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Finding	out	what	is	most	important	to	measure	
in	research	for	children	with	epilepsy	

	
	
	
	
	
	
	
	
	
	
	
	
	
	
1.	Who	did	the	study	and	why?	
	

• This	study	is	part	of	a	large	research	project	called	CASTLE	which	stands	for	‘Changing	
Agendas	on	Sleep	Treatment	and	Learning	in	Epilepsy’.	CASTLE	is	focused	on	the	most	
common	type	of	childhood	epilepsy,	which	is	sometimes	called	rolandic	epilepsy.	
	

• The	aim	of	CASTLE	is	to	help	answer	the	question	‘which	kind	of	treatment	is	best	for	
children	with	rolandic	epilepsy?’	It	might	be	best	to	treat	children	with	medicine	or	not.	We	
do	not	know	yet.	That	is	why	the	CASTLE	study	is	important.	
	

• This	first	part	of	CASTLE	is	called	the	CHOICE	(Core	Health	Outcomes	in	Childhood	
Epilepsy)	study.	The	aim	of	CHOICE	was	to	find	out	which	outcomes	are	most	important	to	
measure	in	child	epilepsy	research,	with	help	from	young	people	with	epilepsy,	their	
families	and	health	professionals.	This	work	is	important	because	it	makes	sure	child	
epilepsy	research	in	the	future	includes	outcomes	that	are	important	to	families.	The	study	
was	led	by	a	team	of	researchers	and	health	professionals.	The	main	research	site	was	
King’s	College	London	with	help	from	researchers	and	clinicians	around	England	and	
Wales.	

Key	Points	
	

• We	reviewed	published	research	and	made	a	list	of	all	the	ways	used	to	
measure	effects	of	epilepsy	and	whether	treatments	for	epilepsy	work.	We	
grouped	together	any	outcomes	that	are	similar.	

• Young	people	with	epilepsy,	parents	and	health	professionals	took	part	in	an	
online	survey.	The	survey	asked	them	to	rate	which	of	the	outcomes	they	
thought	are	most	important	to	measure	in	child	epilepsy	research.		

• A	smaller	number	of	young	people	with	epilepsy,	parents	and	health	
professionals	took	part	in	a	meeting	to	reach	agreement	about	the	most	
important	ways	to	measure	as	outcomes	in	research.		

• The	38	outcomes	we	agreed	on	are	proposed	as	a	‘core	outcome	set’	of	what	
should	be	measured	in	all	child	epilepsy	research.  



 

 

2.	What	did	we	do?	



 

 

3.	What	did	we	find?	

	
Table:	An	example	of	one	outcome	from	each	of	the	10	categories.		

	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	
	

The	full	list	of	outcomes	can	be	found	on	www.castlestudy.org.uk/choice	



 

 

4.	What’s	next?	
	
This	study	brought	together	young	people	with	epilepsy,	parents	and	professionals	to	
reach	agreement	towards	a	core	set	of	outcomes	to	measure	in	child	epilepsy	research.	
We	suggest	that	future	studies	on	treatment	for	childhood	epilepsy	take	into	account	the	
outcomes	we	suggest.	
	
Further	research	could	focus	on:	
	

• ranking	the	outcomes	to	try	and	reduce	the	number	of	outcomes	to	a	more	‘critical’	core	
outcome	set	for	research.	This	will	make	it	easier	to	use	in	research.	
	

• looking	at	how	to	measure	the	outcomes,	such	as	questionnaires	used	to	measure	health	
related	quality	of	life	specifically	for	children	with	epilepsy.  
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School)	Lucy	Bray	(Professor	of	Child	Health	Literacy,	Edge	Hill	University),	Bernie	Carter	
(Professor	of	Children’s	Nursing,	Edge	Hill	University)	,	Janet	Currier	(Lay	co-investigator	and	
epilepsy	services	user),	Colin	Dunkley	(Consultant	Paediatrician,	Sherwood	forest	Hospitals	
NHS	Foundation	Trust),	Frances	M	Gibbon	(Paediatric	Neurologist,	Noah’s	Ark	Children’s	
Hospital	for	Wales),	Dyfrig	Hughes	(Professor	of	Pharmacoeconomics,	Bangor	University),	
Samantha	Lyle	(Family	Engagement	Officer,	King’s	College	London),	Deborah	Roberts	(Lay	
co-investigator	and	epilepsy	services	user),	Catrin	Tudur-Smith	(Professor	in	Medical	
Statistics,	University	of	Liverpool),	Paul	Gringras	(Professor	of	children’s	sleep	medicine	and	
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(Associate	Professor	in	Child	Health	Research,	University	of	Exeter	Medical	School)	


