
POPULATION, POLICY AND PRACTICE

How patients and the 
public can shape 
research: the Mental 
Health Intervention for 
Children with Epilepsy 
(MICE) randomised 
controlled trial 



Introduction to MICE
• There are 4 work packages, WP1 and WP2 are complete and we 

are now in WP3 and WP4 stages.

• Randomised controlled trial.

• Effectiveness of remotely delivered CBT for children with epilepsy 
and mental health condition(s). 

• Delivered from within epilepsy services  (e.g. Assistant 
Psychologists, Nurses).

• Primary outcome: results on strengths and difficulties 
questionnaire (SDQ) at 6 months post-randomisation. 

• Scores compared with children in the Treatment As Usual (TAU) 
arm of the study.



Introduction to 
the PPI group 
at MICE



What it’s like to be a member of a 
PPI group



How the PPI group shapes the trial 
shapes the trial 
• Dissemination: 

Producing a 
blog which is 
now published 
in Epilepsy 
Research UK 

• https://epilepsyresearch.org.uk/our-research/research-blog/research-involvement/

https://epilepsyresearch.org.uk/our-research/research-blog/research-involvement/


How the PPI group shapes 
the trial 

Dissemination: participating in the production of 
a peer reviewed paper on how to deliver PPI 
remotely (currently in progress).

• 9 of our members answered questions about 
their involvement in the PPI group remotely. 

• There is current research on remote delivered 
mental health interventions, but nothing on 
remote delivered PPI.

• In light of COVID-19 and lack of research, we 
felt it was important to look at the advantages 
and disadvantages.

• Aim to publish in ‘Research for All’ journal. 



Lessons Learned
•When PPI is done well it can have a clear 

impact on research design, implementation and 

outcomes.

•Nobody cares more about improving treatment 

outcomes than the people who need those 

treatments.

•Being a part of the PPI group has taught me so 

much about my condition, provided support and 

helped me to feel listened to.

•How our members are truly altruistic, prepared 

to give up their time and energy to contribute to 

research that will benefit others in the future.



Any questions? 


