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Impact and Influence - Project overview

Increase the voice of children, young people and
families in Epilepsy services.

* Try out new approaches based on Lundy model
(Space, Voice, Audience, Influence) in nine ‘
Epilepsy services N
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* Create a toolkit for other Epilepsy services
across England and Wales



The Lundy model

Theright to
express views
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Theright to
have views
given due weight

Being
listened to
about....

About my
own care
and health




The Lundy Model

to share my views?

e What might worry me about
saying what | think?

to get my thoughts together?

.

/0 What helps me feel comfortable

e Do | have enough time and space

-

e How do | know what is
happening with my views next?

e How will | know my views are
being taken seriously?

¢ How will | know what difference
my views have made?

N\

Space (safety,

formulating

viiews)

Influence
(making a
difference &

feedback)

my views?

e What information would
help me to form my
opinions?

* How do | like to

. communicate?
Voice J

(expressing

( e What help do | need to share\

views)

e Who do | want to hear
what | have to say?

e How do | want to
communicate this to
them?

¢ Can this person make a
difference?




Being listened to about your
care

Being listened to about how =
services can be improved




Nine services took part

University Hospital Southampton

Young Epilepsy

Great Western Hospital, Swindon
Coventry and Warwickshire Hospital
Wythenshawe Hospital (Manchester)
Hull University Teaching Hospitals Trust
Norfolk Community Health and Care NHS
trust

Chelsea and Westminster Hospital
Medway NHS Foundation trust
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During the year three services formally stepped down
due to staff changes or capacity, two paused the
projects.



Di
Fea ISt
r a

4 gexpegt\/engu, SUCS

Staff
WIS
e wing

teomw
W\ work\

LacK of
C\\n'\c

Facilitator,
ge\nN \nc\uswe
= Lack of enthusi

Maki
iNg Gssumpfio
NS

ime,
Se\ling e concept



What helped?

Build your support network:

* Team

e Senior leaders, management
* Integrated care boards

* Youth services, participation networks, LA public health teams etc
 RCPCH &Us

Find a bit of extra resource (time or money)

* Hospital charities

* In-kind support from your network (venues, facilitation support, etc)
* Prioritise it as part of your Ql work
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What helped?

Recruit families (children, young people, parents carers)

* Epilepsy nurses — personal touch makes a big different
e Opportunity where families can meet, have fun etc

* Asset based approaches!

Open minded and enthusiastic approach!

* Don’t make assumptions about what CYP and families are finding challenging
* Let them help come up with solutions

e Listen with an open heart
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What n dppeneq?




n and young people

childre
Parents ,
Carers




Southampton YP film

https://youtu.be/sAQjB4KNmM8U
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https://youtu.be/sAQjB4KNm8U

Innovation labs — an approach

Space - children and young

people, parents and carers.
Facilitated session.
Not in hospital.

Voice - creative, peer support,
action focused, individual or group

Audience - directly or where it will
be shared...

Influence - clear next steps
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Innovation lab films

https://youtu.be/hf9oyDh9wml
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https://youtu.be/hf9oyDh9wmI

The Voice toolkit

~

e Your voice in your care for CYP
and Parent / carers

e 10D tips, case studies or guidance

* Pilot site case studies
* Getting it off the ground (helps and challenges, making the case)
* Audience / Influence - making sure the work has an impact

)

~

¢ Voice and feedback about service
delivery and design

e Example or template postcards, posters, resources

* Space and Voice - Card sets
* Space and Voice - Prepping for appointment leaflet for parents
* Workshop flyer

)

Training / learning activities for Epilepsy teams

* Space and Voice - Creative methods for CYP (video)

e Audience and Influence — Analysis feedback and thinking through
what it means for your service (parents audio, hospital video)

Autumn 2024 - Toolkit completed and launched




Card sets

It can be hard to speak
up in appointments and
ask questions

Sometimes its hard to
share with your parents
what you want to say

HOW AM T FEELING TODAY?

Sometimes you do want parents
/ carers / clinicians to lead the
discussion but you also want a
way to raise the issues you are
worried about
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Card sets

* A tool to support children and young people
who are not so comfortable or not able to
communicate verbally.

« Communication preference —thisis
how I like to communicate

* Agenda setting - these are the things |
want to talk / ask about

* Feelings — this is how | am feeling

* Children and young people can highlight
issues but then responsibility shifts to adult to
ask the right questions / provide right
information about it.

e Can be used by children, young people,

clinicians and parent / carers (by anyone!)
18



THANK YOU!

Sigh up to RCPCH &Us for

volunteering opportunities to
support paediatrics and child health « RCPCH

Leading the way in Children’e Health
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