Additional file 1: Search strategies 1 and stage 2 
Search Strategy 1 
Database: Pubmed 
Date: 01/05/2025
Results: 50 
#1	title/abstract 
‘cerebral-pals*’ OR ‘spastic-diplegi*’ OR ‘spastic-hemiplegi*’ OR ‘little-disease’ OR ‘little’s-disease’ OR ‘littles’-disease’ OR ‘littles-disease’ OR ‘brain-pals*’ OR ‘brain-paralys*’ OR ‘central-paralys*’ OR ‘cerebral-paralys*’ OR ‘cerebral-pares*’ OR ‘encephalopathia-infantilis’ OR ‘spastic-quadriplegi*’ OR ‘central-pals*’ OR ‘diplegia-spastica’	 
#2	title/abstract 
‘man’ OR ‘men’ OR ‘woman’ OR ‘women’ OR ‘adult’ OR ‘adults’ OR ‘middle-age*’ OR ‘elderly’ OR ‘geriatric*’ OR ‘aged’ 
#3 	All fields 
(instrumentation[sh] OR methods[sh] OR Validation Studies[pt] OR Comparative Study[pt] OR ‘‘Psychometrics’’[MeSH] OR psychometric* OR clinimetr* OR clinometr* OR outcome assessment ‘OR ‘ outcome measure ‘OR ‘ outcome measures ‘OR ‘‘observer variation’ OR health status indicator ‘OR ‘‘Health Status indicators’ OR reproducib* OR discriminant analysis ‘OR reliable OR reliability OR unreliable OR unreliability OR valid OR validity OR validation OR validities OR validated OR coefficient OR homogeneity OR homogeneous OR ‘‘internal consistency’ OR ‘internal consistencies’ OR (cronbach* AND (alpha OR alphas)) OR (item AND (correlation* OR selection* OR reduction*)) OR agreement OR precision OR imprecision OR precise values OR test-retest OR (test AND retest) OR ((reliable OR reliability) AND (test OR retest)) OR stability OR interrater OR inter-rater OR intrarater OR intra-rater OR intertester OR inter-tester OR intra tester OR intra-tester OR interobserver OR inter-observer OR intraobserver OR intra-observer OR intertechnician OR inter-technician OR intratechnician OR intra-technician OR interexaminer OR inter-examiner OR intra examiner OR intra-examiner OR interassay OR inter-assay OR intraassay OR intra-assay OR interindividual OR inter-individual OR intraindividual OR intra-individual OR interparticipant OR inter-participant OR intraparticipant OR intra-participant OR kappa OR kappa’s OR kappas OR repeatab* OR ((replicab* OR repeated) AND (measure OR measures OR findings OR result OR results OR test OR tests)) OR generaliza* OR generalisa* OR concordance OR (intraclass AND correlation*) OR discriminative OR ‘known group’ OR ‘factor analysis’ OR ‘factor analyses’ OR ‘factor-analysis’ OR ‘factor-analyses’ OR dimension* OR subscale* OR ((multitrait OR multi-trait) AND scaling AND (analysis OR analysis)) OR ‘item discriminant’ OR ‘interscale correlation’ OR ‘interscale correlations’ OR ‘inter-scale correlation’ OR ‘inter-scale correlations’ OR error OR errors OR individual variability OR (variability AND (analysis OR values)) OR (uncertainty AND (measurement OR measuring)) OR standard error of measurement OR sensitiv* OR responsive* OR ((minimal OR minimally OR clinical OR clinically) AND (important OR significant OR detectable) AND (change OR difference)) OR (small* AND (real OR detectable) AND (change OR difference)) OR ‘meaningful change’ OR ceiling effect OR floor effect OR item response model OR IRT OR rasch OR differential item functioning OR DIF OR computer adaptive testing OR item bank OR cross cultural equivalence) NOT (‘‘addresses’’[Publication Type] OR ‘‘biography’’[Publication Type] OR ‘‘case reports’’[Publication Type] OR ‘‘comment’’[Publication Type] OR ‘‘directory’’[Publication Type] OR ‘‘editorial’’[Publication Type] OR ‘‘festschrift’’[Publication Type] OR ‘‘interview’’[Publication Type] OR ‘‘lectures’’[Publication Type] OR ‘‘legal cases’’[Publication Type] OR ‘‘legislation’’[Publication Type] OR ‘‘letter’’[Publication Type] OR ‘‘news’’[Publication Type] OR ‘‘newspaper article’’[Publication Type] OR ‘‘patient education handout’’[Publication Type] OR ‘‘popular works’’[Publication Type] OR ‘‘congresses’’ [Publication Type] OR ‘‘consensus development conference’’ [Publication Type] OR ‘‘consensus development conference, nih’’[Publication Type] OR ‘‘practice guideline’’[Publication Type]) NOT (‘‘animals’’[MeSH Terms] NOT ‘‘humans’’[MeSH Terms]) 
#4 	title/abstract 
‘qol’ OR ‘hrqol’ OR ‘wellbeing’ OR ‘well-being’ OR ‘life-satisfaction’ OR ‘personal-satisfaction’ OR ‘hedonic-satisfaction’ 
#5	All fields 
NOTNLM OR publisher[sb] OR inprocess[sb] OR pubmednotmedline[sb] OR indatareview[sb] OR pubstatusaheadofprint 
#6	 
#1 AND #2 AND #3 AND #4 AND #5 
 
Database: Medline 
Date: 01/05/2025
Results: 391 
1. Cerebral Palsy/	(23835) 
2. (cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica).tw,kf.	 (29510) 
3. 1 or 2 (33475) 
4. exp Adult/	 (7976961) 
5. (man or men or woman or women or adult or adults or middle-age* or elderly or geriatric* or aged).tw,kf,hw.	(9722621) 
6. 4 or 5	(9722625) 
7. Psychometrics/ or exp Outcome Assessment, Health Care/ or observer variation/ or exp health status indicators/ or exp ‘reproducibility of results’/ or discriminant analysis/	(2117583) 
8. (is or mt).fs.	(4652822) 
9. comparative study/ or validation study/	(2002193) 
10. (clinimetr* or clinometr* or (outcome adj measure*)).tw,kf,hw.	(293342) 
11. (psychometric* or outcome-assessment or observer-variation or reproducib* or reliable or reliability or unreliable or unreliability or valid or validity or validation or validities or validated or coefficient or homogeneity or homogeneous or internal-consistenc* or (cronbach* and (alpha or alphas)) or (item and (correlation* or selection* or reduction*)) or agreement or precision or imprecision or precise-value* or test-retest or (test and retest) or ((reliable or reliability) and (test or retest)) or stability or interrater or inter-rater or intrarater or intra-rater or intertester or inter-tester or intratester or intra-tester or interobserver or inter-observer or intraobserver or intra-observer or intertechnician or inter-technician or intratechnician or intra-technician or interexaminer or inter-examiner or intraexaminer or intra-examiner or interassay or inter-assay or intraassay or intra-assay or interindividual or inter-individual or intraindividual or intra-individual or interparticipant or inter-participant or intraparticipant or intra-participant).tw.	(2761020) 
12. (interscale-correlation* or inter-scale-correlation* or error or errors or individual-variability or (variability and (analysis or values)) or (uncertainty and (measurement or measuring)) or (standard-error adj2 measurement) or sensitiv* or responsive* or ((minimal or minimally or clinical or clinically) and (important or significant or detectable) and (change or difference)) or (small* and (real or detectable) and (change or difference)) or meaningful-change or ceiling-effect or floor-effect or Item-response-model or IRT or Rasch or Differential-item-functioning or DIF or computer-adaptive-testing or item-bank or cross-cultural-equivalence).tw.	(2687681) 
13. (kappa*2 or repeatab* or ((replicab* or repeated) and (measure or measures or findings or result or results or test or tests)) or generaliza* or generalisa* concordance or (intraclass and correlation*) or discriminative or known-group or factor-analysis or factor-analyses or dimension* or subscale* or ((multitrait or multi-trait) and scaling and (analysis or analyses)) or item-discriminant).tw.	(1402218) 
14. 7 or 8 or 9 or 10 or 11 or 12 or 13	(11378180) 
15. exp ‘Quality of Life’/	 (274884) 
16. exp personal satisfaction/	(24886) 
17. (qol or hrqol or wellbeing or well-being or life-satisfaction or personal-satisfaction or hedonic-satisfaction).tw,kf.	(221585) 
18. 15 or 16 or 17	(435576) 
19. 3 and 6 and 14 and 18	(407) 
20. limit 19 to (case reports or comment or editorial or guideline or letter or practice guideline or preprint (16)) 
21. 19 not 20	(391) 
 
Database: Embase 
Date: 01/05/2026
Results: 391 
cerebral palsy/	44949 
(cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica).tw,kf,dq.	41295 
1 or 2	50791 
adult/	9319201 
adult/ or exp aged/ or institutionalized adult/ or middle aged/ or young adult/	10825590 
(man or men or woman or women or adult or adults or middle-age* or elderly or geriatric* or aged).tw,kf,hw,dq.	12841605 
4 or 5 or 6	12841605 
exp psychometry/ or exp outcome assessment/ or observer variation/ or exp health status indicator/ or reproducibility/ or discriminant analysis/	1322112 
exp comparative study/ or validation study/	1782295 
(clinimetr* or clinometr* or (outcome adj measure*)).tw,kf,hw,dq.	370087 
(psychometric* or outcome-assessment or observer-variation or reproducib* or reliable or reliability or unreliable or unreliability or valid or validity or validation or validities or validated or coefficient or homogeneity or homogeneous or internal-consistenc* or (cronbach* and (alpha or alphas)) or (item and (correlation* or selection* or reduction*)) or agreement or precision or imprecision or precise-value* or test-retest or (test and retest) or ((reliable or reliability) and (test or retest)) or stability or interrater or inter-rater or intrarater or intra-rater or intertester or inter-tester or intratester or intra-tester or interobserver or inter-observer or intraobserver or intra-observer or intertechnician or inter-technician or intratechnician or intra-technician or interexaminer or inter-examiner or intraexaminer or intra-examiner or interassay or inter-assay or intraassay or intra-assay or interindividual or inter-individual or intraindividual or intra-individual or interparticipant or inter-participant or intraparticipant or intra-participant).tw,dq.	3448517 
(interscale-correlation* or inter-scale-correlation* or error or errors or individual-variability or (variability and (analysis or values)) or (uncertainty and (measurement or measuring)) or (standard-error adj2 measurement) or sensitiv* or responsive* or ((minimal or minimally or clinical or clinically) and (important or significant or detectable) and (change or difference)) or (small* and (real or detectable) and (change or difference)) or meaningful-change or ceiling-effect or floor-effect or Item-response-model or IRT or Rasch or Differential-item-functioning or DIF or computer-adaptive-testing or item-bank or cross-cultural-equivalence).tw,dq.	3530566 
(kappa*2 or repeatab* or ((replicab* or repeated) and (measure or measures or findings or result or results or test or tests)) or generaliza* or generalisa* concordance or (intraclass and correlation*) or discriminative or known-group or factor-analysis or factor-analyses or dimension* or subscale* or ((multitrait or multi-trait) and scaling and (analysis or analyses)) or item-discriminant).tw,dq.	1656809 
8 or 9 or 10 or 11 or 12 or 13	9518250 
3 and 7 and 14	6207 
exp ‘quality of life’/	660425 
satisfaction/ or life satisfaction/	93265 
(qol or hrqol or wellbeing or well-being or life-satisfaction or personal-satisfaction or hedonic-satisfaction).tw,kf,dq.	311029 
16 or 17 or 18	891934 
3 and 7 and 14 and 19	856 
limit 20 to (conference abstract or conference paper or ‘conference review’ or editorial or letter or ‘preprint (unpublished, non-peer reviewed)’)	349 
case report/	2929114 
20 not (21 or 22)	496 
 
 
Database: APA PsycInfo 
Date: 01/05/2025
Results: 58 
1	cerebral palsy/	6387 
2	(cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica).ti,ab,id.	8995 
3	1 or 2	9130 
4	(man or men or woman or women or adult or adults or middle-age* or elderly or geriatric* or aged).ti,ab,id,hw.	1176673 
5	psychometrics/ or interrater reliability/	76364 
6	(clinimetr* or clinometr* or (outcome adj measure*)).ti,ab,id,hw.	45351 
7	(psychometric* or (outcome adj assessment) or (observer adj variation) or reproducib* or reliable or reliability or unreliable or unreliability or valid or validity or validation or validities or validated or coefficient or homogeneity or homogeneous or (internal adj consistenc*) or (cronbach* and (alpha or alphas)) or (item and (correlation* or selection* or reduction*)) or agreement or precision or imprecision or (precise adj values) or test-retest or (test and retest) or ((reliable or reliability) and (test or retest)) or stability or interrater or inter-rater or intrarater or intra-rater or intertester or inter-tester or intratester or intra-tester or interobserver or inter-observer or intraobserver or intra-observer or intertechnician or inter-technician or intratechnician or intra-technician or interexaminer or inter-examiner or intraexaminer or intra-examiner or interassay or inter-assay or intraassay or intra-assay or interindividual or inter-individual or intraindividual or intra-individual or interparticipant or inter-participant or intraparticipant or intra-participant).ti,ab.	514898 
8	((health adj status adj indicators) or (reproducibility adj2 results) or (discriminant adj analysis)).ti,ab,id,hw.	5344 
9	((interscale adj correlation*) or (inter-scale adj correlation*) or error or errors or (individual adj variability) or (variability and (analysis or values)) or (uncertainty and (measurement or measuring)) or (standard adj error adj2 measurement) or sensitiv* or responsive* or ((minimal or minimally or clinical or clinically) and (important or significant or detectable) and (change or difference)) or (small* and (real or detectable) and (change or difference)) or (meaningful adj change) or (ceiling adj effect) or (floor adj effect) or (Item adj response adj model) or IRT or Rasch or (Differential adj item adj functioning) or DIF or (computer adj adaptive adj testing) or (item adj bank) or (cross-cultural adj equivalence)).ti,ab.	409886 
10	(kappa*2 or repeatab* or ((replicab* or repeated) and (measure or measures or findings or result or results or test or tests)) or generaliza* or generalisa* concordance or (intraclass and correlation*) or discriminative or (known adj group) or factor-analysis or factor-analyses or dimension* or subscale* or ((multitrait or multi-trait) and scaling and (analysis or analyses)) or (item adj discriminant)).ti,ab.	409783 
11	statistical validity/ or statistical reliability/	18102 
12	test reliability/	60422 
13	5 or 6 or 7 or 8 or 9 or 10 or 11 or 12	1165431 
14	exp ‘quality of life’/	53095 
15	satisfaction/ or exp life satisfaction/ or need satisfaction/ or exp relationship satisfaction/	37685 
16	(qol or hrqol or wellbeing or well-being or life-satisfaction or personal-satisfaction or hedonic-satisfaction).ti,ab,id.	155914 
17	14 or 15 or 16	209249 
18	3 and 4 and 13 and 17	59 
19	limit 18 to peer reviewed journal	58 
 
Database: Web Of Science 
Date: 01/05/2025
Results: 615 
(TS=(‘cerebral-pals*’ OR ‘spastic-diplegi*’ OR ‘spastic-hemiplegi*’ OR ‘little-disease’ OR ‘little’s-disease’ OR ‘littles’-disease’ OR ‘littles-disease’ OR ‘brain-pals*’ OR ‘brain-paralys*’ OR ‘central-paralys*’ OR ‘cerebral-paralys*’ OR ‘cerebral-pares*’ OR ‘encephalopathia-infantilis’ OR ‘spastic-quadriplegi*’ OR ‘central-pals*’ OR ‘diplegia-spastica’) OR AB=(‘cerebral-pals*’ OR ‘spastic-diplegi*’ OR ‘spastic-hemiplegi*’ OR ‘little-disease’ OR ‘little’s-disease’ OR ‘littles’-disease’ OR ‘littles-disease’ OR ‘brain-pals*’ OR ‘brain-paralys*’ OR ‘central-paralys*’ OR ‘cerebral-paralys*’ OR ‘cerebral-pares*’ OR ‘encephalopathia-infantilis’ OR ‘spastic-quadriplegi*’ OR ‘central-pals*’ OR ‘diplegia-spastica’)) NOT (SILOID==(‘PPRN’)) 52022 
‘man’ OR ‘men’ OR ‘woman’ OR ‘women’ OR ‘adult’ OR ‘adults’ OR ‘middle-age*’ OR ‘elderly’ OR ‘geriatric*’ OR ‘aged’ (Topic) or ’man’ OR ‘men’ OR ‘woman’ OR ‘women’ OR ‘adult’ OR ‘adults’ OR ‘middle-age*’ OR ‘elderly’ OR ‘geriatric*’ OR ‘aged’ (Abstract) and Preprint Citation Index (Exclude – Database) 14474747 
‘qol’ OR ‘hrqol’ OR ‘wellbeing’ OR ‘well-being’ OR ‘life-satisfaction’ OR ‘personal-satisfaction’ OR ‘hedonic-satisfaction’ (Topic) or ’qol’ OR ‘hrqol’ OR ‘wellbeing’ OR ‘well-being’ OR ‘life-satisfaction’ OR ‘personal-satisfaction’ OR ‘hedonic-satisfaction’ (Abstract) and Preprint Citation Index (Exclude – Database) 446800 
#3 AND #2 AND #1 and Preprint Citation Index (Exclude – Database) 615 
 
Database: CINAHL 
Date: 01/05/2025
Results: 215 
S1	‘cerebral-pals*’ OR ‘spastic-diplegi*’ OR ‘spastic-hemiplegi*’ OR ‘little-disease’ OR ‘little’s-disease’ OR ‘littles’-disease’ OR ‘littles-disease’ OR ‘brain-pals*’ OR ‘brain-paralys*’ OR ‘central-paralys*’ OR ‘cerebral-paralys*’ OR ‘cerebral-pares*’ OR ‘encephalopathia-infantilis’ OR ‘spastic-quadriplegi*’ OR ‘central-pals*’ OR ‘diplegia-spastica 17,833 
S2	‘man’ OR ‘men’ OR ‘woman’ OR ‘women’ OR ‘adult’ OR ‘adults’ OR ‘middle-age*’ OR ‘elderly’ OR ‘geriatric*’ OR ‘aged’ 2598781 
S3 	‘qol’ OR ‘hrqol’ OR ‘wellbeing’ OR ‘well-being’ OR ‘life-satisfaction’ OR ‘personal-satisfaction’ OR ‘hedonic-satisfaction’ 136474 
S4 	S1 AND S2 AND S3 251 
 
 
Search Strategy 2 
PUBMED 
Date: 01/06/2025
#1	title/abstract 
‘YAQOL’ OR ‘Young-adults-quality-of-life’ OR ‘EQOL’ OR ‘Electronic-quality-of-life’ OR ‘WHOQOL-DIS’ OR ‘World-health-quality-of-life-disability’ OR ‘CPADULT’ OR ‘Cerebral-palsy-Adult’ OR ‘San-Martin-Scale’ OR ‘ICIQ-B’ OR ‘International-consultation-on-incontinence-questionnaire-anal-incontinence-symptom-and-quality-of life-module’ OR ‘CPCHILD’ OR ‘Caregiver-priorities-and-child-health-index-of-life-with-disabilities’ OR ‘Swal-Qol’ OR ‘Swallowing-quality-of-life’ OR ‘PedsQL-CP’ OR ‘Pediatric-quality-of-life-cerebral-palsy-module’ 
#2 title/abstract 
‘cerebral-pals*’ OR ‘spastic-diplegi*’ OR ‘spastic-hemiplegi*’ OR ‘little-disease’ OR ‘little’s-disease’ OR ‘littles’-disease’ OR ‘littles-disease’ OR ‘brain-pals*’ OR ‘brain-paralys*’ OR ‘central-paralys*’ OR ‘cerebral-paralys*’ OR ‘cerebral-pares*’ OR ‘encephalopathia-infantilis’ OR ‘spastic-quadriplegi*’ OR ‘central-pals*’ OR ‘diplegia-spastica’ 
#3	All fields 
NOTNLM OR publisher[sb] OR inprocess[sb] OR pubmednotmedline[sb] OR indatareview[sb] OR pubstatusaheadofprint 
#4 
#1 AND #2 AND #3 
 
Medline 
Date: 01/06/2025
1	(YAQOL or Young-adults-quality-of-life or EQOL or Electronic-quality-of-life or WHOQOL-DIS or World-health-quality-of-life-disability or CPADULT or Cerebral-palsy-Adult or San-Martin-Scale or ICIQ-B or International-consultation-on-incontinence-questionnaire-anal-incontinence-symptom-and-quality-of life-module or Swal-Qol or Swallowing-quality-of-life or PedsQL-CP or Pediatric-quality-of-life-cerebral-palsy-module or AQOL or Assessment-of-quality-of-life or MobQol-7d or mobility-quality-of-life-7-dimension or CP-6D or cerebral-palsy-6-dimension or NBSS or neurological-bladder-symptom-score or SF-QUALIVEEN or short-form-qualiveen or GENCAT).tw,kf.	3079 
2	cerebral palsy/	24350 
3	(cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica).tw,kf.	30325 
4	2 or 3	34297 
5	Psychometrics/ or exp Outcome Assessment, Health Care/ or observer variation/ or exp health status indicators/ or exp ‘reproducibility of results’/ or discriminant analysis/	2157596 
6	(is or mt).fs.	4728021 
7	comparative study/ or validation study/	2005355 
8	(clinimetr* or clinometr* or (outcome adj measure*)).tw,kf,hw.	302923 
9	(psychometric* or outcome-assessment or observer-variation or reproducib* or reliable or reliability or unreliable or unreliability or valid or validity or validation or validities or validated or coefficient or homogeneity or homogeneous or internal-consistenc* or (cronbach* and (alpha or alphas)) or (item and (correlation* or selection* or reduction*)) or agreement or precision or imprecision or precise-value* or test-retest or (test and retest) or ((reliable or reliability) and (test or retest)) or stability or interrater or inter-rater or intrarater or intra-rater or intertester or inter-tester or intratester or intra-tester or interobserver or inter-observer or intraobserver or intra-observer or intertechnician or inter-technician or intratechnician or intra-technician or interexaminer or inter-examiner or intraexaminer or intra-examiner or interassay or inter-assay or intraassay or intra-assay or interindividual or inter-individual or intraindividual or intra-individual or interparticipant or inter-participant or intraparticipant or intra-participant).tw.	2878944 
10	(interscale-correlation* or inter-scale-correlation* or error or errors or individual-variability or (variability and (analysis or values)) or (uncertainty and (measurement or measuring)) or (standard-error adj2 measurement) or sensitiv* or responsive* or ((minimal or minimally or clinical or clinically) and (important or significant or detectable) and (change or difference)) or (small* and (real or detectable) and (change or difference)) or meaningful-change or ceiling-effect or floor-effect or Item-response-model or IRT or Rasch or Differential-item-functioning or DIF or computer-adaptive-testing or item-bank or cross-cultural-equivalence).tw.	2773945 
11	(kappa*2 or repeatab* or ((replicab* or repeated) and (measure or measures or findings or result or results or test or tests)) or generaliza* or generalisa* or concordance or (intraclass and correlation*) or discriminative or known-group or factor-analysis or factor-analyses or dimension* or subscale* or ((multitrait or multi-trait) and scaling and (analysis or analyses)) or item-discriminant).tw.	1509051 
12	5 or 6 or 7 or 8 or 9 or 10 or 11	11676310 
13	1 and 4 and 12	33 
 
Embase 
Date: 01/05/2025
1	(YAQOL or Young-adults-quality-of-life or EQOL or Electronic-quality-of-life or WHOQOL-DIS or World-health-quality-of-life-disability or CPADULT or Cerebral-palsy-Adult or San-Martin-Scale or ICIQ-B or International-consultation-on-incontinence-questionnaire-anal-incontinence-symptom-and-quality-of life-module or Swal-Qol or Swallowing-quality-of-life or PedsQL-CP or Pediatric-quality-of-life-cerebral-palsy-module or AQOL or Assessment-of-quality-of-life or MobQol-7d or mobility-quality-of-life-7-dimension or CP-6D or cerebral-palsy-6-dimension or NBSS or neurological-bladder-symptom-score or SF-QUALIVEEN or short-form-qualiveen or GENCAT).tw,kf.	3079 
2	cerebral palsy/	24350 
3	(cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica).tw,kf.	30325 
4	2 or 3	34297 
5	Psychometrics/ or exp Outcome Assessment, Health Care/ or observer variation/ or exp health status indicators/ or exp ‘reproducibility of results’/ or discriminant analysis/	2157596 
6	(is or mt).fs.	4728021 
7	comparative study/ or validation study/	2005355 
8	(clinimetr* or clinometr* or (outcome adj measure*)).tw,kf,hw.	302923 
9	(psychometric* or outcome-assessment or observer-variation or reproducib* or reliable or reliability or unreliable or unreliability or valid or validity or validation or validities or validated or coefficient or homogeneity or homogeneous or internal-consistenc* or (cronbach* and (alpha or alphas)) or (item and (correlation* or selection* or reduction*)) or agreement or precision or imprecision or precise-value* or test-retest or (test and retest) or ((reliable or reliability) and (test or retest)) or stability or interrater or inter-rater or intrarater or intra-rater or intertester or inter-tester or intratester or intra-tester or interobserver or inter-observer or intraobserver or intra-observer or intertechnician or inter-technician or intratechnician or intra-technician or interexaminer or inter-examiner or intraexaminer or intra-examiner or interassay or inter-assay or intraassay or intra-assay or interindividual or inter-individual or intraindividual or intra-individual or interparticipant or inter-participant or intraparticipant or intra-participant).tw.	2878944 
10	(interscale-correlation* or inter-scale-correlation* or error or errors or individual-variability or (variability and (analysis or values)) or (uncertainty and (measurement or measuring)) or (standard-error adj2 measurement) or sensitiv* or responsive* or ((minimal or minimally or clinical or clinically) and (important or significant or detectable) and (change or difference)) or (small* and (real or detectable) and (change or difference)) or meaningful-change or ceiling-effect or floor-effect or Item-response-model or IRT or Rasch or Differential-item-functioning or DIF or computer-adaptive-testing or item-bank or cross-cultural-equivalence).tw.	2773945 
11	(kappa*2 or repeatab* or ((replicab* or repeated) and (measure or measures or findings or result or results or test or tests)) or generaliza* or generalisa* or concordance or (intraclass and correlation*) or discriminative or known-group or factor-analysis or factor-analyses or dimension* or subscale* or ((multitrait or multi-trait) and scaling and (analysis or analyses)) or item-discriminant).tw.	1509051 
12	5 or 6 or 7 or 8 or 9 or 10 or 11	11676310 
13	1 and 4 and 12	33 
 
 
APA PsycInfo 
Date: 01/05/2025
1	(YAQOL or Young-adults-quality-of-life or EQOL or Electronic-quality-of-life or WHOQOL-DIS or World-health-quality-of-life-disability or CPADULT or Cerebral-palsy-Adult or San-Martin-Scale or ICIQ-B or International-consultation-on-incontinence-questionnaire-anal-incontinence-symptom-and-quality-of life-module or CPCHILD or Caregiver-priorities-and-child-health-index-of-life-with-disabilities or Swal-Qol or Swallowing-quality-of-life or PedsQL-CP or Pediatric-quality-of-life-cerebral-palsy-module).ti,ab,id.	102 
2	cerebral palsy/	6514 
3	(cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica).ti,ab,id.	9144 
4	2 or 3	9279 
5	psychometrics/ or interrater reliability/	78496 
6	(clinimetr* or clinometr* or (outcome adj measure*)).ti,ab,id,hw.	46615 
7	(psychometric* or (outcome adj assessment) or (observer adj variation) or reproducib* or reliable or reliability or unreliable or unreliability or valid or validity or validation or validities or validated or coefficient or homogeneity or homogeneous or (internal adj consistenc*) or (cronbach* and (alpha or alphas)) or (item and (correlation* or selection* or reduction*)) or agreement or precision or imprecision or (precise adj values) or test-retest or (test and retest) or ((reliable or reliability) and (test or retest)) or stability or interrater or inter-rater or intrarater or intra-rater or intertester or inter-tester or intratester or intra-tester or interobserver or inter-observer or intraobserver or intra-observer or intertechnician or inter-technician or intratechnician or intra-technician or interexaminer or inter-examiner or intraexaminer or intra-examiner or interassay or inter-assay or intraassay or intra-assay or interindividual or inter-individual or intraindividual or intra-individual or interparticipant or inter-participant or intraparticipant or intra-participant).ti,ab.	529015 
8	((health adj status adj indicators) or (reproducibility adj2 results) or (discriminant adj analysis)).ti,ab,id,hw.	5418 
9	((interscale adj correlation*) or (inter-scale adj correlation*) or error or errors or (individual adj variability) or (variability and (analysis or values)) or (uncertainty and (measurement or measuring)) or (standard adj error adj2 measurement) or sensitiv* or responsive* or ((minimal or minimally or clinical or clinically) and (important or significant or detectable) and (change or difference)) or (small* and (real or detectable) and (change or difference)) or (meaningful adj change) or (ceiling adj effect) or (floor adj effect) or (Item adj response adj model) or IRT or Rasch or (Differential adj item adj functioning) or DIF or (computer adj adaptive adj testing) or (item adj bank) or (cross-cultural adj equivalence)).ti,ab.	420832 
10	(kappa*2 or repeatab* or ((replicab* or repeated) and (measure or measures or findings or result or results or test or tests)) or generaliza* or generalisa* concordance or (intraclass and correlation*) or discriminative or (known adj group) or factor-analysis or factor-analyses or dimension* or subscale* or ((multitrait or multi-trait) and scaling and (analysis or analyses)) or (item adj discriminant)).ti,ab.	421075 
11	statistical validity/ or statistical reliability/	18156 
12	test reliability/	61731 
13	5 or 6 or 7 or 8 or 9 or 10 or 11 or 12	1195597 
14	1 and 4 and 13	15 
 
Web Of Science 
Date: 01/05/2025
#1	title/abstract 
‘YAQOL’ OR ‘Young-adults-quality-of-life’ OR ‘EQOL’ OR ‘Electronic-quality-of-life’ OR ‘WHOQOL-DIS’ OR ‘World-health-quality-of-life-disability’ OR ‘CPADULT’ OR ‘Cerebral-palsy-Adult’ OR ‘San-Martin-Scale’ OR ‘ICIQ-B’ OR ‘International-consultation-on-incontinence-questionnaire-anal-incontinence-symptom-and-quality-of life-module’ OR ‘CPCHILD’ OR ‘Caregiver-priorities-and-child-health-index-of-life-with-disabilities’ OR ‘Swal-Qol’ OR ‘Swallowing-quality-of-life’ OR ‘PedsQL-CP’ OR ‘Pediatric-quality-of-life-cerebral-palsy-module’ 
#2 title/abstract 
‘cerebral-pals*’ OR ‘spastic-diplegi*’ OR ‘spastic-hemiplegi*’ OR ‘little-disease’ OR ‘little’s-disease’ OR ‘littles’-disease’ OR ‘littles-disease’ OR ‘brain-pals*’ OR ‘brain-paralys*’ OR ‘central-paralys*’ OR ‘cerebral-paralys*’ OR ‘cerebral-pares*’ OR ‘encephalopathia-infantilis’ OR ‘spastic-quadriplegi*’ OR ‘central-pals*’ OR ‘diplegia-spastica’ 
# 3 
#1 AND #2 
 
CINAHL 
Date: 01/06/2025
S1	YAQOL or Young-adults-quality-of-life or EQOL or Electronic-quality-of-life or WHOQOL-DIS or World-health-quality-of-life-disability or CPADULT or Cerebral-palsy-Adult or San-Martin-Scale or ICIQ-B or International-consultation-on-incontinence-questionnaire-anal-incontinence-symptom-and-quality-of life-module or Swal-Qol or Swallowing-quality-of-life or PedsQL-CP or Pediatric-quality-of-life-cerebral-palsy-module or AQOL or Assessment-of-quality-of-life or MobQol-7d or mobility-quality-of-life-7-dimension or CP-6D or cerebral-palsy-6-dimension or NBSS or neurological-bladder-symptom-score or SF-QUALIVEEN or short-form-qualiveen or GENCAT	1134 
S2	(MH ‘Cerebral Palsy’)	13957 
S3	cerebral-pals* or spastic-diplegi* or spastic-hemiplegi* or little-disease or little’s-disease or littles’-disease or littles-disease or brain-pals* or brain-paralys* or central-paralys* or cerebral-paralys* or cerebral-pares* or encephalopathia-infantilis or spastic-quadriplegi* or central-pals* or diplegia-spastica	18040 
S4	S2 OR S3	18040 
S5	S1 AND S4	34 


Additional file 2: included studies Stage 1
	Author (Year) 
	Aim 
	Sample
 Size 
	Age 
	Gender 
	Diagnosis 
	Outcome Measure 

	Aprile, I. (2016) 
	The aim of this study was to evaluate the effects of a virtual technological sailing program, followed by a sailing course, on the balance and QoL of subjects with a motor and balance disability. 
	17 
	9–20 
	Male: 9 
Female: 8 
	Neurological disability 
	CHQ-PF50 
(Child Health Questionnaire) 

	Arnaud, C. (2021) 
	Investigate the interaction between personal and environmental factors and their impact on participation. 
	416 
	22–27 
	– 
	Young people with CP 
	WHOQOL-BREF 

	Badia-Corbella, M. (2013) 
	To determine the QoL of adult participants with CP during the ageing process and to analyse the effect of motor dysfunction, communication disorders and ID on QoL. 
	46 
	Mean: 50 
	Male: 27 
Female: 19 
	Adults with CP 
	GENCAT 

	Badia, M. (2012) 
	Translation and adaptation of LAI. 
	237 
	17–64 
	Male: 120 
Female: 111 
	Participants with intellectual disabilities 
	Leisure Assessment Scale 
GENCAT 

	Badia, M. (2014) 
	To explore the impact of pain on HRQoL and motor function in individuals with CP. 
	91 
	8–19 
	Male: 41 
Female: 50 
	Physiotherapists treating children and adolescents with CP 
	Kidscreen 

	Bahrami, F. (2019) 
	To evaluate the efficacy of treadmill training on walking speed and endurance and QoL in ambulatory adults with spastic CP. 
	30 
	18–45 
	Male: 17 
Female: 13 
	Adults with CP 
	WHOQOL-BREF 

	Bahrampour, M. (2022) 
	Evaluate CP-6D and AQoL-4D. 
	2,002 
	18–70 
	Male: 976 
Female: 1,026 
	Australian general population 
	CP-6D 
AQoL-4D 

	Bahrampour, M. (2021) 
	Aims to estimate the utility value set for CP-6D. 
	2,002 
	18–70 
	Male: 976 
Female: 1,026 
	Australian general population 
	CP-6D 

	Benner, J.L. (2017) 
	To describe longitudinal change in perceived health, present of health issues and functional level in adults with CP. 
	49 
	35–45 
	Male: 27 
Female: 22 
	Dutch population, with CP 
	SF-36 
MPQ-ALI (McGill Pain) 

	Berra, S. (2023) 
	Aim to achieve the final structure of CP-QoL-PCQ for the Argentinian population. 
	100 
	3–24 
	– 
	Diagnosis of CP 
	Kidscreen 

	Bohtz, C. (2011) 
	The effect of spinal fusion and QoL. 
	50 
	Mean: 15.1 
	Male: 23 
Female: 27 
	Diagnosis of CP 
	CPCHILD 

	Borgestig, M. (2021) 
	The aim for this multicentre intervention study was to investigate the impact of EGCC intervention on communication, functional independence and participation in computer activities (type, frequency and duration) in children and young people with complex needs. In addition, the study investigated stakeholders’ satisfaction with the EGCC as a device and with related service. 
	17 
	Mean: 11.4 
	– 
	Diagnosis of CP 
	Kidscreen 

	Boyer, E. (2018) 
	The aim was to identify of DFE and PTA had an effect on QoL. 
	51 
	8–21 
	Male: 18 
Female: 10 
	Participants with CP 
	WHOQOL-BREF 

	Bray, N. (2021) 
	Development of MobQoL. 
	– 
	– 
	– 
	– 
	MobQoL-7D 

	Church, C. (2018) 
	Evaluate the long-term outcome of adolescents with CP. 
	59 
	Mean: 26 
	– 
	Children with spastic CP 
	PROMIS 

	Crawford, A. (2008) 
	Describe the characteristics of physical activity levels, health, community integration and social participation with mobility. 
	604 
	Mean: 55.4 
	Male: 43 
Female: 58 
	People with mobility impairment 
	SF-36 

	deLattre, C. (2007) 
	The aim was to establish a hypothesis concerning the interest of spinal fusion. 
	61 
	4–48 
	Male: 26 
Female: 35 
	Population with multiple handicaps 
	sQoL 

	DiFazio, R.L. (2017) 
	The objective of this study was to evaluate changes in caregivers’ perceptions of HRQoL and caregiver burden in children with severe CP following spinal fusion. 
	26 
	3–21 
	Male: 13 
Female: 13 
	Children with CP 
	CPCHILD 

	Barbosa dos Santos, L. (2010) 
	The present study aimed to investigate whether there was an improvement in the QoL of children with CP who practised dance class. 
	20 
	5–19 
	Male: 15 
Female: 5 
	Children with CP 
	CHQ-PH50 

	Douglas, J. (2021) 
	To assess the change in individual outcomes for people with disabilities and complex needs after moving into newly built, individualised apartments in the community. 
	15 
	18–65 
	Male: 6 
Female: 9 
	Children with a disability 
	EQ-5D 

	Eken, M. (2016) 
	To investigate the relation between muscle endurance and subjectively reported fatigue, walking capacity and participation in mildly affected adolescents with CP and peers with typical development. 
	17 
	13–19 
	Male: 6 
Female: 11 
	Adolescents with CP 
	PedsQL 

	Engel, J.M. (2002) 
	To cross-validate and extend the assessment of pain in persons with CP. 
	100 
	Average: 38 
	Male: 55 
Female: 45 
	Primary diagnosis of CP 
	SWLS (Satisfaction with Life Scale) 

	Fairhurst, C. (2018) 
	We explore factors associated with pain and 25 pain severity in a cross-sectional study of a population cohort of young people with 26 bilateral CP and compare parent/carer and young people self-reporting. 
	278 
	13–19 
	– 
	Children with bilateral CP 
	Kidscreen 

	Ferriera, M. C. 
	To assess the QoL of adolescents with CP by self-report and by the caregiver’s report, and to analyse the agreement between these reports. 
	101 
	10–19 
	Male: 58 
Female: 43 
	Adolescents with a diagnosis of CP 
	PedsQL 

	Findlay, B. (2015) 
	To explore whether HRQoL can be predicted by pain, age, GMFCS level and sex in children with CP, and whether different pain etiologies have varying effects on HRQoL. 
	344 
	3–19 
	Male: 72 
Female: 71 
	Children and adolescents with CP 
	DISABKIDS-CGM 

	Gannotti, M.E. (2019) 
	To describe shared meanings of success, happiness and health of adults with CP and physiotherapists. 
	14 
	Median: 46 
	Male: 9 
Female: 5 
	Adults with CP with higher education 
	SWLS 

	Gannotti, M.E. (2015) 
	Exploring interrelationships among life satisfaction, functional abilities, social roals, depression, environmental barriers and health. 
	101 
	Mean: 26 
	Male: 49 
Female: 52 
	Adults with a diagnosis of CP 
	SWLS 

	Gaskin, C.J. (2008) 
	The purpose of this research was to investigate the relationships between physical activity, HRQoL and psychosocial functioning (mood states, physical self-efficacy, social support) in adults with CP. 
	51 
	19–66 
	Male: 32 
Female: 19 
	Adults with CP 
	RAND 36 

	Gotze, M. (2022) 
	The aim of the investigation was to assess the contribution of pain to functional, social and HRQoL outcomes in adults with CP. 
	24 
	24–60 
	Male: 14 
Female: 10 
	Ambulant adults with bilateral spastic CP 
	EQ-5D-3L 

	Haley, S.M. (2009) 
	To examine initial psychometric properties. 
	308 
	2–20 
	– 
	Children and youth with CP 
	PedsQL-CP 

	Harries, N. (2018) 
	To determine the perceptions of the QoL of adolescents and young adults with CP in the Middle East. 
	51 
	13–23 
	Male: 29 
Female:  
	Youth with CP 
	WHOQOL-BREF 

	Hergenroder, H. (2009) 
	The aim of this study was to explore subjective wellbeing and satisfaction with life in general and with participation, activities, and health, in adults with CP. 
	36 
	25–33 
	Male: 9 
Female: 16 
	Adults with CP 
	BWS/A (Bern Questionnaire on Subjective Wellbeing, Adult Form) 

	Hirsh, A. (2010) 
	Determine the relative frequency and severity of eight symptoms in adults with CP; examine the perceived course of these eight symptoms over time; and determine the associations between the severity of these symptoms and psychosocial functioning. 
	83 
	18–74 
	– 
	Adults with CP 
	SF-36 

	Hurvitz, E.A. (2013) 
	In this descriptive study, the authors evaluated medical outcomes, interventions, satisfaction with life and subjective impressions about selective dorsal rhizotomy in older adolescents and adults who had undergone the procedure as children. 
	88 
	16–20 
	Mean: 25.6 
	Adults with CP 
	SWLS 

	Hwang, J.H. (2016) 
	The aims of this study were to report functional outcomes of salvage procedures for patients with CP who have chronic dislocation of the hip using validated scoring systems, and to compare the results of three surgical techniques. 
	37 
	8–22 
	Male: 14 
Female: 23 
	Children with CP 
	PedsQL 
CPCHILD 

	Hyun, S.E. (2021) 
	This study aimed to investigate the interrater reliability and validity of the EDACS in adults with CP. 
	117 
	Mean: 37.9 
	Male: 70 
Female: 47 
	Participants with a confirmed diagnosis of CP 
	SWAL-QoL 

	Jacobson, D.O. (2020) 
	To describe HRQoL, pain, fatigue and other health variables in young adults with CP, and to explore associations with the Gross Motor Function Classification System–Expanded and Revised and physical activity. 
	61 
	Mean: 21 
	– 
	Young adults with CP 
	SF-26 

	Jansen, R. (2004) 
	To examine prevalence and localisation of musculo-skeletal pain in adults with CP compared with the general population, and to investigate variables potentially associated with pain. 
	406 
	18–72 
	Male: 209 
Female: 197 
	Adults with a diagnosis of CP 
	SF-36 

	Jain, A. (2018) 
	Qualitative assessment of changes in global QoL, comfort and health; relative valuation of spine surgery versus other common interventions in CP patients; and quantitative changes in HRQoL scores. 
	212 
	– 
	– 
	Children with CP 
	CPCHILD 

	Jarl, J. (2019) 
	The aim was to study HRQoL in adults with CP stratified on demographic and disability-specific factors using both experience-based and hypothetical-based value sets. 
	408 
	18–73 
	Male: 219 
Female: 189 
	Adults with CP 
	EQ-5D-3L 

	Jeon, I. (2019) 
	To determine the prevalence of sarcopenia among a selected group of adults with CP, and to identify the factors associated with their sarcopenia among them. 
	80 
	Mean: 42.8 
	Male: 46 
Female: 34 
	Persons with disabilities 
	EQ-5D-3L 

	Jesperson, L.N. (2018) 
	The aim of this paper was to present and discuss the initial steps in the development of EQOL. 
	55 
	10–40 
	– 
	Persons with disabilities 
	EQOL 

	Jiang, B. (2016) 
	This cross-sectional analysis compares the QoL of a cohort of young Australian adults with CP with a cohort of able-bodied peers to explore the relationship between QoL and impairments, functioning and social participation. 
	335 
	Mean: 24.7 
	Male: 51% 
Female: 49% 
	CP participants 
	YAQOL 

	Jog, M. (2016) 
	This study evaluated QoL in patients treated with onabotulinumtoxinA across various therapeutic indications. 
	1,222 
	– 
	– 
	Adults with CP 
	SF-6D 

	Javanovic, M. (2012) 
	To assess HRQoL in adults with spinal cord injury, muscular dystrophy, multiple sclerosis and CP. 
	390 
	– 
	– 
	Subjects with neurodisabilities 
	WHOQOL-BREF 
WHOQOL-DIS 

	Kim, J.O. (2012) 
	We compared bilateral globus pallidus internus (GPi) deep brain stimulation with bilateral GPi deep brain stimulation plus ventralis oralis thalamotomy to analyse the effect of the combined ventralis oralis thalamotomy. 
	10 
	18–37 
	Male: 5 
Female: 5 
	Children with CP 
	SF-36 

	Kim, J.P. (2011) 
	Report the clinical outcomes of multimodal treatment of patients with secondary dystonia. 
	4 
	– 
	– 
	Children with CP 
	SF-36 

	Kolman, S.E. (2018) 
	e prospectively evaluated which of these factors were significant predictors of overall health and quality of life. 
	64 
	0–20 
	Male: 7 
Female: 52 
	Patients with CP and inability to ambulate 
	CPCHILD 

	Kraus, T. (2017) 
	The hypothesis of the present study was that ITB leads to a significant improvement of QoL in nonambulant children with CP. 
	13 
	Mean: 14 
	Male: 10 
Female: 3 
	Nonambulant children with CP 
	CPCHILD 

	Kutscher, A. (2015) 
	The aim of this study was to assess the self-reported HRQoL of patients after reaching adulthood. 
	31 
	26–51 
	Male: 18 
Female: 13 
	Children with hydrocephalus 
	SF-36 
	

	Laporta-Hoyos, O. (2017) 
	The aim was to analyse the influence of executive functioning (including cognitive flexibility), as well as that of other psychological, motor, communication and socioeconomic variables on QoL, and to identify neuroanatomical areas related to QoL in adolescents and adults with CP. 
	50 
	Mean: 25.96 
	Male: 27 
Female: 23 
	Clinical diagnosis of CP 
	CPQOL-Teen 
	

	Lennon, N. (2018) 
	To describe self-reported life satisfaction and motor function of young adults with CP. 
	57 
	Mean: 27 
	– 
	Children with CP 
	PODCI 
	

	Lennon, N. (2021) 
	This study aimed to provide objective data and evaluate factors associated with walking activity in adults with CP. 
	109 
	25–45 
	– 
	Adults with CP 
	PROMIS 
	

	Lennon, N. (2023) 
	This study aimed to describe HRQoL among adolescents with CP to examine differences between adolescent (self) and parent (proxy) reports of HRQoL, and to explore associations of pain, age and gross motor function with HRQoL. 
	102 
	Mean: 15 
	Male: 59 
	Children with CP 
	PODCI 
	

	Lindquist, B. (2014) 
	The objective was to analyse QoL in a very long-term follow-up study of now adult individuals treated for hydrocephalus (without spina bifida) during infancy. 
	29 
	30–41 
	Male: 11 
Female: 18 
	Adults with CP 
	15D 
	

	Lundh, S. (2018) 
	The aim was to study the influence of CP on fatigue, QoL and gait of adult patients. 
	50 
	21.7–67.2 
	Male: 26 
Female: 24 
	Adults with CP 
	EQVas 
	

	Maanum, G. (2011) 
	This study aimed to assess short-term effects of botulinum toxin A in ambulant adults with spastic CP. 
	66 
	18–65 
	Male: 30 
Female: 36 
	Participants with CP and no cognitive impairment 
	SF-36 
	

	Maestro-Gonzalez, A. (2018) 
	We explored the quality of life of adults with CP without an intellectual disability and the predictors of QoL. 
	93 
	20–61 
	Male: 44 
Female: 31 
	Participants with CP and no cognitive impairment 
	GENCAT 
	

	Marciniak, C.M. (2015) 
	To determine the prevalence and type of bowel symptoms, and their impact on HRQoL in adults with CP. 
	91 
	18–79 
	Male: 46 
Female: 45 
	Adults with CP 
	ICIQ-B 
	

	Martinez, M. (2017) 
	The purpose of our study was to evaluate the effect of a percutaneous subtrochanteric valgus osteotomy using external fixation on hip abduction, radiographic parameters and QoL measures in such patients. 
	15 
	10–26 
	Male: 8 
Female: 7 
	Nonambulatory patients with CP 
	CPCHILD 
	

	Martinez-Traver, L. (2020) 
	To understand the QoL of institutionalised adults with CP. 
	29 
	32–54 
	Male: 24 
Female: 25 
	Adults with CP 
	San Martin Questionnaire 
	

	Miller, D.J. (2020) 
	The aim of this study was to evaluate which factors are associated with an improvement in HRQoL after spinal fusion surgery for nonambulatory patients with CP. 
	157 
	– 
	– 
	– 
	CPCHILD 
	

	Monbaliu, E. (2017) 
	To relate dystonia and choreoathetosis with activity, participation and QoL in children and youth with dyskinetic CP. 
	54 
	6–22 
	Male: 30 
Female: 24 
	Children with disabilities 
	CP-QoL-Child 
	

	Morgan, P.E. (2014) 
	The aim of this preliminary study was to assess the wellbeing and health status aspects of the HRQoL of ambulant adults with CP and explore the relationship of falls and mobility decline with HRQoL. 
	34 
	26–65 
	Male: 15 
Female: 19 
	Ambulant adults with CP 
	SF-36 
	

	Mueller-Godeffroy, E. (2016) 
	The objective of this article was to describe the performance and, specifically, the validity of the DCGM-37 and CPM in children and adolescents with CP. 
	86 
	7–19 
	Male: 50 
Female: 36 
	Participants with a diagnosis of CP 
	DISABKIDS 
	

	Neilson, A.R. (2001) 
	This paper describes a preliminary study to investigate a range of approaches that might be used for measuring the effects of special seating on people with profound and multiple disabilities and their carers. 
	9 
	19–25 
	Male: 5 
Female: 4 
	Nonambulant participants with CP 
	SF-36 
	

	Ng, T.K.S. (2022) 
	Objectively measured cognitive functions; self-reported cognitive functions; and QoL measures in adults diagnosed with CP. 
	68 
	Mean: 29.94 
	Male: 30 
Female: 38 
	Ambulatory participants with CP 
	PROMIS 
	

	Olmsted, N.J. (2004) 
	The specific objective of this study was to describe the self-perceived health status and HRQoL of young adults with CP and spinal bifida. 
	15 
	26–32 
	Male: 5 
Female: 10 
	Young adults with CP or spinal bifida 
	AQoL 
	

	Pagliano, E. (2021) 
	The evaluation of QoL and participation of adults with CP. 
	109 
	18–50 
	Male: 
Female: 53 
	Adults with CP 
	SF-36 
	

	Ramalho-Piresde Almeida, M.A. (2019) 
	To assess the effects of an ergonomic intervention program on the QoL and work performance of people with physical disabilities working in a university environment. 
	8 
	Mean: 40.50 
	Male: 2 
Female: 6 
	Participants with a physical disability 
	WHOQOL-BREF 
	

	Reeve, B.B. (2016) 
	While a future study will focus on the linkage of the physical health domains (i.e. physical function, pain, fatigue). 
	453 
	Mean: 21.43 
	Male: 291 
Female: 161 
	Participants with special health needs and disabilities 
	PROMIS 
	

	Riad, J.,  
	The goal was to explore various dynamic changes in movement patterns of the upper and lower extremities, explore anatomical changes in terms of muscle volume and leg length discrepancy, and assess wellbeing with respect to self-esteem, sense of coherence and QoL. 
	284 
	13–22 
	– 
	Children and young adults with CP 
	EQ-5D 
	

	Riquelme, I. (2011) 
	Pain reports and touch sensitivity among persons with CP or the influence of age on the QoL of individuals with CP. 
	35 (adults) 
	18–30 
	– 
	Children, adolescents and young adults with a diagnosis of CP 
	CPQOL-Child 
	

	Ryan, J. (2020) 
	To compare the performance of the EuroQol-5D-Youth and Child Health Utility-9D for assessing HRQoL of children and young people with CP. 
	64 
	10–19 
	Male: 37 
Female: 26 
	Adults with a diagnosis of CP 
	EQ-5D-Y 
	

	Sale, R. (2002) 
	The aim of this study was to investigate the prevalence and level of disability because of pain, HRQoL and mental health in adolescents and adults with CP, living in a LMIC, compared with matched typically developing peers, and to explore associations with individual characteristics. 
	62 
	16–18 
	Male: 15 
Female: 16 
	Adults with a diagnosis of CP 
	SF-36 
	

	Sanders, R. (2013) 
	The objective of this study was to describe changes in leisure participation and leisure preferences from school age (6–12 years) to adolescence (12–19 years) in individuals with CP. This study also explored individual and environmental factors that may be associated with any changes in participation over time. 
	38 
	12–19 
	Male: 24 
Female: 14 
	Adolescents and adults with CP 
	CAPE 
	

	Sanstrom, K. (2004) 
	The aim of this study was to describe functioning and health, and explore the use of the GMFCS in an adult population with CP. 
	48 
	Mean: 32.9 
	Male: 23 
Women: 25 
	Population with CP 
	EQ-5D 
	

	San Luciano, M. (2020) 
	The aim of this study was to evaluate the feasibility and preliminary efficacy and safety of combined bilateral ventralis oralis posterior/ventralis intermedius deep brain stimulation for the treatment of acquired dystonia in children and young adults. 
	4 
	9–14 
	– 
	Participants with CP 
	PedsQL 
	

	Schmidt, S. (2022) 
	While evidence concerning the QoL of youth with CP in comparison to the general population has been accumulating, there is a lack of studies exploring differences in a wider range of positive and negative mental health outcomes in emerging adults. 
	198 
	19–28 
	Male: 107 
Female: 31 
	Adults with CP 
	WHOQOL-BREF 
	

	Shrader, M.W. (2021) 
	The purpose of this project was to describe wellbeing by assessing education, employment, physical function, walking activity and use of health care in an ambulatory adult cohort with CP who received specialised paediatric care at our centre. 
	126 
	Mean: 29.7 
	Male: 
Female: 41 
	Adults with CP 
	PROMIS 
	

	Sievens, H.C. (2015) 
	Practical QoL screening methods are needed to help focus clinical decision-making on what matters to individuals with disabilities. 
	134 
	Mean: 51.1 
	Male: 43 
Female:  
	Participants with CP 
	KEMP QoL 
	

	Slaman, J. (2015) 
	To evaluate the cost utility of a lifestyle intervention among adolescents and young adults with CP. 
	55 
	Mean: 20 
	Male: 12 
Female: 16 
	Participants with CP 
	SF-36 
	

	Stephan-Carlier, A. (2014) 
	The objectives of this study were to confront the perceptions of parents and the experience of their operated children in terms of QoL and surgical outcomes. 
	12 
	13–21 
	Male: 10 
Female: 2 
	Children with a diagnosis of CP 
	DISABKIDS 
	

	Tajik-Parvinchi, D. (2020) 
	lthood. The work reported here served as a feasibility study within a larger program of research (MyStory Study). We aimed to determine whether it would be feasible to scan and obtain good-quality data without the use of sedation during a resting state condition for functional connectivity analyses in young adults with CP. Second, we aimed to identify the functional connectivity pattern(s) that are associated with depressive mood ratings, indices of pain and fatigue, and QoL in this group. 
	9 
	18–29 
	Male: 3 
Female: 6 
	Adults with a diagnosis of CP 
	CPQOL 
	

	Tan, S.S. (2014) 
	We aimed to evaluate the efficacy of treadmill training on walking speed and endurance and QoL in ambulatory adults with spastic CP versus traditional physiotherapy. 
	– 
	18–25 
	Male: 17 
Female: 13 
	Participants with a diagnosis of CP 
	WHOQOL-BREF 
	

	Tarsulul Somek (2011) 
	To explore the effect of pain on activity independence and HRQoL in individuals with CP. 
	18 
	15–50 
	Male: 8 
Female: 10 
	Individuals with CP 
	Nottingham Health Profile 
	

	Tarsuslu, T. (2010) 
	The aim of this study was to investigate the relation between HRQoL and functional status in young adult or adult cerebral palsied individuals. 
	45 
Adults (21) 
Young adults (24) 
	Adults (16.14) 
Young adults (28.17) 
	Adults 
Male: 8 
Female: 13 
Young adults 
Male: 12 
Female: 12 
	Individuals with CP 
	Nottingham Health Profile 
	

	Tedroff, K. (2015) 
	The aim of this study was to evaluate the long-term effects of selective dorsal rhizotomy 15 to 20 years after surgery in patients with CP. 
	18 
	15–20 
	Male: 14 
Female: 4 
	Children with CP 
	SF-36 
	

	Thurston, S. (2010) 
	To determine the QoL, associations and costs of a multidiagnosis group of special needs children. In this cross-sectional survey, families were identified from the Children’s Treatment Network, a Canadian multisector program for children with special needs. 
	429 
	2–19 
	Female: 386 
	Children with CP 
	PedsQL 
	

	Toro, M. (2016) 
	The purpose of this study was to investigate how the provision of wheelchairs according to the World Health Organization’s service provision process by United Cerebral Palsy Wheels for Humanity in Indonesia affects wheelchair recipients compared with wait-listed controls. 
	309 
	– 
	– 
	Individuals with CP using a wheelchair 
	WHOQOL-BREF 
	

	Usuba, K. (2014) 
	To describe changes in gross motor function and HRQoL in adults with CP. 
	54 
	23–27 (31) 
33–42 (23) 
	Women: 15/10 
	Adults with CP 
	AQoL 
	

	Van Der Slot, W.M.A. (2010) 
	To assess participation and HRQoL of adults with bilateral spastic CP, and explore associations with self-efficacy. 
	56 
	Mean: 36.4 
	Male: 62% 
Female: 38% 
	Adolescents with bilateral spastic CP 
	SF-36 
	

	Van Schie, P.E.M. (2022) 
	This study aimed to explore the changes in the QoL of children and youth who started frame running. 
	– 
	– 
	– 
	Athletes 
	PAIDS 
	

	Veerbeek, B.E. (2022) 
	The second aim was to investigate the relationships between physical status and other outcome measures. 
	26 
	Mean: 35.8 
	Male: 16 
Female: 10 
	Adults with CP 
	SF-36 
	

	Vidart d’ Eguirbide Bagazgoitia 
	We also aimed to determine whether different shapes of QoL trajectories exist to better understand the impact of impairment and comorbidities on QoL. 
	164 
	22–27 
	Male: 90 
Female: 74 
	Children with CP 
	WHOQOL-BREF 
	

	Vogtle, L.K. (2014) 
	The purpose of this exploratory pilot study was to examine the effect of exercise on pain and fatigue in adults with CP. 
	26 
	Mean: 42.3 
	Male: 10 
Female: 16 
	Adults with CP 
	PedsQL (Generic) 
	

	Yi, Y.G. (2019) 
	We aimed to investigate the characteristics of dysphagia symptoms and their impact on the QoL of adults with CP on a full oral diet compared with healthy adults. 
	117 
	20–79 
	Male: 70 
Female:  
	Adults with CP 
	SWAL-QoL 
	

	You, J. (2022) 
	Aimed to investigate the effects of exercise habits and types on the HRQoL of adults with CP, in line with the fact that regular exercise habits, such as exercise and physical activity, during leisure time have a positive effect on the improvement of HRQoL. 
	215 
	Mean: 35.74 
	Male: 164 
Female: 51 
	Participants with CP 
	SF-36 
	

	You, J. (2020) 
	This study aimed to investigate the relationship between aerobic capacity and health-related quality in men with CP. 
	34 
	Mean: 36 
	– 
	Ambulant men with CP 
	SF-36 
	

	Young, N.L. (2010) 
	To describe the health and QoL of youth and young adults who have CP, and to assess the impact of three key factors (severity, age and sex) on these outcome. 
	199 
	23–33 
	– 
	Youth and young adults with CP 
	AQoL 
	

	Zalmstra, T.A.L. (2023) 
	The purpose of this study was to assess the psychometric characteristics of CPADULT. 
	– 
	– 
	– 
	– 
	CPADULT 
	

	Zalmstra, T.A.L. (2021) 
	Development and sensibility assessment of a HRQoL instrument for adults with severe disabilities who are nonambulatory. 
	– 
	– 
	– 
	– 
	CPADULT 
	



	


