
Appendix 1: Sample Medline search strategy 

1 exp Disabled Persons/  

2 ((physical* or intellectual* or psychiatric* or sensory or motor or neuromotor or cognitive or 

mental* or developmental or communication or learning) adj2 (disabilit* or disabl* or 

handicap*)).mp.  

3 exp Intellectual Disability/  

4 ((cognitive* or learning or mobility or sensory or visual* or vision or sight or hearing or 

physical* or mental* or intellectual*) adj2 impair*).mp.  

5 (mental* adj1 retard*).mp.  

6 ((mental* or emotional* or psychiatric* or neurologic*) adj2 (disorder* or ill or 

illness*)).mp. 

7 (deaf or deafness or blind or blindness).mp.  

8 1 or 2 or 3 or 4 or 5 or 6 or 7 

9 (infant* or infanc* or child* or adolescen*).mp.  

10 8 and 9 

11 (EQ-5D* or EQ5D* or "time-trade-off" or "time trade off" or TTO or "standard gamble" or 

"standard-gamble" or SG or "health utilit* or  “HUI” or “SF36” or “SF-36” or “CHU-9D” or 

CHD9D or SF-6D* or SF6D* or PALQLQ* or PAHOM* or  “Quality of well being” or “Quality of 

well-being” or “QALY” or Quality of life adjusted years” or “QoL”").mp.  

12 “Cost-utility or “cost utility  

13 “Cost-effectiveness or “cost effectiveness 

14 “Cost-benefit” or “CBA” 

15 11 or 12 or 13 or 14 

16 10 and 15  

  



Appendix 2: Data extraction items 

1. Study ID 

2. Year of publication 

3. Author contact details 

4. Publication type (e.g. full report) 

After texts eligibility confirmed 

Background information  

1. Country 

2. Funding sources 

3. Conflicts of interest 

4. Statement of ethical approval  

Study aim and methods 

1. Aim of study 

2. Study design 

3. Duration of study 

4. Duration of participation 

5. Multicentre or single centre 

6. Study setting 

7. Inclusion/exclusion criteria 

8. Sample origin - Setting participants recruited from (clinical/ community) 

9. Method of recruitment 

10. Sample size 

11. Sampling method 

If trial  



1. Number randomised to each group 

2. Description of intervention including intervention provider and duration of programme 

3. Description of comparator 

Participant characteristics (for sample recruited and sample included in the analysis if 

different). Note if participant is not respondent these characteristics should also be described 

for respondents.  

1. Age 

2. Sex 

3. Race 

4. Socioeconomic status 

Disability  

1. Diagnosis 

2. Disability type 

a. Years in present disability  

3. Disability severity 

4. Other medical condition  

a. Years in this condition  

HSUVs determination 

1. Method used to obtain health utility 

2. Attributes of method described 

3. Mode of administration (e.g. telephone, face-to-face) 

4. Data source (e.g. self-reported or proxy) 

5. If administered by proxy, relationship between respondent and participant 

6. Preference elicitation technique(s) described 

7. Time points measured 



8. Time points reported 

9. Measurement scale 

10. Length taken to complete 

 

If study is not examining validity of the instrument 

11. Is validity of the instrument in children and adolescents with disabilities reported? If not, is 

this information published? 

12. Is reliability of the instrument in children and adolescents with disabilities reported? If not, is 

this information published? 

13. Is responsiveness of the instrument in children and adolescents with disabilities reported if it 

is a longitudinal study? If not, is this information published? 

 

If study is examining psychometric properties of the instrument 

14. Is evidence of the content validity of the instrument provided? 

a. Are the methods used to solicit and confirm attributes of the instrument relevant to 

the measurement application? 

b. What is the evidence of content validity? 

c. Do the authors report similarities and differences between the participants included 

in the evaluation and the target population? 

d. Is the recall period for the measurement application justified? 

15. Is evidence of construct validity provided? 

a. What measures were used to demonstrate construct validity? 

b. Do the authors report similarities and differences between the participants included 

in the evaluation and the target population? 

c. Are predefined hypotheses on the expected associations between other measures 

and the instrument of interest provided?  



d. What is the empirical evidence to support predefined hypotheses on the expected 

associations between other measures and the instrument? 

16. Is evidence of other types of validity provided? 

a. What methods are used to determine other types of validity? 

b. Do the authors report similarities and differences between the participants included 

in the evaluation and the target population? 

c. What is the empirical evidence of other types of validity? 

17. Is evidence of responsiveness provided? 

a. Is empirical evidence of changes in scores consistent with predefined hypotheses 

regarding changes in the instrument provided? 

b. Do the authors report similarities and differences between the participants included 

in the evaluation and the target population? 

18. Is evidence of reliability provided? 

a. What method is used to determine reliability (e.g. test-retest reliability)? 

b. Is this method justified? 

c. What is the empirical evidence for each type of reliability investigated? 

d. Is the reliability of the method >0.70 for group-level comparisons? 

e. If the reliability is lower than 0.70 is this justified? 

Results 

1. Study response rate 

a. Overall response rate 

b. Response rate for instrument at each time point  

c. Reasons for missing data 

d. Rate of exclusion of any respondents or observations 

e. Reasons for excluding any respondents or observations provided 

 



2. HSUV score 

a. Summary statistics 

 


