravens-Sieberer, 2010a,b,d
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Robles, 2015
	EQ-5D-Y-3L
	
	
	
	Doubtful
	
	

	Scalone, 2011
	EQ-5D-Y-3L
	Doubtful
	
	
	Inadequate
	
	

	Scott, 2017a
	EQ-5D-Y-3L
	Doubtful
	
	Inadequate
	Doubtful
	Inadequate
	

	Scott, 2017a
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Scott, 2019
	EQ-5D-Y-3L
	
	
	Inadequate
	
	
	

	Shiroiwa, 2019
	EQ-5D-Y-3L
	Inadequate
	
	
	
	
	

	Verstraete, 2022 (c)e
	EQ-5D-Y-3L
	Doubtful
	
	
	
	
	

	Proxy-reported version (EQ-5D-Y-3L)

	Amien, 2023
	EQ-5D-Y-3L
	Doubtful
	
	
	Doubtful
	
	

	Gusi, 2014c
	EQ-5D-Y-3L
	Doubtful
	
	Inadequate
	
	
	

	Lin, 2022e
	EQ-5D-Y-3L
	Inadequate
	
	
	
	
	

	Verstraete, 2020
	EQ-5D-Y-3L
	Inadequate
	 
	Inadequate
	Adequate
	 
	

	Verstraete, 2024
	EQ-5D-Y-3L
	
	
	Doubtful
	Doubtful
	
	

	Self-reported version (EQ-5D-Y-5L)

	Åström, 2020
	EQ-5D-Y-5L
	 
	 
	Inadequate
	Doubtful
	 
	

	Pei, 2021
	EQ-5D-Y-5L
	
	
	Doubtful
	Doubtful
	
	

	Verstraete, 2022 (a)a
	EQ-5D-Y-5L
	
	
	Inadequate
	
	
	

	Verstraete, 2022 (a)a
	EQ-5D-Y-5L
	
	
	Inadequate
	
	
	

	Verstraete, 2022 (b)a
	EQ-5D-Y-5L
	
	
	Doubtful
	Inadequate
	
	

	Verstraete, 2022 (b)a
	EQ-5D-Y-5L
	
	
	Inadequate
	
	
	

	Verstraete, 2022 (c)e
	EQ-5D-Y-5L
	Doubtful
	
	
	
	
	

	Verstraete, 2022 (d)
	EQ-5D-Y-5L
	
	
	Inadequate
	
	
	

	Zhou, 2021
	EQ-5D-Y-5L
	Adequate
	
	
	
	
	

	Zhou, 2024c
	EQ-5D-Y-5L
	
	
	
	Adequate
	
	

	Proxy-reported version (EQ-5D-Y-5L)

	Downs, 2024
	EQ-5D-Y-5L
	Adequate
	
	Inadequate
	
	
	

	Lin, 2022e
	EQ-5D-Y-5L
	Inadequate
	
	
	
	
	

	Zhou, 2024c
	EQ-5D-Y-5L
	
	
	
	Adequate
	
	

	EQ VAS: visual analogue scale of the EQ-5D; USA: United States; UK: United Kingdom.
COSMIN Risk of Bias: Very good; Adequate; Doubtful; Inadequate; Empty cells represent measurement properties not assessed.
a: We considered to assess the risk of bias two or more times when an EQ-5D version was compared with multiple instruments in the hypothesis testing for construct validity (convergent validity) and if these instruments were rated differently (i.e., Self-related General Health rated as ‘inadequate quality’ and KIDSSCREEN-10 as ‘adequate quality’).
b: Studies conducted in two or more countries (Matza, 2005: United States and United Kingdom; Ravens-Sieberer, 2010: Italy and Spain; Ravens-Sieberer, 2010: Sweden, South Africa and Germany).
c: Studies that used different subsamples (Gusi, 2014 and Zhou, 2024: self-reported version for children and proxy-reported version for mothers/fathers).
d: Studies that used different study designs (Ravens-Sieberer, 2010: longitudinal prospective [Italy and Spain] and cross-sectional [Germany, South Africa, and Sweden]).
e: Studies that assessed two instruments simultaneously (Lin, 2022; Verstraete, 2022 (c): EQ-5D-Y-3L and EQ-5D-Y-5L).





[bookmark: _Hlk110174646]SI 12 – Final rating of the risk of bias assessment of each study and EQ-5D version on measurement properties using the utility score
	Reference, year
	EQ-5D version
	Reliability
	Construct validity
	Responsiveness

	
	
	 
	Convergent validity
	Known-groups validity
	Comparison with other instruments
	Comparison between subgroups
	Comparison before and after intervention

	Self-reported version (EQ-5D-3L)

	Brussoni, 2013
	EQ-5D-3L
	
	
	
	
	
	Inadequate

	Byford, 2013a
	EQ-5D-3L
	
	Inadequate
	Doubtful
	
	
	Inadequate

	Byford, 2013a
	EQ-5D-3L
	
	Inadequate
	
	
	
	

	Byford, 2013a
	EQ-5D-3L
	
	Inadequate
	
	
	
	

	Bouwmans, 2014
	EQ-5D-3L
	
	Inadequate
	Doubtful
	
	
	

	Dickerson, 2017
	EQ-5D-3L
	
	
	
	Inadequate
	
	

	Vitale, 2001
	EQ-5D-3L
	
	Inadequate
	Inadequate
	
	
	

	Welie, 2022
	EQ-5D-3L
	Doubtful
	
	Doubtful
	
	
	

	Willems, 2009
	EQ-5D-3L
	Adequate
	Doubtful
	 
	 
	 
	 

	Proxy-reported version (EQ-5D-3L)

	Matza, 2005 (UK)a,b
	EQ-5D-3L
	
	Inadequate
	
	
	
	

	Matza, 2005 (USA)a,b
	EQ-5D-3L
	
	Inadequate
	
	
	
	

	Matza, 2005 (USA)a,b
	EQ-5D-3L
	
	Inadequate
	
	
	
	

	Stolk, 2000a
	EQ-5D-3L
	
	Doubtful
	
	
	
	

	Stolk, 2000a
	EQ-5D-3L
	
	Inadequate
	
	
	
	

	Self-reported version (EQ-5D-5L)

	Cheung, 2016
	EQ-5D-5L
	Inadequate
	Inadequate
	Inadequate
	
	
	

	Cheung, 2017
	EQ-5D-5L
	
	
	
	
	Inadequate
	Inadequate

	Dams, 2020a
	EQ-5D-5L
	Doubtful
	Inadequate
	Inadequate
	
	
	Inadequate

	Dams, 2020a
	EQ-5D-5L
	 
	Inadequate
	 
	 
	 
	 

	Proxy-reported version (EQ-5D-5L)

	Xu, 2023
	EQ-5D-5L
	
	Adequate
	Inadequate
	
	
	

	Self-reported version (EQ-5D-Y-3L)

	Chen, 2015
	EQ-5D-Y-3L
	
	
	Doubtful
	
	
	

	He, 2023a
	EQ-5D-Y-3L
	
	Doubtful
	Inadequate
	
	
	

	He, 2023a
	EQ-5D-Y-3L
	
	Adequate
	
	
	
	

	Mayoral, 2019
	EQ-5D-Y-3L
	Doubtful
	Doubtful
	Doubtful
	
	
	Inadequate

	Mayoral, 2022
	EQ-5D-Y-3L
	Inadequate
	Doubtful
	Adequate
	
	Inadequate
	

	Mihalopoulos, 2023ª
	EQ-5D-Y-3L
	
	Inadequate
	Inadequate
	
	
	

	Mihalopoulos, 2023ª
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Mihalopoulos, 2023ª
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Mihalopoulos, 2023ª
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Ngwira, 2023c
	EQ-5D-Y-3L
	
	Doubtful
	Adequate
	
	
	

	O'Loughlin, 2024ª
	EQ-5D-Y-3L
	Doubtful
	Adequate
	Adequate
	
	
	Doubtful

	O'Loughlin, 2024ª
	EQ-5D-Y-3L
	
	Adequate
	
	
	
	

	O'Loughlin, 2024ª
	EQ-5D-Y-3L
	
	Doubtful
	
	
	
	

	O'Loughlin, 2024ª
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Perry, 2024ª
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Perry, 2024ª
	EQ-5D-Y-3L
	
	Doubtful
	
	
	
	

	Ryan, 2020
	EQ-5D-Y-3L
	
	Inadequate
	Doubtful
	
	
	

	Scott, 2017a
	EQ-5D-Y-3L
	
	Inadequate
	Doubtful
	
	
	Inadequate

	Scott, 2017a
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Scott, 2019
	EQ-5D-Y-3L
	
	Inadequate
	
	
	
	

	Xu, 2022
	EQ-5D-Y-3L
	Adequate
	
	
	
	
	

	Wong, 2019 (a)c
	EQ-5D-Y-3L
	 
	 
	 
	 
	Inadequate
	Inadequate

	Zhou, 2024d
	EQ-5D-Y-3L
	
	
	Adequate
	
	
	Adequate

	Proxy-reported version (EQ-5D-Y-3L)

	Van Heusden, 2024
	EQ-5D-Y-3L
	Adequate
	
	Inadequate
	
	
	Inadequate

	Verstraete, 2020
	EQ-5D-Y-3L
	Inadequate
	Inadequate
	Adequate
	
	
	

	Zhou, 2024d
	EQ-5D-Y-3L
	
	
	Adequate
	
	
	Adequate

	Self-reported version (EQ-5D-Y-5L)

	Ngwira, 2023c
	EQ-5D-Y-5L
	
	Doubtful
	Adequate
	
	
	

	Wong, 2019 (a)c
	EQ-5D-Y-5L
	 
	 
	 
	 
	Inadequate
	Inadequate

	USA: United States; UK: United Kingdom.
COSMIN Risk of Bias: Very good; Adequate; Doubtful; Inadequate; Empty cells represent measurement properties not assessed.
a: We considered to assess the risk of bias two or more times when an EQ-5D version was compared with multiple instruments in the hypothesis testing for construct validity (convergent validity) and if these instruments were rated differently (i.e., Self-related General Health Item rated as ‘inadequate quality’ and KIDSSCREEN-10 as ‘adequate quality’).
b: Studies conducted in two countries (Matza, 2005: United States and United Kingdom).
c: Studies that assessed two instruments simultaneously (Ngwira, 2023; Wong, 2019 (a) and Wong, 2019 (b): EQ-5D-Y-3L and EQ-5D-Y-5L).
d: Studies that used different subsamples (Zhou, 2024: self-reported version for children and proxy-reported version for mothers/fathers).



SI 13 – Interpretability (ceiling and floor effects) data and checklist of the generic preference-based measures of each study and EQ-5D version
	
	Practicality
	
	Reliability
	Validity - Description (content validity)
	Validity - Description (construct validity)

	Author, year of publication
	Ceiling and floor effects – Health profile (i.e., 11111 or 33333)
	Ceiling and floor effects – Descriptive system (dimensions)
	Time takes to complete

Response rate

Completion rate
	Reliability – administration mode
	Does the instruments cover all dimensions of HRQoL?
	Do the items appear sensitive enough?
	Can the classification the instruments detect known or expected differences?

	EQ-5D-3L

	Bouwmans, 2014
	NR
	Ceiling (%):

Mobility: 96.2; Self-care: 67.2; Usual activities: 28.8; Pain/discomfort: 79.8; Anxiety/depression: 61.6

Floor (%):

Mobility: 0.1; Self-care: 0.9; Usual activities: 2.6; Pain/discomfort: 0.8; Anxiety/depression: 2.2
	Time to complete: NR

Response rate, n (%): 739 (94.9) at baseline

Completion rate: NR
	NR
	Yes
	Partial
	Yes (compared with general population: values were significantly lower to the ADHD)

	Brussoni, 2013
	NR
	NR
	Time to complete: NR

Response rate, n (%): 253 (73.3) at one month after baseline

Completion rate: NR
	Descriptive system: no more than four points beyond two standard deviations of the mean with the most variance exhibited between online and paper and pencil; EQ VAS: showed as few as two points beyond two standard deviations of the mean, the greatest variance was seen when comparing telephone with paper and pencil
	Yes
	Partial
	NR

	Byford, 2013
	NA
	NR
	Time to complete: NR

Response rate (%): 96 at baseline

Completion rate: NR
	NR
	Yes
	Partial
	Yes (gender female - anxiety/depression p<0.05; co-morbid disorders >3 - usual activities and utility score p<0.05; CGAS >40 - mobility p<0.05; MFQ >40 - mobility, pain/discomfort, and utility score p<0.05; CDRS >58 - utility score p<0.05; HoNOSCA >25 - mobility, usual activities, and utility score p<0.05)

	Dickerson, 2017
	NR
	NR 
	Time to complete: NR

Response rate, n (%): 392 (15.0) at baseline and 376 (95.9) at follow-up

Completion rate: NR
	NR
	Yes
	Partial
	NR

	Klaassen, 2010
	NR
	NR
	Time to complete: NR

Response rate (%): 96.1 at baseline

Completion rate: NR
	NR
	Yes
	Partial
	NR

	United Kingdom and United States

Matza, 2005
	United Kingdom and United States

NR
	United Kingdom

Ceiling n (%):

Mobility: 77 (92.8); Self-care 48 (57.8); Usual activities: 17 (20.5); Pain/discomfort: 63 (75.9); Anxiety/depression: 27 (32.5)

Floor n (%): 

Mobility: 0 (0); Self-care: 1 (1.2); Usual activities: 1 (1.2); Pain/discomfort: 1 (1.2); Anxiety/depression: 4 (4.8)

United States

Ceiling n (%): 

Mobility: 42 (97.7); Self-care: 32 (74.4); Usual activities: 10 (23.3); Pain/discomfort: 33 (76.7); Anxiety/depression: 18 (41.9)

Floor n (%):

Mobility: 0 (0); Self-care: 0 (0); Usual activities: 1 (2.3); Pain/discomfort: 0 (0); Anxiety/depression: 2 (4.7)
	United Kingdom

Time to complete: NR

Response rate (%): 83 (63.8) at baseline

Completion rate (%): 100 for the descriptive system and EQ VAS

United States

Time to complete: NR

Response rate, n (%): 43 (81.1) at baseline

Completion rate (%): 100 for the descriptive system and 97.7 for the EQ VAS
	United Kingdom and United States

NR
	United Kingdom and United States

Yes
	United Kingdom and United States

Partial
	United Kingdom and United States

NR

	Shafie, 2021
	NR
	Ceiling, n (%): 

Mobility: ceiling: 355 (96.5); Self-care: 347 (94.3); Usual activities: 341 (92.7); Pain/discomfort: 300 (81.7); Anxiety/depression: 325 (88.1)

Floor, n (%):

Mobility: 2 (0.5); Self-care: 7 (1.9); Usual activities: 6 (1.7); Pain/discomfort: 0 (0); Anxiety/depression: 3 (0.8)
	Time to complete: NR

Response rate, n (%): 51 (32) at baseline

Completion rate: NR
	NR
	Yes
	Partial
	Yes (Mobility for Iron chelation therapy and number of iron chelation therapy agents; self-care for age and number of iron chelation therapy agents; usual activities for presence of iron overload complications and number of iron chelation therapy agents; pain/discomfort for presence of iron overload complication; anxiety/depression for age, sex, presence of iron overload complications, iron chelation therapy [route of administration], number of iron chelation therapy agents; EQ-5D-3L index score for presence of iron overload complications, iron chelation therapy [route of administration] and, number of iron chelation therapy agents)

	Stolk, 2000
	NR
	NR
	Time to complete: NR

Response rate (%): NR

Completion rate: 99.9 for the descriptive system and EQ VAS
	NR
	Yes
	Partial
	NR

	Vitale, 2001
	NR
	NR
	Time to complete: NR

Response rate: NR

Completion rate (%): >98 for the descriptive system
	NR
	Yes
	Partial
	Yes (scoliosis with comorbidity related to idiopathic scoliosis and cerebral palsy p<0.05)

	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

Willems, 2009
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

NR
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

NR
	Asthma

Time to complete: NR

Response rate, n (%): 46 (65.1) at baseline and 47 (83.9) at follow-up

Completion rate (%): 99.7 for the descriptive system and 91.2 for the EQ VAS for all sample (n = 181)

Diabetes

Time to complete: NR

Response rate, n (%): 60 (48.4) at baseline and 57 (95) at follow-up

Completion rate (%): 100 for the descriptive system and 91.2 for the EQ VAS for all sample (n = 181)

Rheumatic disorders

Time to complete: NR

Response rate, n (%): 23 (29.5) at baseline and 22 (95.6) at follow-up

Completion rate (%): 99.7 for the descriptive system and 91.2 for the EQ VAS for all sample (n = 181)

Speech/language and/or hearing disorders

Time to complete: NR

Response rate, n (%): 43 (53.7) at baseline and 35 (81.4) at follow-up

Completion rate (%): 100 for the descriptive system and 91.2 for the EQ VAS for all sample (n = 181)
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

NR
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

Yes
	Asthma, diabetes, rheumatic disorders, speech/language and/or hearing disorders

Partial
	Asthma

Yes (children and adolescents with rheumatic disorder compared to other health conditions to mobility, usual activities, and pain/discomfort – visual bars)

Diabetes

Yes (children and adolescents with rheumatic disorder compared to other health conditions to mobility, usual activities, and pain/discomfort – visual bars)

Rheumatic disorders

Yes (children and adolescents with rheumatic disorder compared to other health conditions to mobility, usual activities, and pain/discomfort – visual bars)

Speech/language and/or hearing disorders

Yes (children and adolescents with rheumatic disorder compared to other health conditions to mobility, usual activities, and pain/discomfort – visual bars)

	EQ-5D-5L

	Cheung, 2016
	Ceiling by health profile and utility score (%): 66 and >70

Floor by health profile and utility score: NR
	Ceiling (%): 

Mobility: 93.4; Self-care: 96.0; Usual activities: 85.9; Pain/discomfort: 70.0; Anxiety/depression: 79.3

Floor (%):

Mobility: 0; Self-care: 0; Usual activities: 0; Pain/discomfort: 0; Anxiety/depression: 0
	Time to complete: NR

Response rate, n (%):106 (83.5) at follow-up

Completion rate: NR
	NR
	Yes
	Yes
	Yes (observation versus bracing or surgery p<0.001 and ES 0.66; observation versus bracing p<0.001 and ES 0.62; bracing versus surgery p=0.372 and ES 0.21; duration of bracing <1 year ≥1 year p=0.023 and ES -0.66; Cobb angle ≤40º and >40º p=0.402 and ES 0.19; modified Lenke classification thoracic curve, lumbar curve, and thoracic % lumbar curve p=0.271)

	Cheung, 2017
	Ceiling by utility score (%): 65.6 at baseline and 66.9 at follow-up

Floor by utility score (%): 0 at baseline and follow-up
	NR
	Time to complete: NR

Response rate, n (%):176 (77.5) at follow-up

Completion rate: NR
	NR
	Yes
	Yes
	NR

	Dams, 2020
	NR
	NR
	Time to complete: NR

Response rate: NR

Completion rate: NR
	NR
	Yes
	Yes
	Yes (compared with general population p<0.05; CAPS-CA total score 17-56 utility score p<0.05; CAPS-CA total score 57-73 utility score and EQ VAS score p<0.05; CAPS-CA total score 74-113 utility score p<0.05)

	Xu, 2023
	Duchenne muscular dystrophy 

Ceiling effects present (%): health profile [11111]: 2.5; EQ VAS: 4.7; utility score: 2.3

Spinal muscular atrophy

Ceiling effects present (%): health profile [11111]: 0.5; EQ VAS: 4.4; utility score: 0.6
	Duchenne muscular dystrophy

Ceiling %

Mobility: 13.4; Self-care 29.8; Usual activities: 10 Pain/discomfort: 3.9; Anxiety/depression: 3.7

Floor %

Mobility: 32.4; Self-care 17.3; Usual activities: 24; Pain/discomfort 24.7; Anxiety/depression: 25.8

Spinal muscular atrophy

Ceiling %

Mobility: 3.3; Self-care 10.4; Usual activities: 2.7 Pain/discomfort: 4.4; Anxiety/depression: 6.8

Floor %

Mobility: 74; Self-care 65.7; Usual activities: 54.1; Pain/discomfort 30.5; Anxiety/depression: 22.5
	Duchenne muscular dystrophy and spinal muscular atrophy

Time to complete: NR

Response rate: NR

Completion rate: NR
	Duchenne muscular dystrophy and spinal muscular atrophy

NR
	Yes
	Yes
	Duchenne muscular dystrophy

Yes (Utility score for frequent falls, muscle pain and stiffness, running and jumping, walking the toes, large calf muscles, levels of creatine kinase, depression/anxiety - p<0.001) /// Yes (EQ VAS for muscle pain and stiffness - p<0.001)

Spinal muscular atrophy

Yes (Utility score for breathing difficulties, floppy or weak arms and legs, twitching or shaking muscles, difficulty walking, bone and joint problems, difficulty sitting up, difficulty crawling, depression/anxiety - p<0.001) /// Yes (EQ VAS for breathing difficulties - p<0.001)

	Welie, 2022
	NR
	Healthy

Ceiling, n (%): 

Mobility: 190 (94.5); Self-care: 193 (96); Usual activities: 166 (82.6); Pain/discomfort: 153 (76.1); Anxiety/depression: 130 (64.5)

Floor, n (%):

Mobility: 1 (0.5); Self-care: 0 (0); Usual activities: 0 (0); Pain/discomfort: 1 (0.5); Anxiety/depression: 1 (0.5)

Bipolar disorder:

Ceiling, n (%):

Mobility: 96 (97); Self-care: 54 (54); Usual activities: 39 (39); Pain/discomfort: 51 (51.5); Anxiety/depression: 30 (30.3)

Floor, n (%):

Mobility: 0 (0); Self-care: 1 (1); Usual activities: 1 (1); Pain/discomfort: 1 (1); Anxiety/depression: 1 (1)

Schizophrenia

Ceiling, n (%):

Mobility: 91 (91); Self-care: 52 (52); Usual activities: 26 (26); Pain/discomfort: 43 (43; Anxiety/depression: 20 (20)

Floor, n (%)

Mobility: 0 (0); Self-care: 3 (3); Usual activities: 5 (5); Pain/discomfort: 3 (3); Anxiety/depression: 5 (5)

Depression 

Floor, n (%):

Mobility: 86 (89); Self-care: 60 (61.9); Usual activities: 34 (35); Pain/discomfort: 34 (35); Anxiety/depression: 6 (6.2)

Ceiling, n (%): 

Mobility: 0 (0); Self-care: 0 (0); Usual activities: 0 (0); Pain/discomfort: 0 (0); Anxiety/depression: 1 (1)
	Time to complete: NR

Response rate, n (%): 497 (98) at baseline

Completion rate (%): 99.8 for descriptive system
	NR
	Yes
	Yes
	Yes (EQ-5D-5L dimensions, self-care, usual care, pain/discomfort and anxiety/depression between healthy and those with major mental health disorders p<0.001) and (for those who had chronic illness history in the family than those who had no chronic illness history for all dimensions p<0.001)

	EQ-5D-Y-3L

	Amien, 2022
	Ceiling effects by health profile, n (%): self-reported 80 (39) and interviewer-administered 62 (30)
	Self-completed version

Ceiling, n (%):

Mobility (walking about): 151 (73); Looking after myself: 143 (69); Doing usual activities: 145 (70); Having pain or discomfort: 122 (59); Feeling worried, sad or unhappy: 135 (65)

Floor, n (%): 

Mobility (walking about): 12 (6); Looking after myself: 12 (6); Doing usual activities: 15 (7); Having pain or discomfort: 18 (9); Feeling worried, sad or unhappy: 10 (5)

Interviewer-administered version

Ceiling, n (%):

Mobility (walking about): 146 (71); Looking after myself: 150 (72); Doing usual activities: 141 (68); Having pain or discomfort: 133 (64); Feeling worried, sad or unhappy: 147 (71)

Floor, n (%)

Mobility (walking about): 18 (9); Looking after myself: 10 (5); Doing usual activities: 19 (9); Having pain or discomfort: 14 (7); Feeling worried, sad or unhappy: 11 (5)
	Time to complete: Self-completed version (median of 157 seconds) and interviewer-administered (median of 110 seconds)

Response rate, n (%): 471 (44)

Completion rate: 

Self-completed, n (%): Mobility (walking about) 193 (93); Looking after myself: 192 (93); Usual activities: 192 (93); Having pain or discomfort: 196 (95); Felling worried, sad or unhappy: 197 (95)

Interviewer-administered, n (%): Mobility (walking about) 100 (100); Looking after myself: 100 (100); Usual activities: 100 (100); Having pain or discomfort: 100 (100); Felling worried, sad or unhappy: 100 (100)
	NR
	Yes
	Partial
	Yes (EQ VAS and utility score in different subgroups of sample)

	Amien, 2023
	NR
	5-7 years old and 8-10 years old

NR
	5-7 years old

Time to complete: NR

Response rate, n (%): 177 (69.4) at baseline

Completion rate: NR

8-10 years old

Time to complete: NR

Response rate, n (%): 471 (44.8) at baseline

Completion rate: NR

	5-7 years old and 8-10 years old

NR
	5-7 years old and 8-10 years old

Yes
	5-7 years old and 8-10 years old

Partial
	5-7 years old and 8-10 years old

No (there were no difference between child age with 5-7 and 8-10 years old)

	Bergfors, 2015
	Ceiling by health profile, n (%): 44 (48.9)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 89 (98.9); Looking after myself: 89 (98.9); Doing usual activities: 70 (77.8); Having pain or discomfort: 60 (66.7); Feeling worried, sad or unhappy: 72 (80)

Floor, n (%): 

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 2 (2.2); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 0 (0)
	Time to complete: NR

Response rate, n (%): 94 (39.2) at baseline

Completion rate (%): 99.6 for the descriptive system and 98.9 for the EQ VAS
	NR
	Yes
	Partial
	NR

	Burström, 2011
	Ceiling by health profile, n (%): 274 (56.3)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 471 (96.1); Looking after myself: 458 (93.5); Doing usual activities: 472 (96.3); Having pain or discomfort: 331 (67.6); Feeling worried, sad or unhappy: 416 (84.9)

Floor, n (%):

Mobility (walking about): 1 (0.2); Looking after myself: 1 (0.2); Doing usual activities: 2 (0.4); Having pain or discomfort: 3 (0.6); Feeling worried, sad or unhappy: 5 (1)
	Time to complete: NR

Response rate (%): 63.7 at baseline

Completion rate (%): 100 for the descriptive system and EQ VAS
	NR
	Yes
	Partial
	Yes (asthma – EQ VAS p<0.05 / severe illness and/or handicap – mobility and having pain or discomfort p<0.05 / health care consultation – mobility and doing usual activities p<0.05 / overweight or obesity – feeling worried, sad or unhappy and EQ VAS p<0.05 / any of clinical characteristics – doing usual activities, feeling worried, sad or unhappy and EQ VAS p<0.05 / several clinical characteristics – feeling worried, sad or unhappy p<0.05 / Origin outside Nordic countries – mobility and having pain or discomfort p<0.05)

	Health population and functional disability

Burstrom, 2014
	Health population

Ceiling by health profile, n (%): 253 (63.4)

Floor by health profile, n (%): NR

Functional disability

Ceiling by health profile, n (%): 12 (17.1)

Floor by health profile, n (%): NR
	Health population

Ceiling, n (%):

Mobility (walking about): 388 (97.2); Looking after myself: 395 (99); Doing usual activities: 387 (97); Having pain or discomfort: 300 (75.1); Feeling worried, sad or unhappy: 324 (81.2)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 1 (0.2); Having pain or discomfort: 3 (0.8); Feeling worried, sad or unhappy: 2 (0.5)

Functional disability

Ceiling, n (%):

Mobility (walking about): 34 (48.5); Looking after myself: 56 (80); Doing usual activities: 41 (58.6); Having pain or discomfort: 27 (38.6); Feeling worried, sad or unhappy: 52 (74.3)

Floor, n (%):

Mobility (walking about): 6 (8.6); Looking after myself: 2 (2.9); Doing usual activities: 8 (11.4); Having pain or discomfort: 8 (11.4); Feeling worried, sad or unhappy: 4 (5.7)
	Health population

Time to complete: NR

Response rate (%): 70.9 at baseline

Completion rate (%): 98.94 for the descriptive system and EQ VAS

Functional disability

Time to complete: NR

Response rate (%): NR

Completion rate (%): 
98.83 for the descriptive system and EQ VAS
	Health population and functional disability

NR
	Health population and functional disability

Yes
	Health population and functional disability

Partial
	Health population

Yes (disability sample and general population – all EQ-5D-Y-3L dimensions and EQ VAS p<0.05)

Functional disability

Yes (disability sample and general population – all EQ-5D-Y-3L dimensions and EQ VAS score p<0.05)

	Canaway, 2013
	NR
	Ceiling, n (%):

Mobility (walking about): 139 (86.9); Looking after myself: 121 (75.6); Doing usual activities: 126 (78.8); Having pain or discomfort: 96 (60.0); Feeling worried, sad or unhappy: 113 (70.6)

Floor, n (%):

Mobility (walking about): 7 (4.4); Looking after myself: 12 (7.5); Doing usual activities: 11 (6.9); Having pain or discomfort: 14 (8.8); Feeling worried, sad or unhappy: 13 (8.1)
	Time to complete: mean (SD): 109.8 (32) seconds

Response rate: NR

Completion rate (%): 100 for descriptive system
	NR
	Yes
	Partial
	NR

	Chen, 2015
	Ceiling by health profile, n (%): 808 (40)

Floor by health profile: NR
	NR
	Time to complete: NR

Response rate, n (%): 2076 (43) at baseline

Completion rate: NR
	NR
	Yes
	Partial
	Yes (age ≤14 years old and ≥ 15 years old; Family Affluence Scale low [low ≤3, medium =4 or 5 and high ≥6]; general health [excellent, very good, good, fair or poor] and long-term disability, illness, or medical conditions p<0.05)

	Eidt-Koch, 2009
	Ceiling by health profile, n (%): 41 (44.6)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 81 (86.2); Looking after myself: 83 (88.3); Doing usual activities: 79 (84.0); Having pain or discomfort: 58 (61.7); Feeling worried, sad or unhappy: 61 (64.9)

Floor, n (%):

Mobility (walking about): 1 (1.1); Looking after myself: 1 (1.1); Doing usual activities: 1 (1.1); Having pain or discomfort: 2 (2.1); Feeling worried, sad or unhappy: 2 (2.1)
	Time to complete: NR

Response rate: NR

Completion rate, n (%): 92 (95.8)
	NR
	Yes
	Partial
	NR

	Children and parents [mothers and fathers]

Gusi, 2014
	Children and parents [mothers and fathers]

NR
	Mothers and Fathers

Mothers – Ceiling, n (%):

Mobility (walking about): 428 (96.8); Looking after myself: 421 (95.2); Doing usual activities: 418 (94.6); Having pain or discomfort: 358 (81.0); Feeling worried, sad or unhappy: 370 (83.7) 

Fathers – Ceiling, n (%):

Mobility (walking about): 260 (97.7); Looking after myself: 256 (96.2); Doing usual activities: 253 (95.1); Having pain or discomfort: 228 (85.7); Feeling worried, sad or unhappy: 231 (86.8)

Mothers – Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 3 (0.5); Having pain or discomfort: 1 (0.2); Feeling worried, sad or unhappy: 3 (0.5)

Fathers – Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 0 (0)

Children

Ceiling, n (%):

Mobility (walking about): 600 (96.8); Looking after myself: 599 (96.6); Doing usual activities: 575 (92.7); Having pain or discomfort: 552 (84.2); Feeling worried, sad or unhappy: 495 (79.8)

Floor, n (%):

Mobility (walking about): 4 (0.6); Looking after myself: 2 (0.3); Doing usual activities: 6 (1.0); Having pain or discomfort: 5 (0.8); Feeling worried, sad or unhappy: 7 (1.1)
	Mothers and Fathers

Time to complete: Unclear

Response rate n (%): 158 (25.5) at follow-up

Completion rate (%): 100 for the descriptive system

Children

Time to complete: NR

Response rate n (%): 114 (16.1) at follow-up

Completion rate (%): 100 for the descriptive system
	Children and parents [mothers and fathers]

NR
	Children and parents [mothers and fathers]

YeS
	Children and parents [mothers and fathers]

Partial
	Children and parents [mothers and fathers]

NR

	He, 2023
	NR
	Ceiling, n (%):

Mobility (walking about): 1097 (97.9); Looking after myself: 1074 (97.6); Doing usual activities: 747 (67.9); Having pain or discomfort: 911 (82.8); Feeling worried, sad or unhappy: 903 (82.1)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 1 (0.1); Doing usual activities: 152 (13.8); Having pain or discomfort: 1 (0.1); Feeling worried, sad or unhappy: 1 (0.1)
	Time to complete: Less than 5 minutes

Response rate: NR

Completion rate (%): 100 for descriptive system and EQ VAS
	NR
	Yes
	Partial
	Yes (EQ VAS and utility score distinguish children and adolescents with different levels of dyspepsia functional)

	Hsu, 2018
	Ceiling by health profile (%): 67.8

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 116 (95.9); Looking after myself: 118 (97.5); Doing usual activities: 112 (92.6); Having pain or discomfort: 102 (84.3); Feeling worried, sad or unhappy: 104 (85.9)

Floor, n (%):

Mobility (walking about): 4 (3.3); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 0 (0)
	Time to complete: NR

Response rate n (%): 53 (77.9) at follow-up

Completion rate: NR
	NR
	Yes
	Partial
	Yes (EQ VAS: age 13-15: -10.1 [-16.8 to -3.4]; age >15: -6.8 [-11.8 to -1.9]; gender boy: 5.1 [0.7 to 9.6]; mineral bone disorders: -20 [-30.0 to -9.9])

	Hsu, 2023
	NR
	NR
	Time to complete: NR

Response rate, n (%):83 (68.6) at follow-up

Completion rate: NR
	NR
	Yes
	Partial
	NR

	Kim, 2017
	Ceiling by health profile, n (%): 2003 (81.2)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 2409 (97.7); Looking after myself: 2408 (97.7); Doing usual activities: 2370 (96.1); Having pain or discomfort: 2224 (90.2); Felling worried, sad or unhappy: 2236 (90.7)

Floor, n (%): 

Mobility (walking about): 5 (0.2); Looking after myself: 7 (0.3); Doing usual activities: 5 (0.2); Having pain or discomfort: 9 (0.4); Felling worried, sad or unhappy: 8 (0.3)
	Time to complete: NR

Response rate, n (%): 2494 (91.3) at baseline

Completion rate (%): 96.6 for the descriptive system and 92.5 for the EQ VAS
	NR
	Yes
	Partial
	Yes (age – female older group ‘having pain or discomfort’, ‘feeling worried, sad or unhappy’ and EQ VAS p<0.05; age – male older – EQ VAS p<0.05; age [regardless gender] - ‘having pain or discomfort’ p<0.05; gender – ‘looking after myself’ and ‘doing usual activities’ p<0.05; education level of parents – middle school or less, high school and college or more 'looking after myself' and 'doing usual activities' p<0.05)

	Kim, 2018
	Ceiling by health profile (%): 82.0

Floor by health profile: NR
	Grade 1-3

Ceiling, n (%):

Mobility (walking about): 4916 (98.3); Looking after myself: 4828 (96.6); Doing usual activities: 4828 (96.6); Having pain or discomfort: 4596 (91.9); Felling worried, sad or unhappy: 4590 (91.8)

Floor, n (%):

Mobility (walking about): 5 (0.1); Looking after myself: 5 (0.1); Doing usual activities: 11 (0.2); Having pain or discomfort: 8 (0.2); Felling worried, sad or unhappy: 16 (0.3)

Grade 4-6

Ceiling, n (%):

Mobility (walking about): 3817 (97.4); Looking after myself: 3874 (98.9); Doing usual activities: 3806 (97.1); Having pain or discomfort: 3491 (89.1); Felling worried, sad or unhappy: 3533 (90.2)

Floor, n (%):

Mobility (walking about): 10 (0.3); Looking after myself: 4 (0.1); Doing usual activities: 6 (0.2); Having pain or discomfort: 10 (0.3); Felling worried, sad or unhappy: 11 (0.3)
	Time to complete: NR

Response rate n (%): 9117 (91.6) at baseline

Completion rate (%): 97.8 for the descriptive system and 86.2 for the EQ VAS
	NR
	Yes
	Partial
	Yes (wheezing or whistling in the chest – all dimensions and EQ VAS p<0.05; runny or blocked nose – all dimensions and EQ VAS p<0.05; itchy rash – all dimensions and EQ VAS p<0.05; number of allergic symptoms – all dimensions and EQ VAS p<0.05)

	Mayoral, 2019
	Ceiling by health profile (%): 50.7

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 133 (97.8); Looking after myself: 132 (97.1); Doing usual activities: 119 (87.5); Having pain or discomfort: 89 (65.4); Felling worried, sad or unhappy: 97 (71.3)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Usual activities: 0 (0); Having pain or discomfort: 2 (1.5); Felling worried, sad or unhappy: (2.9)
	Time to complete: NR

Response rate n (%): 136 (66.3) at baseline and 119 (87.5) at follow-up (fourth visit)

Completion rate: NR
	NR
	Yes
	Partial
	Yes (general health question – descriptive score [summary score] p<0.01 and ES 0.7 [CI 95% 0.39-1.09] and EQ VAS score p<0.01 and ES 1.0 [CI 95% 0.66-1.38]; Mental health [SDQ] – descriptive score [summary score] p<0.01 and ES 1.5 [CI 95% 1.01-1.98]; Family function [APGAR] - descriptive score [summary score] p=0.06 and ES 0.4 [CI 95% 0.01-0.71])

	Mayoral, 2022
	Ceiling by health profile, n (%): 60.3% (baseline)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 111 (94.9); Looking after myself: 114 (97.4); Doing usual activities: 84 (71.2); Having pain or discomfort: 98 (82.4); Feeling worried, sad or unhappy: 110 (92.4)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 1 (0.8); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 0 (0)
	Time to complete: NR

Response rate, n (%): 119 (63) at baseline and 62 (52) at follow-up

Completion rate (%): 99.2% for descriptive system
	NR
	Yes
	Partial
	Yes (EQ VAS in the asthma control, ES [95% CI]: 0.66 [0.19 to 1.13]; frequency of Short-Acting β-Agonists, ES [95% CI]: 0.68 [0.30 to 1.07]; second-hand smoke exposure, ES [95% CI]: 0.75 [0.21 to 1.30]) and (utility score in the frequency of Short-Acting β-Agonists, ES [95% CI]: -0.59 [-0.98 to -0.2])

	Mihalopoulos, 2023
	Ceiling effects by health profile, (%): (11.9)

Floor by health profile: NR
	NR
	Time to complete: NR 

Response rate: NR

Completion rate: NR
	NR
	Yes
	Partial
	Yes (the EQ-5D-Y-3L utility score differs according to the CGAS 31-50: 0.54 [called group 1], CGAS 51-70: 0.60 [called group 2), CGAS 71-100: 0.72 [called group 3]) /// Effect size 2-1: 0.23; 3-2: 0.51 and 3-1: 0.84

	O’Loughlin, 2023
	NR
	NR
	Time to complete: NR

Response rate, n (%): 729 (72) at baseline and 284 (28) at follow-up

Completion rate: NR
	NR
	Yes
	Partial
	Yes (utility score differs severity of the anxiety and depression using the RCADS-25]): RCADS-25 <70: 0.79; RCADS-25 >70: 0.59 [effect size: 1.03 p<0.001] /// Yes (utility score differs severity of ADHD using the SWAN: SWAN <0.74: 0.80; >0.74: 0.71 [effect size: 0.43 p<0.001 /// Yes (utility score differs severity of symptoms using the SDQ: SDQ <0.17: 0.84; >0.17: 0.72 [effect size: 0.61 p<0.001] /// Yes (utility score differs children and adolescents with SHN: No SHN: 0.73; Yes SHN: 0.60 [effect size: 0.51 p<0.001]

	Pan, 2020
	Ceiling by health profile, n (%): elementary school 1052 (61.5) and secondary school 982 (47.2)

Floor by health profile: NR
	Elementary school

Ceiling, n (%):

Mobility (walking about): 1657 (96.7); Looking after myself: 1640 (95.6); Doing usual activities: 1549 (90.3); Having pain or discomfort: 1326 (77.4); Felling worried, sad or unhappy: 1349 (78.8)

Floor, n (%):

Mobility (walking about): 16 (0.9); Looking after myself: 9 (0.5); Doing usual activities: 32 (1.9); Having pain or discomfort: 37 (2.2); Felling worried, sad or unhappy: 63 (3.7)

Secondary school

Ceiling, n (%):

Mobility (walking about): 2085 (98.9); Looking after myself: 2089 (99.1); Doing usual activities: 2046 (97.2); Having pain or discomfort: 1491 (71.3); Felling worried, sad or unhappy: 1171 (56.1)

Floor, n (%): 

Mobility (walking about): 2 (0.1); Looking after myself: 3 (0.1); Doing usual activities: 9 (0.4); Having pain or discomfort: 15 (0.7); Felling worried, sad or unhappy: 34 (1.6)
	Time to complete: NR

Response rate, n (%): 1728 (74.8) elementary students and 2114 (96.5) secondary students in time-point of cohort that used the EQ-5D-Y-3L

Completion rate (%):

Elementary School

Mobility (walking about): 99.2; Looking after myself: 99.3; Doing usual activities: 99.3; Having pain or discomfort: 99.2; Felling worried, sad or unhappy: 99.1 - total descriptive system: 100

Secondary school

Mobility (walking about): 99.7; Looking after myself: 99.7; Doing usual activities: 99.6; Having pain or discomfort: 98.9; Felling worried, sad or unhappy: 98.7 - total descriptive system: 100
	NR
	Yes
	Partial
	Yes (gender in secondary school - doing usual activities p=0.008; having pain or discomfort p=0.001; feeling worried, sad or unhappy p<0.001)

	Perry, 2024
	Ceiling effect by utilty score (%): 12.8

Floor effect by utility score (%): 0.5 
	NR
	Time to complete: NR 

Response rate: NR

Completion rate (%): 99.5 for descriptive system
	NR
	Yes
	Partial
	NR

	Germany, Italy, South Africa, Spain and, Sweden

Ravens-Sieberer, 2010
	Germany, Italy, South Africa, Spain and, Sweden

NR
	Germany

Ceiling, n (%):

Mobility (walking about): 695 (91.9); Looking after myself: 740 (97.9); Doing usual activities: 705 (93.3); Having pain or discomfort: 469 (62.0); Felling worried, sad or unhappy: 452 (59.8)

Floor, n (%): 

Mobility (walking about): 1 (0.1); Looking after myself: (0.3); Doing usual activities: 2 (0.3); Having pain or discomfort: 10 (1.3); Felling worried, sad or unhappy: 29 (3.8)

Italy

Ceiling, n (%):

Mobility (walking about): 388 (93.5); Looking after myself: 397 (95.7); Doing usual activities: 350 (84.3); Having pain or discomfort: 253 (61.0); Felling worried, sad or unhappy: 253)

Floor, n (%): 

Mobility (walking about): 1 (0.2); Looking after myself: 1 (0.2); Doing usual activities: 3 (0.7); Having pain or discomfort: 3 (0.7); Felling worried, sad or unhappy: 18 (4.3)

South Africa

Ceiling, n (%):

Mobility (walking about): 220 (85.3); Looking after myself: 245 (95.0); Doing usual activities: 213 (82.6); Having pain or discomfort: 133 (51.6); Felling worried, sad or unhappy: 155 (60.1)

Floor, n (%):

Mobility (walking about): 1 (0.4); Looking after myself: 1 (0.4); Doing usual activities: 2 (0.8); Having pain or discomfort: 2 (0.8); Felling worried, sad or unhappy: 10 (3.9)

Spain

Ceiling, n (%):

Mobility (walking about): 927 (95.3); Looking after myself: 959 (98.6); Doing usual activities: 912 (93.7); Having pain or discomfort: 778 (80.0); Felling worried, sad or unhappy: 748 (76.9)

Floor, n (%):

Mobility (walking about): 1 (0.1); Looking after myself: 3 (0.3); Doing usual activities: 6 (0.6); Having pain or discomfort: 10 (1.0); Felling worried, sad or unhappy: 11 (1.1)

Sweden

Ceiling, n (%):

Mobility (walking about): 392 (96.3); Looking after myself: 399 (98.0); Doing usual activities: 390 (95.8); Having pain or discomfort: 301 (74.0); Felling worried, sad or unhappy: 327 (80.3)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 1 (0.3); Having pain or discomfort: 3 (0.7); Felling worried, sad or unhappy: 2 (0.5)
	Germany

Time to complete: NR

Response rate: NR

Completion rate (%): Mobility (walking about): 99.6; Looking after myself: 99.7; Doing usual activities: 99.7; Having pain or discomfort: 99.3; Felling worried, sad or unhappy: 99.5 – total descriptive system: 97.9

Italy

Time to complete: NR

Response rate: NR

Completion rate (%): Mobility (walking about): 100; Looking after myself: 100; Doing usual activities: 100; Having pain or discomfort: 100; Felling worried, sad or unhappy: 100 – total descriptive system: 100

South Africa

Time to complete: NR

Response rate: NR

Completion rate (%): Mobility (walking about): 97.7; Looking after myself: 98.1; Doing usual activities: 98.1; Having pain or discomfort: 98.1; Felling worried, sad or unhappy: 98.1 – total descriptive system: 90.0

Spain

Time to complete: NR

Response rate: NR

Completion rate (%): Mobility (walking about): 100; Looking after myself: 100; Doing usual activities: 100; Having pain or discomfort: 100; Felling worried, sad or unhappy: 100 – total descriptive system: 100

Sweden

Time to complete: NR

Response rate: NR

Completion rate (%): Mobility (walking about): 99.0; Looking after myself: 99.0; Doing usual activities: 98.8; Having pain or discomfort: 98.3; Felling worried, sad or unhappy: 99.0 – total descriptive system: 94.1
	Germany, Italy, South Africa, Spain and, Sweden

NR
	Germany, Italy, South Africa, Spain and, Sweden

Yes
	Germany, Italy, South Africa, Spain and, Sweden

Partial
	Germany, Italy, South Africa, Spain and, Sweden

Yes (chronic conditions – all dimensions for all countries p<0.05)

	Robles, 2015
	Ceiling by health profile, n (%): online 473 (66.3) and paper and pencil 462 (65.0)

Floor by health profile: NR
	Online

Ceiling, n (%):

Mobility (walking about): 665 (93.3); Looking after myself: 691 (96.9); Doing usual activities: 666 (93.4); Having pain or discomfort: 569 (79.6); Felling worried, sad or unhappy: 574 (80.5) 

Floor, n (%):

Mobility (walking about): 3 (0.4); Looking after myself: 5 (0.7); Doing usual activities: 7 (1.0); Having pain or discomfort: 13 (1.8); Felling worried, sad or unhappy: 15 (2.1)

Paper and pencil

Ceiling, n (%):

Mobility (walking about): 663 (93.3); Looking after myself: 686 (96.5); Doing usual activities: 663 (93.4); Having pain or discomfort: 575 (80.9); Felling worried, sad or unhappy: 570 (80.2)

Floor, n (%):

Mobility (walking about): 3 (0.4); Looking after myself: 6 (0.8); Doing usual activities: 5 (0.7); Having pain or discomfort: 7 (1.0); Felling worried, sad or unhappy: 13 (1.8)
	Time to complete: mean of 1.25 minutes (online version)

Response rate n (%): 715 (77) at baseline

Completion rate (%):

Online

Mobility (walking about): 99.7; Looking after myself: 99.7; Doing usual activities: 99.7; Having pain or discomfort: 99.7; Felling worried, sad or unhappy: 99.7; EQ VAS: 98.8

Paper and pencil

Mobility (walking about): 99.5; Looking after myself: 99.5; Doing usual activities: 99.3; Having pain or discomfort: 99.5; Felling worried, sad or unhappy: 99.5; EQ VAS: 98.8
	Online vs Paper and pencil

Kappa (95% CI): Mobility (walking about): 0.75 (0.68 to 0.82); Looking after myself: 0.67 (0.60 to 0.73); Doing usual activities: 0.55 (0.48 to 0.61); Having pain or discomfort: 0.72 (0.65 to 0.79); Felling worried, sad or unhappy: 0.65 (0.58 to 0.72); ICC of the EQ VAS (95% CI): 0.84 (0.82 to 0.86)

Agreement (%)

Mobility (walking about): (97.0); Looking after myself: (98.2); Doing usual activities: (94.1); Having pain or discomfort: (91.3); Felling worried, sad or unhappy: (89.5); EQ VAS mean difference (SD): 0.07 (9.01)
	Yes
	Partial
	Yes (self-perceived health - mobility [walking about]: online p=0.03, paper and pencil p<0.001; doing usual activities: online and paper and pencil p<0.001; having pain or discomfort: online and paper and pencil p<0.001; feeling worried, sad or unhappy: online and paper and pencil p<0.001; strengths and difficulties questionnaire: mobility [walking about]: online and paper and pencil p<0.001; doing usual activities: online and paper and pencil p=0.009; having pain or discomfort: online and paper and pencil p<0.001; feeling worried, sad or unhappy: online and paper and pencil p<0.001)

	Ryan, 2020
	Ceiling by health profile n, (%): 20 (32.3)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 32 (50.8); Looking after myself: 42 (66.7); Doing usual activities: 42 (66.7); Having pain or discomfort: 35 (55.6); Felling worried, sad or unhappy: 53 (84.1)

Floor, n (%):

Mobility (walking about): 3 (4.8); Looking after myself: 3 (4.8); Usual activities: 3 (4.8); Having pain or discomfort: 4 (6.3); Felling worried, sad or unhappy: 0 (0)
	Time to complete: NR

Response rate, n (%): 63 (98.4) at baseline

Completion rate (%): 99.7 for the descriptive system
	NR
	Yes
	Partial
	Yes (GMFCS – mobility p=0.007; looking after myself p=0.036)

	Scalone, 2011
	NR
	Community

Ceiling, n (%):

Mobility (walking about): 388 (93.5); Looking after myself: 397 (95.7); Doing usual activities: 350 (84.3); Having pain or discomfort: 253 (61.0); Felling worried, sad or unhappy: 253 (61.0)

Floor, n (%):

Mobility (walking about): 1 (0.2); Looking after myself: 1 (0.2); Doing usual activities: 3 (0.7); Having pain or discomfort: 3 (0.7); Felling worried, sad or unhappy: 18 (4.3)

Severe ill

Ceiling, n (%):

Mobility (walking about): 23 (92.0); Looking after myself: 20 (80); Doing usual activities: 18 (72.0); Having pain or discomfort: 11 (44.0); Felling worried, sad or unhappy: 13 (52.0)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 2 (8.0); Felling worried, sad or unhappy: 2 (8.0)
	Time to complete: NR

Response rate n (%): 415 (90.8) at baseline (from community)

Completion rate (%): 100 for the descriptive system and EQ VAS
	NR
	Yes 
	Partial
	Yes (children and adolescents from community and severe ill conditions - feeling worried, sad or unhappy: OR: 3.15, 95% CI: 1.21 to 8.17, p=0.0156)

	Scott, 2017
	NR
	Healthy mainstream school children

Ceiling (%): 

Mobility (walking about): 84.8; Looking after myself: 86.7; Doing usual activities: 78.1; Having pain or discomfort: 75.2; Felling worried, sad or unhappy: 83.8

Floor (%):

Mobility (walking about): 1.0; Looking after myself: 0; Doing usual activities: 1.0; Having pain or discomfort: 3.8; Felling worried, sad or unhappy: 4.8

Children with a chronic physical disability

Ceiling (%):

Mobility (walking about): 28.6; Looking after myself: 51.4; Doing usual activities: 62.9; Having pain or discomfort: 69.0; Felling worried, sad or unhappy: 60.0

Floor (%):

Mobility (walking about): 37.1; Looking after myself: 14.3; Doing usual activities: 2.9; Having pain or discomfort: 5.7; Felling worried, sad or unhappy: 8.6

Chronically ill children

Ceiling (%):

Mobility (walking about): 53.1; Looking after myself: 65.6; Doing usual activities: 62.5; Having pain or discomfort: 53.1; Felling worried, sad or unhappy: 56.3)

Floor (%):

Mobility (walking about): 12.5; Looking after myself: 6.3; Doing usual activities: 3.1; Having pain or discomfort: 3.1; Felling worried, sad or unhappy: 3.1

Acutely ill children

Ceiling (%):

Mobility (walking about): 30.8; Looking after myself: 40.4; Usual activities: 11.5; Having pain or discomfort: 42.3; Felling worried, sad or unhappy: 44.2

Floor (%):

Mobility (walking about): 51.9; Looking after myself: 30.8; Doing usual activities: 50.0; Having pain or discomfort: 30.8; Felling worried, sad or unhappy: 21.2
	Time to complete: Less than 5 minutes

Response rate n (%): 224 (64.5) at baseline, 198 (88.4) at follow-up of 3 months and 167 (74.5) at follow-up of 6 months

Completion rate (%): 100 for the descriptive system and EQ VAS
	NR
	Yes
	Partial
	Yes (between groups healthy mainstream school children, children with a chronic physical disability, chronically ill children, and acutely ill children p<0.001)

	Scott, 2019
	NR
	Ceiling, n (%): 

Mobility (walking about): 
38 (59.4); Looking after myself: 54 (84.4); Doing usual activities: 40 (62.5); Having pain or discomfort: 29 (45.3); Feeling worried, sad or unhappy: 42 (65.6)

Floor, n (%): 

Mobility (walking about): 3 (4.7); Looking after myself: 1 (1.6); Doing usual activities: 6 (9.4); Having pain or discomfort: 5 (7.8); Feeling worried, sad or unhappy: 4 (6.2)
	Time to complete: mean (SD): 1.3 (0.81) minutes

Response rate (%): 29.2 at baseline

Completion rate (%): 100 for the descriptive system and EQ VAS

	NR
	Yes
	Partial
	Yes (mild and moderate disease severity – 
ES: 0.72 and p<0.05)

	Shiroiwa, 2019
	NR
	Ceiling, n (%): 

Mobility (walking about): 495 (75.7); Looking after myself: 630 (96.3); Doing usual activities: 593 (90.7); Having pain or discomfort: 391 (59.8); Felling worried, sad or unhappy: 370 (56.6)

Floor, n (%):

Mobility (walking about): 4 (0.6); Looking after myself: 0 (0); Doing usual activities: 3 (0.5); Having pain or discomfort: 27 (4.1); Felling worried, sad or unhappy: 22 (3.4)
	Time to complete: NR

Response rate (%): 100 at follow-up

Completion rate (%): 100 for the descriptive system and EQ VAS
	NR
	Yes
	Partial
	NR

	3 years old, 4 years old and, 5 years old

Verstraete, 2020
	3 years old, 4 years old and, 5 years old

NR
	3 years old

Ceiling, n (%):

Mobility (walking about): 73 (69.5); Looking after myself: 55 (52.4); Doing usual activities: 75 (71.4); Having pain or discomfort: 71 (67.6); Felling worried, sad or unhappy: 70 (66.7)

Floor, n (%):

Mobility (walking about): 15 (14.3); Looking after myself: 17 (16.2); Doing usual activities: 8 (7.6); Having pain or discomfort: 3 (2.8); Felling worried, sad or unhappy: 6 (5.7)

4 years old

Ceiling, n (%):

Mobility (walking about): 67 (68.4); Looking after myself: 48 (49.0); Doing usual activities: 67 (68.4); Having pain or discomfort: 73 (74.5); Felling worried, sad or unhappy: 68 (69.4)

Floor, n (%): 

Mobility (walking about): 14 (14.3); Looking after myself: 13 (13.3); Doing usual activities: 7 (7.1); Having pain or discomfort: 1 (1.0); Felling worried, sad or unhappy: 6 (6.1)

5 years old

Ceiling, n (%):

Mobility (walking about): 71 (60.2); Looking after myself: 63 (53.4); Doing usual activities: 73 (61.9); Having pain or discomfort: 64 (54.2); Felling worried, sad or unhappy: 64 (54.2)

Floor n (%): Mobility (walking about): 13 (11.0); Looking after myself: 15 (12.7); Doing usual activities: 9 (7.6); Having pain or discomfort: 3 (2.5); Felling worried, sad or unhappy: 4 (3.4)
	3 years old

Time to complete: NR

Response rate n (%): 321 (78.3) at baseline; 85 (84.1) at follow-up (chronic ill)

Completion rate (%): 99.9 for the descriptive system and EQ VAS

4 years old

Time to complete: NR

Response rate n (%): 321 (78.3) at baseline; 85 (84.1) at follow-up (chronic ill)

Completion rate (%): 99.9 for the descriptive system and EQ VAS

5 years old

Time to complete: NR

Response rate n (%): 321 (78.3) at baseline; 85 (84.1) at follow-up (chronic ill)

Completion rate (%): 99.9 for the descriptive system and EQ VAS
	3 years old, 4 years old and, 5 years old

NR
	3 years old, 4 years old and, 5 years old

Yes
	3 years old, 4 years old and, 5 years old

Partial
	3 years old

Yes (children and adolescents with a health condition compared to healthy population – utility score and EQ VAS p<0.001)

4 years old

Yes (children and adolescents with a health condition compared to healthy population – utility score and EQ VAS p<0.001)

5 years old

Yes (children and adolescents with a health condition compared to healthy population – utility score and EQ VAS p<0.001)

	Verstraete, 2024
	Ceiling by health profile, n (%): 20 (26)

Floor by health profile: NR
	Ceiling, n (%):

Mobility (walking about): 39 (50.6); Looking after myself: 38 (49.4); Doing usual activities: 49 (63.6); Having pain or discomfort: 42 (54.5); Felling worried, sad or unhappy: 56 (72.7)

Floor, n (%)

Mobility (walking about): 24 (31.2); Looking after myself: 25 (32.5); Doing usual activities: 14 (18.2); Having pain or discomfort: 5 (6.5); Felling worried, sad or unhappy: 6 (6.5)
	Time to complete: NR

Response rate, n (%): 78 (89) 

Completion rate (%): NR
	NR
	Yes
	Partial
	No (EQ VAS for age-groups, gender, technology for breathing, clinical severity and prognosis)

	Wille, 2010
	NR
	Germany

Ceiling (%):

Mobility (walking about): (92.3); Looking after myself: (98.1); Doing usual activities: (93.5); Having pain or discomfort: (62.5); Felling worried, sad or unhappy: (60.1)

Floor (%):

Mobility (walking about): (0.1); Looking after myself: (0.3); Doing usual activities: (0.3); Having pain or discomfort: (1.3); Felling worried, sad or unhappy: (3.9)

South Africa

Ceiling (%):

Mobility (walking about): (87.4); Looking after myself: (96.9); Doing usual activities: (84.3); Having pain or discomfort: (52.8); Felling worried, sad or unhappy: (61.4)

Floor (%):

Mobility (walking about): (0.4); Looking after myself: (0.4); Doing usual activities: (0.8); Having pain or discomfort: (0.8); Felling worried, sad or unhappy: (3.9)

Spain

Ceiling (%):

Mobility (walking about): (95.3); Looking after myself: (98.6); Doing usual activities: (93.7); Having pain or discomfort: (80.0); Felling worried, sad or unhappy: (76.9)

Floor (%):

Mobility (walking about): (0.1); Looking after myself: (0.3); Doing usual activities: (0.6); Having pain or discomfort: (1.0); Felling worried, sad or unhappy: (1.1)
	Time to complete: NR

Response rate: NR

Completion rate:

Germany (%)

Mobility (walking about): (99.6); Looking after myself: (99.7); Doing usual activities: (99.7); Having pain or discomfort: (99.3); Felling worried, sad or unhappy: (99.5); EQ VAS: (91.1)

South Africa (%)

Mobility (walking about): (97.7); Looking after myself: (98.1); Doing usual activities: (98.1); Having pain or discomfort: (98.1); Felling worried, sad or unhappy: (98.1); EQ VAS: (95.4)

Spain (%)

Mobility (walking about): (100); Looking after myself: (100); Doing usual activities: (100); Having pain or discomfort: (100); Felling worried, sad or unhappy: (100); EQ VAS: (97.0)
	NR
	Yes
	Partial
	NR

	EQ-5D-Y-5L

	Åström, 2020
	NR
	Ceiling, n (%): 

Mobility (walking about): 38 (73); Looking after myself: 27 (52); Doing usual activities: 6 (12); Having pain or discomfort: 14 (27); Feeling worried, sad or unhappy: 3 (6)

Floor, n (%):

Mobility (walking about): (0); Looking after myself: 0 (0); Doing usual activities: 8 (15); Having pain or discomfort: 2 (4); Feeling worried, sad or unhappy: 12 (23)
	Time to complete: Less than 5 minutes

Response rate: NR

Completion rate (%): 100 for the descriptive system and 98.08 for EQ VAS
	NR
	Yes
	Yes
	Yes (self-rated health - having pain or discomfort; feeling worried, sad or unhappy; EQ VAS mean p<0.05)

	Downs, 2024
	Ceiling by health profile, n (%): 4 (1.7)

Floor by health profile: NR
	Ceiling

Mobility (walking about): 107 (46); Looking after myself: 19 (8); Doing usual activities: 19 (8); Having pain or discomfort: 97 (41); Feeling worried, sad or unhappy: 69 (6]30)

Floor, n (%):

Mobility (walking about): 47 (20); Looking after myself: 75 (32); Doing usual activities: 33 (14); Having pain or discomfort: 3 (1); Feeling worried, sad or unhappy: 0 (0)
	Time to complete: NR

Response rate, n (%) 2 (0.9) for descriptive system  and 1 (0.4) for EQ VAS

Completion rate: NR
	NR
	Yes
	Yes
	NR

	Kreimeier, 2019
	NR
	NR
	Time to complete: NR

Response rate: NR

Completion rate: NR
	NR
	Yes
	Yes
	NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

	EQ-5D-Y-3L and EQ-5D-Y-5L

Fitriana, 2021
	EQ-5D-Y-3L and EQ-5D-Y-5L

Ceiling by health profile, n (%): 21.3

Floor by health profile: NR
	EQ-5D-Y-3L

Ceiling (%):

Mobility (walking about): (69.9); Looking after myself: (62.6); Usual activities: (51); Having pain or discomfort: (39.2); Felling worried, sad or unhappy: (65)

EQ-5D-Y-5L

Floor (%):

Mobility (walking about): (30.1); Looking after myself: (37.4); Usual activities (49); Having pain or discomfort: (60.8); Felling worried, sad or unhappy: (35)
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 309 (92.5) at baseline; 243 (85) at follow-up retest and 229 (80) at follow-up

Completion rate (%): 100 for descriptive system
	NR
	EQ-5D-Y-3L and
EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Fitriana, 2022
	EQ-5D-Y-3L

Ceiling by health profile (%): 21.3

Floor by health profile (%): NR

EQ-5D-Y-5L

Ceiling by health profile (%): 16.7

Floor by health profile (%): NR
	EQ-5D-Y-3L

Ceiling (%)

Mobility (walking about): (74.8); Looking after myself: (58.9); Usual activities: (53.5); Having pain or discomfort: (33); Felling worried, sad or unhappy: (61.6)

Floor (%): NR

EQ-5D-Y-5L

Ceiling (%)

Mobility (walking about): (70.9); Looking after myself: (58.9); Usual activities: (51.5); Having pain or discomfort: (29.2); Felling worried, sad or unhappy: (59.8)
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): NR

Completion rate (%): 99 for descriptive system

	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and
EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Jones, 2023
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate: NR

Completion rate: NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Yes (LSS between healthy children and adolescents vs those with special healthcare needs - effect size: -0.84)

EQ-5D-Y-5L

'Yes (LSS between healthy children and adolescents vs those with special healthcare needs - effect size: -0.85)

	EQ-5D-Y-3L and EQ-5D-Y-5L

Lin, 2022
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 81 (62.8)

Floor by health profile (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 80 (62)

Floor by health profile (%): NR
	EQ-5D-Y-3L

Ceiling (%):

Mobility (walking about): 110 (85.3); Looking after myself: 126 (97.7); Usual activities: 122 (94.6); Having pain or discomfort: 100 (77.5); Felling worried, sad or unhappy: 103 (79.8)

Floor (%): NR

EQ-5D-Y-5L

Ceiling (%): 

Mobility (walking about): 109 (84.5); Looking after myself: 125 (97); Usual activities: 119 (92.3); Having pain or discomfort: 102 (79.1); Felling worried, sad or unhappy: 100 (77.5)

Floor (%): NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 68 (53)

Completion rate (%): 99 for descriptive system

	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and
EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Yes (Doing usual activities compared to treatment modality [observation vs bracing] p=0.034)

EQ-5D-Y-5L

Yes (Looking after myself p=0.044 and Doing usual activities p=0.008 compared to treatment modality [observation vs bracing])

	EQ-5D-Y-3L and EQ-5D-Y-5L

Ngwira, 2023
	EQ-5D-Y-3L

Ceiling effects by health profile, n (%): 128 (44)

EQ-5D-Y-5L

Ceiling effects by health profile, n (%): 132 (46)

	EQ-5D-Y-3L

Ceiling, n (%):

Mobility (walking about): 227 (79); Looking after myself: 236 (82); Doing usual activities: 220 (76); Having pain or discomfort: 187 (65); Felling worried, sad or unhappy: 202 (70)

Floor, n (%):

Mobility (walking about): 4 (1); Looking after myself: 4 (1); Doing sual activities: 6 (2); Having pain or discomfort: 9 (3); Felling worried, sad or unhappy: 15 (75)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 221 (76); Looking after myself: 232 (80); Doing usual activities: 217 (75); Having pain or discomfort: 178 (62); Felling worried, sad or unhappy: 199 (69)

Floor, n (%):

Mobility (walking about): 2 (1); Looking after myself: 4 (1); Doing sual activities: 2 (1); Having pain or discomfort: 1 (0); Felling worried, sad or unhappy: 8 (3)
	EQ-5D-Y-3L

Time to complete: NR

Response rate: NR

Completion rate (%): 99.3 for descriptive system

EQ-5D-Y-5L

Time to complete: NR

Response rate: NR

Completion rate (%): 98.7 for descriptive system
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L 

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L 

Yes (utility score and level-sum score between school grades for adolescents aged 13-17 years)

	EQ-5D-Y-3L and EQ-5D-Y-5L

Pei, 2021
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L

Ceiling, n (%)

Mobility (walking about): 245 (93.5); Looking after myself: 255 (97.3); Doing usual activities: 214 (81.7); Having pain or discomfort: 184 (70.2); Feeling worried, sad or unhappy: 140 (53.4)

Floor, n (%)

Mobility (walking about): 1 (0.3); Looking after myself: (0); Doing usual activities: 1 (0.3); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 2 (0.8)

EQ-5D-Y-5L

Ceiling, n (%)

Mobility (walking about): 250 (95.4); Looking after myself: 254 (96.9); Doing usual activities: 239 (91.2); Having pain or discomfort: 176 (67.2); Feeling worried, sad or unhappy: 144 (55)

Floor, n (%)

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 2 (0.8)
	EQ-5D-Y-3L

Time to complete: NR

Response rate, n (%): NR

Completion rate (%): 95.3 for descriptive system

EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): NR

Completion rate (%): 99.5 for descriptive system
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes 
	EQ-5D-Y-3L

NR 

EQ-5D-Y-5L

Yes (EQ VAS and summated dimension score between children and adolescents with shortsighted compared those healthy)

	EQ-5D-Y-3L and EQ-5D-Y-5L

Pérez-Souza, 2021
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 491 (69)

Floor by health profile (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 472 (66)

Floor by health profile (%): NR
	EQ-5D-Y-3L

Ceiling, n (%):

Mobility (walking about): 678 (95); Looking after myself: 695 (97.3); Doing usual activities: 660 (92.4); Having pain or discomfort: 588 (82.4); Feeling worried, sad or unhappy: 609 (85.3)

Floor, n (%)

Mobility (walking about): 0 (0); Looking after myself: 3 (0.4); Doing usual activities: 1 (0.1); Having pain or discomfort: 17 (2.4); Feeling worried, sad or unhappy: 10 (1.4)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 668 (93.6); Looking after myself: 680 (95.2); Doing usual activities: 660 (92.4); Having pain or discomfort: 660 (81); Feeling worried, sad or unhappy: 580 (81.2)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 3 (0.4); Feeling worried, sad or unhappy: 1 (0.4)
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 714 (75)

Completion rate (%): 99.8 for descriptive system
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Van Heusden, 2024
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 106 (40)

Floor by health profile: NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 73 (27)

Floor by health profile: NR
	EQ-5D-Y-3L

Ceiling, n (%):

Mobility (walking about): 253 (94); Looking after myself: 118 (44); Doing usual activities: 210 (78); Having pain or discomfort: 218 (81); Feeling worried, sad or unhappy: 152 (56)

Floor, n (%)

Mobility (walking about): 0 (0); Looking after myself: 9 (3.3); Doing usual activities: 1 (0.4); Having pain or discomfort: 1 (o.4); Feeling worried, sad or unhappy: 0 (0)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 253 (94); Looking after myself: 118 (44); Doing usual activities: 210 (78); Having pain or discomfort: 218 (81); Feeling worried, sad or unhappy: 152 (56)

Floor, n (%):

Mobility (walking about): 0 (0); Looking after myself: 9 (3.3); Doing usual activities: 1 (0.4); Having pain or discomfort: 1 (0.4); Feeling worried, sad or unhappy: 1 (0)
	EQ-5D-Y-3L

Time to complete: NR

Response rate, n (%): 86 (9.8) at follow-up

Completion rate: NR

EQ-5D-Y-5L

Time to complete: NR

Response rate: NR

Completion rate: NR
	EQ-5D-Y-3L and EQ-5D-Y-5L 

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Verstraete, 2022 (a)
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 5 (6)

Floor by health profile (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 4 (5)

Floor by health profile (%): NR
	EQ-5D-Y-3L

Ceiling, n (%):

Mobility (walking about): 14 (17); Looking after myself 51 (61); Doing usual activities: 12 (14); Having pain or discomfort: 41 (49; Feeling worried, sad or unhappy: 49 (59)

Floor, n (%):

Mobility (walking about): 48 (58); Looking after myself 11 (13); Doing usual activities: 48 (58); Having pain or discomfort: 8 (10); Feeling worried, sad or unhappy: 7 (8)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 9 (11); Looking after myself: 49 (59); Doing usual activities: 12 (14); Having pain or discomfort: 36 (43); Feeling worried, sad or unhappy: 46 (55)

Floor, n (%):

Mobility (walking about): 50 (60); Looking after myself: 11 (13); Doing usual activities: 48 (58); Having pain or discomfort: 3 (4); Feeling worried, sad or unhappy: 2 (2)
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 83 (90) at baseline

Completion rate (%): 100 for descriptive system
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Verstraete, 2022 (b)
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L

Ceiling, n (%):

Mobility (walking about): ceiling (no problem) 389 (71); Looking after myself: 435 (79); Doing usual activities: 370 (67); Having pain or discomfort: 364 (66); Feeling worried, sad or unhappy: 366 (67)

Floor, n (%):

Mobility (walking about): 76 (14); Looking after myself: 29 (5); Doing usual activities: 70 (13); Having pain or discomfort: 19 (13); Feeling worried, sad or unhappy: 23 (4)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 360 (65); Looking after myself: 428 (78); Doing usual activities: 352 (64); Having pain or discomfort: 343 (62); Feeling worried, sad or unhappy: 348 (63)

Floor, n (%):

Mobility (walking about): 74 (13); Looking after myself: 28 (5); Doing usual activities: 59 (11); Having pain or discomfort: 5 (1); Feeling worried, sad or unhappy: 12 (2)
	EQ-5D-Y-3L

Time to complete: NR

Response rate, n (%): 550 (32) at baseline

Completion rate (%): 99 for descriptive system

EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 550 (32) at baseline

Completion rate (%): 96 for descriptive system
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Yes (Level sum score between acute vs chronic; acute vs general population and chronic vs general population)

EQ-5D-Y-5L

Yes (Level sum score between acute vs chronic; acute vs general population and chronic vs general population) and (EQ VAS between acute vs chronic; acute vs general population)

	EQ-5D-Y-3L and EQ-5D-Y-5L

Verstraete, 2022 (c)
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 40 (7.3)

Floor by health profile (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 40 (7.3)

Floor by health profile (%): NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 550 (57.4) at baseline

Completion rate (%): NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Verstraete, 2022 (d)
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 7 (14)

Floor by health profile, n (%): 0 (0)

EQ-5D-Y-5L

Ceiling by health profile, n (%): 6 (12)

Floor by health profile, n (%): 0 (0)
	EQ-5D-Y-3L

Ceiling, n (%): 

Mobility (walking about): 16 (31); Looking after myself: 24 (47); Doing usual activities: 21 (41); Having pain or discomfort: 29 (57); Felling worried, sad or unhappy: 33 (65)

Floor, n (%): 

Mobility (walking about): 11 (22); Looking after myself: 7 (14); Doing usual activities: 6 (12); Having pain or discomfort: 2 (4); Felling worried, sad or unhappy: 2 (4)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 9 (18); Looking after myself: 24 (47); Doing usual activities: 23 (45); Having pain or discomfort: 29 (57); Felling worried, sad or unhappy: 33 (65)

Floor, n (%): 

Mobility (walking about): 9 (18); Looking after myself: 9 (18); Doing usual activities: 3 (6); Having pain or discomfort: 0 (0); Felling worried, sad or unhappy: 0 (0)
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 51 (32) at baseline

Completion rate (%): NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Xu, 2022
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 15 (9.6)

Floor by health profile, n (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 17 (12)

Floor by health profile, n (%): NR


	EQ-5D-Y-3L

Ceiling, n (%)

Mobility (walking about): 51 (33); Looking after myself: 64 (41); Doing usual activities: 38 (24); Having pain or discomfort: 75 (48); Feeling worried, sad or unhappy: 55 (35)

Floor, n (%):

Mobility (walking about): 46 (29); Looking after myself: 29 (18); Doing usual activities: 38 (424); Having pain or discomfort: 6 (3.8); Feeling worried, sad or unhappy: 6 (3.8)

EQ-5D-Y-5L

Mobility (walking about): 47 (30); Looking after myself: 67 (43); Doing usual activities: 33 (21); Having pain or discomfort: 69 (44); Feeling worried, sad or unhappy: 44 (28)

Floor, n (%):

Mobility (walking about): 21 (31); Looking after myself: 19 (12); Doing usual activities: 19 (12); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 4 (25)
	EQ-5D-Y-3L and EQ-5D-Y-5L

Time to complete: NR

Response rate, n (%): 157 (90)

Completion rate: NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes (LSS for those with, fracture per year, scoliosis, foot eversion/inversion, deformities, deficit mobility)

	EQ-5D-Y-3L and EQ-5D-Y-5L

Zhou, 2021
	EQ-5D-Y-3L

Children

Ceiling by health profile, n (%): 21 (21.9)

Floor by health profile, n (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 20 (20.8)

Floor by health profile, n (%): NR

EQ-5D-Y-3L

Parents

Ceiling by health profile, n (%): 23 (24)

Floor by health profile, n (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 21 (21.9)
Floor by health profile, n (%): NR


	EQ-5D-Y-3L

Children

Ceiling, n (%)

Mobility (walking about): 63 (65.6); Looking after myself: 49 (51); Doing usual activities: 59 (61.4); Having pain or discomfort: 54 (56.3); Feeling worried, sad or unhappy: 58 (60.4)

Floor, n (%):

Mobility (walking about): 1 (1); Looking after myself: 7 (7.3); Doing usual activities: 4 (4.2); Having pain or discomfort: 1 (1); Feeling worried, sad or unhappy: 1 (1)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 58 (60.4); Looking after myself: 50 (52.1); Doing usual activities: 57 (59.4); Having pain or discomfort: 52 (54.2); Felling worried, sad or unhappy: 58 (60.4)

Floor, n (%):

Mobility (walking about): 1 (1); Looking after myself: 7 (7.3); Doing usual activities: 4 (4.2); Having pain or discomfort: 0 (0); Felling worried, sad or unhappy: 0 (0)

EQ-5D-Y-3L

Parents

Ceiling, n (%):

Mobility (walking about): 71 (74); Looking after myself 60 (62.5); Doing usual activities: 67 (69.8); Having pain or discomfort: 52 (54.2); Feeling worried, sad or unhappy: 51 (53.1)

Floor, n (%): 

Mobility (walking about): 5 (5.2); Looking after myself: 5 (5.2); Doing usual activities: 5 (5.2); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 5 (5.2)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 65 (67.7); Looking after myself: 52 (54.2); Doing usual activities: 68 (70.8); Having pain or discomfort: 54 (56.2); Felling worried, sad or unhappy: 49 (51)

Floor, n (%): 

Mobility (walking about): 3 (3.1); Looking after myself: 3 (3.1); Doing usual activities: 4 (4.2); Having pain or discomfort: 0 (0); Felling worried, sad or unhappy: 0 (0)
	EQ-5D-Y-3L and EQ-5D-Y-5L (Children and parents)

Time to complete: NR

Response rate, n (%): 96 (83.5) at baseline and 84 (87) at follow-up

Completion rate (%): 100 for descriptive system and EQ VAS
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Zhou, 2024
	EQ-5D-Y-3L

Children

Ceiling by health profile, n (%): 21 (21.9)

Floor by health profile, n (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 20 (20.8)

Floor by health profile, n (%): NR

EQ-5D-Y-3L

Parents

Ceiling by health profile, n (%): 23 (24)

Floor by health profile, n (%): NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 21 (21.9)

Floor by health profile, n (%): NR
	EQ-5D-Y-3L

Children

Ceiling, n (%)

Mobility (walking about): 63 (65.6); Looking after myself: 49 (51); Doing usual activities: 59 (61.4); Having pain or discomfort: 54 (56.3); Feeling worried, sad or unhappy: 58 (60.4)

Floor, n (%):

Mobility (walking about): 1 (1); Looking after myself: 7 (7.3); Doing usual activities: 4 (4.2); Having pain or discomfort: 1 (1); Feeling worried, sad or unhappy: 1 (1)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 58 (60.4); Looking after myself: 50 (52.1); Doing usual activities: 57 (59.4); Having pain or discomfort: 52 (54.2); Felling worried, sad or unhappy: 58 (60.4)

Floor, n (%):

Mobility (walking about): 1 (1); Looking after myself: 7 (7.3); Doing usual activities: 4 (4.2); Having pain or discomfort: 0 (0); Felling worried, sad or unhappy: 0 (0)

EQ-5D-Y-3L

Parents

Ceiling, n (%):

Mobility (walking about): 71 (74); Looking after myself 60 (62.5); Doing usual activities: 67 (69.8); Having pain or discomfort: 52 (54.2); Feeling worried, sad or unhappy: 51 (53.1)

Floor, n (%): 

Mobility (walking about): 5 (5.2); Looking after myself: 5 (5.2); Doing usual activities: 5 (5.2); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 5 (5.2)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 65 (67.7); Looking after myself: 52 (54.2); Doing usual activities: 68 (70.8); Having pain or discomfort: 54 (56.2); Felling worried, sad or unhappy: 49 (51)

Floor, n (%): 

Mobility (walking about): 3 (3.1); Looking after myself: 3 (3.1); Doing usual activities: 4 (4.2); Having pain or discomfort: 0 (0); Felling worried, sad or unhappy: 0 (0)
	EQ-5D-Y-3L and EQ-5D-Y-5L (Children and parents)

Time to complete: NR

Response rate, n (%): 96 (83.5) at baseline and 84 (87) at follow-up

Completion rate (%): 100 for descriptive system and EQ VAS
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Wong, 2019 (a)
	EQ-5D-Y-3L

Ceiling by health profile (%): 61.2

Floor by health profile: NR

EQ-5D-Y-5L

Ceiling by health profile (%): (58.6)

Floor by health profile: NR
	EQ-5D-Y-3L

Ceiling, n (%): 

Mobility (walking about): 86 (93.5); Looking after myself: 89 (96.7); Doing usual activities: 85 (92.4); Having pain or discomfort: 74 (80.4); Feeling worried, sad or unhappy: 75 (81.5)

Floor, n (%): 

Mobility (walking about): 1 (1.1); Looking after myself: 1 (1.1); Doing usual activities: 1 (1.1); Having pain or discomfort: 2 (2.2); Feeling worried, sad or unhappy: 2 (2.2)

EQ-5D-Y-5L

Ceiling, n (%):

Mobility (walking about): 84 (92.3); Looking after myself: 89 (97.8); Doing usual activities: 81 (89.0); Having pain or discomfort: 84 (81.3); Feeling worried, sad or unhappy: 70 (76.9)

Floor, n (%): 

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 1 (1.1)
	EQ-5D-Y-3L

Time to complete: NR

Response rate (%): 86 at baseline

Completion rate (%): NR

EQ-5D-Y-5L

Time to complete: NR

Response rate (%): 85.2 at baseline

Completion rate (%): NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L and EQ-5D-Y-5L

NR

	EQ-5D-Y-3L and EQ-5D-Y-5L

Wong, 2019 (b)
	EQ-5D-Y-3L

Ceiling by health profile, n (%): 79 (61.2)

Floor by health profile: NR

EQ-5D-Y-5L

Ceiling by health profile, n (%): 75 (58.6)

Floor by health profile: NR
	EQ-5D-Y-3L

Ceiling n (%):

Mobility (walking about): 119 (93); Looking after myself: 122 (95.3); Doing usual activities: 115 (89.8); Having pain or discomfort: 101 (78.9); Feeling worried, sad or unhappy: 102 (79.7)

Floor n (%):

Mobility (walking about): 0 (0); Looking after myself: 1 (0.8); Doing usual activities: 2 (1.6); Having pain or discomfort: 2 (1.6); Feeling worried, sad or unhappy: 2 (1.6)

EQ-5D-Y-5L

Ceiling n (%):

Mobility (walking about): 118 (92.2); Looking after myself: 122 (95.3); Doing usual activities: 110 (85.9); Having pain or discomfort: 98 (76.6); Feeling worried, sad or unhappy: 92 (71.9)

Floor n (%):

Mobility (walking about): 0 (0); Looking after myself: 0 (0); Doing usual activities: 0 (0); Having pain or discomfort: 0 (0); Feeling worried, sad or unhappy: 2 (1.6)
	EQ-5D-Y-3L

Time to complete: NR

Response rate n (%): 70 (45.7) at follow-up

Completion rate (%): 100 for descriptive system

EQ-5D-Y-5L

Time to complete: NR

Response rate n (%): 70 (45.7) at follow-up

Completion rate (%): 99.2 for descriptive system

	EQ-5D-Y-3L and EQ-5D-Y-5L

NR
	EQ-5D-Y-3L and EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Partial

EQ-5D-Y-5L

Yes
	EQ-5D-Y-3L

Yes (difference for looking after myself, doing usual activities, having pain/discomfort and full health by stratified by treatment modality – p <0.05); Yes (having pain/discomfort by stratified by curve magnitude – p <0.05)

EQ-5D-Y-5L

Yes (looking after myself, doing usual activities, having pain/discomfort, feeling worried/sad/unhappy and full health stratified by treatment modality – p <0.05)

	NR: not reported; NA: not applicable; n: sample size; PROM: patient-reported outcome measure; HRQoL: health-related quality of life; EQ VAS: visual analogue scale of the EQ-5D; ADHD: Attention Deficit Hyperactivity Disorder; CGAS: Children’s Global Assessment Scale; MFQ: Mood and Feelings Questionnaire; CDRS: Revised Children’s Depression Rating Scale; HoNOSCA: Health of the Nation Outcome Scale for Children and Adolescents; ES: effect size; CAPS-CA: Clinician Administered Posttraumatic Stress Disorder Scale for Children and Adolescents; SD: standard deviation; CI 95%: 95% confidence interval; SDQ: Strengths and Difficulties Questionnaire; APGAR: Adaptation, Partnership, Growth, Affection, and Resolve; ICC: intraclass correlation coefficient; GMFCS: Gross Motor Function Classification System; OR: odds ratio; LSS: Level sum score; RCADS: Revised Children’s Anxiety and Depression Scale, Short form; SWAN: Strengths and Weaknesses of Attention-Deficit/ Hyperactivity Disorder Symptoms and Normal Behavior Scale; SHN: special healthcare needs. 



SI 14 – Summarized results of studies on measurement properties (measurement error and reliability) using the descriptive system
	PROM
	Reference,
year
	Language,
Country
	Condition
	Measurement error
	Reliability

	
	
	
	
	Sample size
	Study quality
	Result (rating)
	Sample size
	Study quality
	Result (rating)

	EQ-5D-Y-3L
Self-reported
	Gusi, 2014
	Spanish, Spain
	General population
	158
	Doubtful
	mobility: 95; looking after myself: 97.5; doing usual activities 97.5; having pain or discomfort: 89.9; worried/sad/unhappy: 91.8
	158
	Doubtful
	mobility: 0.56; looking after myself: 0.88; doing usual activities 0.89; having pain or discomfort: 0.68; worried/sad/unhappy: 0.81 (+)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	Italian, Italy
	General population
	415
	Doubtful
	mobility: 91.5; looking after myself: 93.8; doing usual activities: 82.9; having pain or discomfort: 69.8; worried/sad/unhappy: 78.3
	415
	Doubtful
	mobility: 0.22; looking after myself: 0.00; doing usual activities: 0.35; having pain or discomfort: 0.35; worried/sad/unhappy: 0.55 (-)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	Spanish, Spain
	General population
	973
	Doubtful
	mobility: 99.4; looking after myself: 99.7; doing usual activities: 97.5; having pain or discomfort: 86.2; worried/sad/unhappy: 87.4
	973
	Doubtful
	mobility: -0.00; looking after myself: 0.66; doing usual activities: 0.56; having pain or discomfort: 0.43; worried/sad/unhappy: 0.47 (-)

	Summary results (overall ratings)
	
	n=1.546
	
	mobility: 91.5 to 99.4; looking after myself: 93.8 to 99.7; doing usual activities: 82.9 to 97.5; having pain or discomfort: 69.8 to 89.9; worried/sad/unhappy: 78.3 to 91.8
	n=1.546
	
	mobility: -0.00 to 0.56; looking after myself: 0.00 to 0.88; doing usual activities: 0.35 to 0.89; having pain or discomfort: 0.35 to 0.68; worried/sad/unhappy: 0.47 to 0.81 (-)

	EQ-5D-Y-3L
Proxy-reported
	Gusi, 2014
	Sweden, Swedish
	General population
	79
	Doubtful
	mobility: 98.7; looking after myself: 94.9; doing usual activities 93.7; having pain or discomfort: 87.3; worried/sad/unhappy: 89.9
	79
	Doubtful
	mobility 0.66; looking after myself: 0 47; doing usual activities 0.26; having pain or discomfort: 0.63; worried/sad/unhappy: 0.60 (-)

	EQ-5D-Y-3L
Proxy-reported
	Gusi, 2014
	Spanish, Spain
	General population
	35
	Doubtful
	mobility: 100; looking after myself: 100; doing usual activities 100; having pain or discomfort: 88.6; worried/sad/unhappy: 91.4
	35
	Doubtful
	mobility: not calculated; looking after myself: 1.00; doing usual activities 1.00; having pain or discomfort: 0.64; worried/sad/unhappy: 0.68 (-)

	Summary results (overall ratings)
	
	n=114
	
	mobility: 98.7 to 100; looking after myself: 94.9 to 100; doing usual activities: 93.7 to 100; having pain or discomfort: 87.3 to 88.6; worried/sad/unhappy: 89.9 to 91.4
	n=114
	
	mobility:0.66; looking after myself: 0.47 to 1.00; doing usual activities: 0.26 to 1.00; having pain or discomfort: 0.63 to 0.64; worried/sad/unhappy: 0.60 to 0.68 (-)

	PROM: patient-reported outcome measure; n: sample size; hypo(’s): hypothesis(es); measurement error presented the agreement values for each dimension in the descriptive system; reliability presented the kappa values for each dimension in the descriptive system.
COSMIN risk of bias: very good, adequate, doubtful, or inadequate quality.
Overall ratings: ‘+’ = sufficient; ‘-’ = insufficient; ‘?’ = indeterminate; ‘±’ = inconsistent.
a: measurement error by agreement was not rated according to the summary results.  


SI 15 – Summarized results of studies on measurement properties (hypothesis testing of construct validity) using the descriptive system

	PROM
	Reference,
year
	Language,
Country
	Condition
	Hypotheses testing

	
	
	
	
	Sample size
	Study quality
	Result (rating)

	EQ-5D-3L
Proxy-reported
	Stolk, 2020
	Dutch, Netherlands
	Imperforate anus (5-10 years)
	47
	Inadequate
	LSQ-7: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)

	EQ-5D-3L
Proxy-reported
	Stolk, 2020
	Dutch, Netherlands
	Imperforate anus (11-15 years)
	36
	Inadequate
	LSQ-7: Results in line with 3 hypo’s (3+) and not in line with 2 hypo’s (2-)

	Summary results (overall ratings)
	
	n=83
	
	LSQ-7: 5+ and 5- overall (-)

	EQ-5D-Y-3L
Self-reported
	Gusi, 2014
	Spanish, Spain
	General population
	477
	Doubtful
	KIDSCREEN-27: Results in line with 7 hypo’s (7+) and not in line with 8 hypo’s (8-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)
Cantril-ladder: Results in line with 4 hypo’s (4+) and not in line with 1 hypo (1-)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	Italian,
Italy
	General population
	415
	Inadequate
	SRH: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	Spanish, Spain
	General population
	973
	Doubtful
	KIDSCREEN-27: Results in line with 6 hypo’s (6+) and not in line with 9 hypo’s (9-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)
Cantril-ladder: Results in line with 5 hypo’s (5+)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	German, Germany
	General population
	756
	Doubtful
	KIDSCREEN-27: Results in line with 11 hypo’s (11+) and not in line with 4 hypo’s (4-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 3 hypo’s (3+) and not in line with 2 hypo’s (2-)
Cantril-ladder: Results in line with 5 hypo’s (5+)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	Unclear, South Africa
	General population
	258
	Doubtful
	KIDSCREEN-27: Results in line with 8 hypo’s (8+) and not in line with 7 hypo’s (7-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)
Cantril-ladder: Results in line with 4 hypo’s (4+) and not in line with 1 hypo (1-)

	EQ-5D-Y-3L
Self-reported
	Ravens-Sieberer, 2010
	Sweden, Swedish
	General population
	407
	Doubtful
	KIDSCREEN-27: Results in line with 10 hypo’s (10+) and not in line with 5 hypo’s (5-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 3 hypo’s (3+) and not in line with 2 hypo’s (2-)
Cantril-ladder: Results in line with 5 hypo’s (5+)

	EQ-5D-Y-3L
Self-reported
	Pérez-Souza, 2021
	Spain, Spanish
	General population
	714
	Doubtful
	KIDSCREEN-27: Results in line with 6 hypo’s (6+) and not in line with 9 hypo’s (9-)

	
	
	
	
	
	Inadequate
	Cantril-ladder: Results in line with 5 hypo’s (5+)

	Summary results (overall ratings)
	
	n=3.585a
n=3.585a
n=3.286b
	
	KIDSCREEN-27: 48+ and 42- overall (-)
Cantril-ladder: 28+ and 2- overall (+)
SRH: 14+ and 16- overall (-)

	EQ-5D-Y-3L
Proxy-reported
	Gusi, 2014
	Spanish, Spain
	General population
	442
	Doubtful
	KIDSCREEN-27: Results in line with 7 hypo’s (7+) and not in line with 8 hypo’s (8-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)
Cantril-ladder: Results in line with 4 hypo’s (4+) and not in line with 1 hypo (1-)

	EQ-5D-Y-3L
Proxy-reported
	Gusi, 2014
	Spanish, Spain
	General population
	266
	Doubtful
	KIDSCREEN-27: Results in line with 6 hypo’s (6+) and not in line with 9 hypo’s (9-)

	
	
	
	
	
	Inadequate
	SRH: Results in line with 2 hypo’s (2+) and not in line with 3 hypo’s (3-)
Cantril-ladder: Results in line with 4 hypo’s (4+) and not in line with 1 hypo (1-)

	Summary results (overall ratings)
	
	n=708
	
	KIDSCREEN-27: 13+ and 17- overall (-)
SRH: 4+ and 6- overall (-)
Cantril-ladder: 8+ and 2- overall (+)

	PROM(s) = patient-reported outcome measure(s); n: sample size; hypo(’s): hypothesis(es); LSQ-7: Langemeijer Stool Questionionaire; SRH: Self-rated health item; Cantril-ladder: Cantril’s Life-Satisfaction-Ladder. 
COSMIN risk of bias: very good, adequate, doubtful, or inadequate quality.
Overall ratings: ‘+’ = sufficient; ‘-’ = insufficient; ‘?’ = indeterminate; ‘±’ = inconsistent.
KIDSCREEN-27: Comparisons include the physical well-being, psychological well-being and KIDSCREEN-10 index score. 
a: The study conducted in Italy did not use the KIDSCREEN-27 for the hypothesis testing of construct validity.
b: The study Pérez-Souza did not use the Self-rated item for the hypothesis testing of construct validity.




