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Scope of the project

3 year project which commenced in October 2020 and is funded by NHS England.

Children under 18 years old with complex epilepsy, registereld avEP in Luton and who are seen
by consultants at the Luton site of Bedfordshire Hospitals NHS$sTand Epilepsy nurses at
Cambridgeshire Community Services.

Partner with Patients Know Best to deliver an integrated diggdlipatient held record by
consolidating information generated by the patient or parent gside information from primary
care and acute care
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Available in over 20 languages and on any internet-enabled device.

It is also integrated within the NHS App through the NHS login.



Welcome page (PKB)

" Settings £} Help i@ Log out (1)

dren /. Ackubts

Home

Welcome Usha Panchal Send message E

Welcome to your Patients Know Best enline health record for Cambridge Community Invite nrofessional
Services NHS Trust. nvite protessiona

Here you will be able to see, share and record your medical information. You will also be

able to access care plans and medical correspondence between yourself and clinical Start consultation
teams. As this service develops, your test results, appeointment letters, and appointment

details will also be available.

To access the record of someone you are caring for, use the Sharing tab or visit the
library for further information from your team.

Please note: This service is not for emergency use and may not be monitored on a daily
basis. For urgent medical care or advice call NHS 111. In case of serious injury or illness
call 935 or visit your nearest A & E department.

Information is held about you. We need to have a complete picture of past, current and
future health needs and treatment so that we can give you the best care.
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Care Plans In

PKB
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Key Components of PKB

X Two-way communication portaénables carers and young adults to
message and receive information.

X Users camttach videos and documents for journals and files

X Aseizure diary maintained by carean be accessed live by
professionals at any time.

X Alibrary of medical information about epilepsysafety, lifestyle,
prognosis, and links to other epilepsy websites which hold authentic
iInformation.

X 24-hour secure access to this platforon any web-based digital
equipment such as smart phone, desktop or mobile tablets.

X Further plan is to integrate PKB with hospital and GP recdals
appointments, tests, and discharge letters.



Files holding important documents within PKB

L Settings £F Help &) Log out (1)

S uies

Home > Files

Files Add file 5y

Upload documents such as letters, reports or photographs. Note, medical documents from yvour
teams will appear in the relevant part of wour record e.g. letters in the "Events & messages”
section, imaging reports in the "lmaging" section.

MName Uploaded by Date MNotes
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Authorised
28 Apr 2022

28 Apr2022

Integration of GP clinical system with PKB

Drug ¥

Chloral hydrate 500mg/5mi oral solution

100 ml-take 5 mls pm

Clobazam 5mg/5ml oral solution

300 ml- 1mg ( 1ml) once a day during the night

28 Apr2022 CosmoCol Plain oral powder sachets (Stiring Anglian Pharmaceuticals Ltd)

28 Apr2022

28 Apr 2022

28 Apr2022

28 Apr 2022

28 Apr2022

28 Apr 2022

28 Apr2022

28 Apr 2022

60 sachet- use as directed

FruitiVits oral powder 69 sachets (Vitaflo International Ltd)
30 sachet - use as directed

K.Quik liquid {Vitaflo International Ltd)

2250 ml - uge as directed

KetoCal 4:1 powder vanilla (Nutricia Ltd)

300 gram - use as directed

Lactulose 3.1-3.70/5ml oral solution

500 ml-10ml once a day

Levetiracetam 100mg/ml oral solution sugar free
300 ml - qive 400mg twice daily

Liquigen emulsion (Nutricia Ltd)

2000 ml - use as directed

Melatonin 2mg capsules

60 capaule - take two capsules daily
Phenobarbital 50mg/5ml oral solution

400 ml - take 38mg ( 3.8ml) twice a day

28 Apr2022 Sennosides 7.5mg/5ml oral solution sugar free

500 ml - 1x5ml spoon at night

Last lzsued
14 Jul 2022

15 Aug 2022

Reauthorised

Reauthorised

Reauthorised

Reauthorised

30 Jun 2022

15 Aug 2022

Reauthorised

14 Jul 2022

15 Aug 2022

30.Jun 2022

Review
28 Apr 2023

28 Apr2023

28 Apr 2023

28 Apr2023

28 Apr 2023

28 Apr 2023

28 Apr 2023

28 Apr 2023

28 Apr 2023

28 Apr2023

28 Apr 2023

28 Apr 2023

lssues
116 (12)

316(12)

0160)

102)

>Chloral hydrate 500mg/5ml oral solution sterted 28 Apr 2022

take 5 mis prn: Supply Quantity 100 mi: Issued 1: Max Issue 6: Last Issued 140772022

»>Clobazam 5mg/5ml oral solution started 28 apr 2022

1mg { 1ml) once a day during the night: Supply Quantity 300 ml: Issued 3: Max Issue 6: Last Issued
15/08/2022

>CosmoCol Plain oral powder sachets (Stirling Anglian
Pharmaceuticals Ltd) started 28 2pr 2022
use as directed: Supply Quantity 60 sachet: Issued 0: Max Issue 6

»FruitiVits oral powder 6g sachets (Vitaflo International
Ltd) started 28 Apr 2022

use as directed: Supply Quantity 30 sachet: Issued O: Max lssue &

>K.Quik ligquid (Vitaflo International Ltd) storted 28 Apr 2022

use as directed: Supply Quantity 2250 mi: Issued 0: Max Issue &

>KetoCal 4:1 powder vanilla (Nutricia Ltd) started 28 apr 2022

use as directed: Supply Quantity 3200 gram: Issued 0: Max Issue &

>Lactulose 3.1-3.7g9/5ml oral solution storted 28 Apr 2022
10ml once a day; Supply Quantity 500 mi: Issued 1: Max lssue 6: Last [ssued 30/06/2022

>sLevetiracetam 100mg/ml oral solution sugar free started 28 Apr

2022
give 400mg twice daily: Supply Quantity 300 mi: Issued 3: Max |ssue 6: Last lssued 15/08/2022

>Liquigen emulsion (Nutricia Ltd) storted 28 apr 2022

use as directed: Supply Quantity 2000 mi: [ssued 0; Maox |ssue &

>Melatonin 2mg capsules started 28 apr 2022

take two capsules daily: Supply Quantity 60 capsule: Issued 1: Max [ssue 6: Last lssued 14/07/2022

>Phenobarbital 50mg/5ml oral solution started 28 apr 2022

take 3Bmg | 3.8ml) twice a day: Supply Quantity 400 mi: Issued 3: Max Issue 6: Last Issued 15/08/2022

>»Sennosides 7.5mg/5ml oral solution sugar free started 28 apr
2022
ixEm: spoon at night: Supply Quantity 500 mi: Issued 1: Max |ssue -1: Last Issued 30/06/2022
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General haaith | 4

General health | 4

General heaith | 4

Genemal health

Gensml haaith



For the clinicians involved, PKB has meant that:

X partnership workingwith the parent/ carer

x sakty of prescriptionshasimproved

X medication review ismua easier

X care plansare easer to maintain

X parentscan bedirected to thelibrary

X videosare available which involve the parentsto explan the different aspects of epilepsy care
x feedinginto a National Audit for Eplepsyismucheasier

X video secure-uploadfunaion means clinicians can give a quick review and opinion on seizures
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x allowsdliniciansto prioritise messages

1 availability of the seizure diary is helpful



For parents and Children, PKB has meant:

T reduced the burden of care

T all the information can be held digitally in one place
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Tinformation is easier to retrieve

Tparents not having to keep repeating their stories

Tpatient expeaience hasimproved especially during adnissions

Timproved medicines safety

T makesappointments with tertiary clinicians more meaningful

T communication with their health and care professionals has improved

T it hasenaled partnership working for both patients and clinicians

T improved access

T givesfamiliesthe confidence to go away on holiday

T parents can offloadany questionsor queriesbymessagingsZ oJv] ] v[e C }@& v]PZsSJ



Raising epilepsy awareness in our community
Inspire Radio Station

The Health And Fitness Show




Leaflets explaining PKB in English, Urdu & Bengali

Kvt/ THE PATIENT'S COMPANY .. and Milton Keynes

® e Health and Care Partnershig

one central place to store

« Seizure diary and videos
¥ « Epilepsy care plans
« Medical history
« 'All About Me' plan
« Medicines, allergies and
diagnoses

A PILOT FOR LUTON PAEDIATRIC EPILEPSY
PATIENTS ONLY!
To register call 0333 405 0079

"our first family holiday was saved by PKB
when our young child had a seizure that
wasn’t their usual type. We were able to

message our epilepsy nurses Liz and Mary

through PKB to ask for advice. Liz and
Mary reassured us, meaning we didn’t
have to take our child to an unfamiliar
hospital, or cut our holiday short and
come home."
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PAU Launch Week 28uly 2022)
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Parents sharing their stories
with local executives



A podcast with the executives



Liz Stevens (Childrens Epilepsy Specialist Nurse)

Cambridgeshire Community Services NHS Trust
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Development of PKB digital epilepsy
transition programme
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Nurses and Young Epilepsy but with

focus on views/opinions of young

people

Local but including other areas of UK






What young people told us

Enable young
people to engage-
good way to start

Helped me to
engage in transition
work

Helps young people
to think about their
future which
iIncludes epilepsy

We have ownership
of the process

Questions all good
likes the section on
mental health-
made her think of
her own needs

Answers will be
much richer than
the programme

used before




Thank you for
making me

part of this
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Medical History and medicines showing on PKB



Journal Entry (PKB)



Seizure diary Aug - Sept 2021







Lennox-Gastaut syndrome

1This epilepsy syndrome is uncommon and occurs in between 1 and 5
In every 100 children with epilepsy.

However, it Is the most common type of intractable (difficult to treat)
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developmental delay and learning difficulties.
1The most common time for Lennox- Gastaut syndrome to start is

between 3 and 5 years of age although it can start as early as 18
months or as late as 7 years of age.




Video uploaded onto the PKB Platform



Messaging within PKB






Sazure diary translated into French



Emergency Care Plan (PKB)
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THANK YOU



