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• “make it more clear that the nurse/doctor will see you on 
your own for a small period during the consultation, not the 
entire time”

• “kids are protective of parents and might not discuss issues 
in front of parents so as not to worry them”

• “Leaflet is a really good idea and we need copies in clinic 
rooms”

Aim/purpose:
To ask 50% of children aged 12-16 years with a diagnosis of epilepsy- without a learning difficulty – and their parents/carers attending 

paediatric epilepsy review clinic before the end of April 2020, how the epilepsy service can support their wellbeing.

Background:
It is well documented that epilepsy has an impact on children and young people’s emotional and mental health, however we did not know 

the significance of this on the young people we see in our epilepsy clinic as we did not have a standardised way to collect this

information.  We are aware of many different services available to support children and young people’s emotional and mental health 

needs, but these differ between both of our local authorities.  The team accepts there is an overall lack of knowledge in how to identify 

and assess patients that may require more of an involvement In terms of their mental health.
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To ask 50% of 
children aged 12-16 

years with a 
diagnosis of 

epilepsy- without a 
learning difficulty –

and their 
parents/carers 

attending paediatric 
epilepsy review 
clinic before the 

end of April 2020, 
how the epilepsy 

service can support 
their wellbeing.

Improve Communication between 
nurses/consultants and patients 

themselves

Training needed for staff 
around mental health and 

how to advise

Research Charities that can help 
with information/ resources

Patient Choices – Understand what the 
patients want from the team

Patient and Family 
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Understand what the parent/carer wants 
from the team

Our improvement Journey

• Coordinating staff 
and the board

• Full team input

• Unexpected issues 
i.e. patients not 
attending clinic

• Planning ahead of clinic 
to look for suitable 
patients

• Redesigning the board

• Unexpected results -
gave us new perspective

• Information Leaflet was 
created

• Once face to face clinics are 
up and running again we 
need to meet as a team and 
discuss about continuing with 
this QI project as there is still 
much to learn about what 
Young People want from the 
service.  

• Leaflet to be circulated 
among epilepsy team for use 
by young people.

Wording changed 
after feedback 

from patients and 
staff

Changed amount 
of target responses 
as it was taking too 
long

Once new target 
was reached we 
developed a new 
set of questions 

Questionnaire for 
patients –
developed
questions

Currently in the 
process of developing 
an information pack 
for a group of patients 
to review

Lockdown hit after only 
collecting one response 
– therefore plan 
change and 
information leaflet 
created

Board layout 
change (used DVD 

cases to collect 
counters)

Asking young 

people how the 

epilepsy service 

can support their 
wellbeing


