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What is IMAGINE?





IMAGINE ID Cohort

learning disability or 
developmental delay

Pathogenic CNV or SNVChildren aged 4 – 19 

2,809 children 



NHS Regional Genetic Centre 

recruitment 
Online Assessment Completion 





Physical health

94%  1+ significant physical health problem

30%  history of seizures 

65%  disturbed sleep



What are the mental health needs of 
children with learning disability? 



Strengths and Difficulties Questionnaire



1 in 10    Anxiety

1 in 10    Behavioural problems 

1 in 5      ADHD

1 in 3      Autism 

Mental health conditions

Neuropsychiatric risk in children with intellectual 

disability of genetic origin: IMAGINE, a UK national 

cohort study

The Lancet Psychiatry



Covid-19 Interview Study
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AIMS

Explore the experiences of parents of children with an 
Intellectual and Developmental Disability (IDD) and a 
rare genetic disorder during the COVID-19 pandemic.



PARTICIPANTS

• IMAGINE Study Participants 

• 23 mothers

• 14 boys and 9 girls aged 5–15 years  

METHODS

• Mixed methods: Online survey + Telephone interviews

• Thematic analysis 



Online Survey (n=23)



39% reported that the pandemic had reduced their ability to earn money





Telephone 
Interviews



Thematic Analysis

Transcribe

Code

Identify themes



Thematic Analysis

Transcribe

Code

Identify themes

I am tall, single (widowed), easy going, honest, good 

listener with a good sense of humour. Being a 

handyperson I keep busy working around the house, I 

also like to follow my favourite hockey team on TV or 

spoiling my two granddaughters when I get the chance!! I 

enjoy most music except Rap! I keep fit by jogging, 

walking and bicycling(at least three times a week). I have 

travelled to many places and RVd the South West U.S., 

but I would now like to find that special travel partner to do 

more travel to warm and interesting countries. I now feel 

its time to meet a nice, kind, honest woman who has 

some of same interests as I do; to share the happy times, 

quiet times and adventures together. 



Thematic Analysis

Physical description Widowed Positive qualities

Humour Keep busy

Hobbies
Family

Future plans 

Music Active

Travel
Future plans 

Partner qualities



Thematic Analysis



Main themes

MANAGING 
PRE-EXISTING 
CHALLENGES

SUPPORT 
MATTERS

MIXED EMOTIONS 

MIXED EMOTIONS

“you just feel like our life was so 
different to other people’s’’

“The pandemic was nice but really hard”

“just being able to have that support bubble, 
rather than being locked in your own four walls”









Interaction Institute for Social Change | Artist: Angus Maguire.
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July 2021: New themes

“He was really anxious to start off. He was getting upset 
every morning because (…) he had to go to school“ 

“He hasn’t got any siblings, so he regressed for things like 
sharing and waiting. I think the saving grace for us was 

when he went back to school.” 

“Undoubtedly there will have been impacts on his 
learning, there will gaps that I have nowhere near filled.”

Anxiety returning 
to school

Functional and 
social skills concerns

Academic concerns 



Mental health and behaviour

Parental distress & resilience

Unexpected positives

Varied impact on children

Change in concerns over time:                                           
Complex behaviour -> emotional wellbeing & development



School and healthcare

Short but regular check-ins

Digital equity

Tele-medicine as complementary care delivery



IMAGINE 2: Online Survey

• Changes in mental health? 

• Impact of Covid-19?
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May-December 2021 
(n=1063) 



Strengths and Difficulties Questionnaire

Before pandemic 
2014-2019

After lockdown 
2021 



Strengths and Difficulties Questionnaire

Before pandemic 
2014-2019

After lockdown 
2021 



47% reported that the pandemic had reduced their ability to earn money

41% of families were shielding

families reported at least one positive change as a result of the pandemic48%



Biggest challenge

24%

21%

19%

16%
14%

7%

0%

5%

10%

15%

20%

25%

30%

Social
distancing

Anxiety Other No change Loneliness Low mood



Practical implications

• Care co-ordination

Brief check-ins 

Support the parent to support the child 

• Tele-medicine has a role to play



Strengths and limitations 

• Biases

• Confirms previous observations

• New insights:
-use of technology during the pandemic for schooling and healthcare
-need for regular check-ins



Thank you for listening! 

Questions: 

j.wolstencroft@ucl.ac.uk

https://imagine-id.org/news/coronavirus-experiences-study-

findings/

https://bmjopen.bmj.com/

mailto:j.wolstencroft@ucl.ac.uk
https://imagine-id.org/news/coronavirus-experiences-study-findings/
https://imagine-id.org/news/coronavirus-experiences-study-findings/
https://bmjopen.bmj.com/


Questions?
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