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IMAGINE-ID is a national UK cohort study of children and young people (CYP) with
intellectual disability (ID) of identified genetic aetiology (2015-2025). Median age at
recruitment was 9 years (range 4-26 years). We are currently re-assessing families 5
years after their initial participation.

Caregivers completed standardised semi-structured online questionnaires about
their child’s development, strengths and difficulties when they entered the study.

Personalised feedback reports were provided at that time on their child’s current
behavioural and emotional adjustment. The reports summarised their child’s
strengths and difficulties using a traffic-light system.

Research questions: Did caregivers find their IMAGINE personalised feedback
reports ‘useful’? In what way did caregivers perceive their reports as useful?

Background

• 1027 caregivers completed an ‘evaluation survey’ 5-years after the personalised feedback reports had been provided to them.

• The survey comprised: one question enquiring about the report’s ‘usefulness’ on a 4-point Likert scale and four scales measuring 
potential areas of impact. 

Utility
• 5 items 
• Use as supporting evidence e.g., EHCP,

disability allowance

Shareability 
• 9 items 
• Who, if anyone, was the report shared with? 

Psychological Impact
• 4 items
• Assessing change in understanding of the child

Clinical Impact
• 7 items 
• Change in clinical care e.g., a referral or 

change in existing health care plan
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Axis Title

Utility
(β = 0.080, p = .002)

Shareability
(β = 0.113, p <.001) 

Psychological Impact
(β = 0.654, p < .001) 

Clinical Impact
(β = 0.030, p = .242)

• Feeding back to families our findings on the severity of 
their child’s emotional and behavioural adjustment 
difficulties had a positive impact. 

• Perceived usefulness was associated with an improved 
understanding of their child (psychological impact). Our reports 
were submitted in support of EHCPs (utility), and were widely 
shared with other people (shareability). 

• Further analyses are needed to adjust for potential confounds 
in CYP characteristics (e.g., level of ID, behavioural difficulties 
etc.). 

• Additional analyses of open-text comments collected as part of 
the survey will help to establish a better understanding of how 
the reports are being used in the real-world. 

69.7% (N = 708)
of families rated
their reports as
being helpful to
some degree

Multiple Regression model predicting 
usefulness from four impact scales  

Methods 

Results 

1. Did caregivers find their IMAGINE reports ‘useful’?

A multiple regression model predicted 
perceived usefulness from the impact 
variables (shareability, utility, clinical 
impact and psychological impact). 

Usefulness was significantly predicted 
by greater psychological impact, 
shareability of the report and utility of the 
report, but not clinical impact (F(4,1011) 
= 330, p<.001, R2= 0.566). 
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Example of personalised report outlining key areas of the child’s 
adjustment compared to national norms
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