
Supplementary Figure 1: ‘Word Cloud’ illustrating the words used when 361 survey 
respondents were asked how sickle cell disease makes them feel. More frequently used words 
are in larger font relative to those used less frequently. 

 

 

 

 

 

 

 

 

 

 

 

 

 

 



Supplementary Figure 2: Problem Scores for ‘Information about SCD’ Survey Questions 

 

 

 

 

 

 

 

 



Supplementary Figure 3: Problem Scores for ‘Support for SCD’ Survey Questions 

 

 

  



 

Supplementary Figure 4 Problem Scores for ‘Management of SCD’ Survey Questions 

 



Supplementary Figure 5 Twitter® card for dissemination of pilot survey findings  

 

 

 

 

 

 



 

Supplementary Table 1 Changes made to survey questionnaires following cognitive testing  

Feedback received at cognitive testing  Action 

The following question was problematic for 
children in its current format: 

- After reading the question, some 
children answered with “I asked my 
parents”. This was not an available 
response option as the question 
intends to understand what service 
was accessed. When further 
prompted, they were able to answer 
this.  

- Some respondents found the 
number of response options 
confusing. 

 

Based on the feedback, the question was 
amended: 

- The question text was amended from 
‘what did you do…’ to ‘what did you and 
your parent do’. 

- The number of response options was 
reduced.  
 

 

A number of interviewees commented on 
the phrase ‘sickle cell disorder’ and 
explained that although the term ‘sickle cell’ 
is regularly used, the words ‘disease’ or 
‘disorder’ are seldom used. 

The terminology was altered across all 
surveys to reflect this. This is reflected in 
the question examples above.  

Some sections of the survey ask about 
recent contact with specific parts of the 
healthcare system e.g. emergency care and 
inpatient stays – see example below. 
Several participants experienced difficulties 
recalling details about specific aspects of 
their care, particularly if it was over one year 
ago.  

- Questions asking about recent 
healthcare were amended to a specific 
timeframe – within the last one year.  

- The example below shows that, at the 
request of participants, both the 
question text and the response options 
were amended to emphasise this 
timeframe. Those who received the 
named type of care over a year ago 
were routed past the subsequent 



 

 

 

 

 

questions asking about that particular 
care episode.  

 

 

  



Supplementary Table 2 Validation statistics  

 

  

2a Inter-item polychoric correlations- Adults 

 

2b- Inter-item polychoric correlation- children  

 



 

2c- Inter-item polychoric correlation- parents  

 


