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About this resource

Why develop an Epilepsy Management Plan?

People living with epilepsy often have seizures at unpredictable times and seizures are different from person to
person. Because of this, it is important that everyone understands how to best support a person living with epilepsy
when they experience seizures. An Epilepsy Management Plan (EMP) can help with this by documenting the person’s
seizure types, support needs and emergency procedures.

It is important that the person living with epilepsy plays a part in developing their EMP, and this resource can help you
to work with the person to collaboratively develop their plan.

Developing an EMP

When developing an EMP it is very important to listen to the person and, as much as possible, include them in the
discussion. When talking with the person make sure they feel comfortable, have the discussion in a private space,
and remind them that it is okay to say “l don’t know” or “I| don’t remember” if they are unable to respond to a question.

The person you are supporting may have never completed an EMP before, or may have forgotten completing one
in the past. So, it is a good idea to explain what an EMP is, why it is valuable and the importance of the person
contributing to its development.

When working with a person to develop their EMP, please ensure they understand that their plan will:

* contain information about their seizures

» describe behavioural signs indicating that they may be about to have a seizure
» outline the support they would like if a seizure occurs

* describe when it might be necessary to call an ambulance.

Also, ensure the person knows that it may be necessary to speak to others to develop a detailed EMP. But assure the
person that you won’t do so without their consent to talk with others.

Going through this process with the person is a good way of discussing their seizures and their epilepsy diagnosis.
It may also lead to learning more information, which could indicate that the person needs some additional help or an
appointment with relevant specialists (e.g. doctor, neurologist, psychologist, social worker).

Contact the National Epilepsy Support Service on 1300 761 487 for assistance when developing an EMP.
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How to use this booklet?

This booklet is aligned against each question in an EMP, explaining the purpose of the question and ways of collecting
the information needed.

This booklet is part of a suite of Epilepsy Smart Disability resources that have been designed for people who care for
a person living with epilepsy and a cognitive disability.

You may find the Learning about epilepsy: An easy English guide useful when developing the EMP.
Additional resources that may be useful when developing an EMP:

Living with epilepsy and a cognitive disability: a guide for individuals, families, carers and support workers.

Living with epilepsy and a cognitive disability: a practical guide for individuals, families, carers and support
workers

Information sheets

Referral pathways: further investigation of possible epilepsy

Is it epilepsy? Reflection statement

Is it epilepsy? Witness statement

Ten things you should know about epilepsy in people who live with a cognitive disability
Epilepsy Management Plan — refer to www.epilepsysmart.org.au for the latest template
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Emergency Medication Management Plan — refer to www.epilepsysmart.org.au for the latest template.

Epilepsy training

Epilepsy Smart Australia recommends that families, support workers, school staff and other carers take part in training
as this will assist in gaining a better understanding of epilepsy, provide sector-specific information and teach how to
administer individualised emergency medication where needed.

Contact the National Epilepsy Support Service on 1300 761 487 or via email support@epilepsysmart.org.au for
more information about training options.
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Guidelines to help you write the Epilepsy Management Plan

Epilepsy Management
Plan Guide

2. Other medical conditions

Click here for help completing this form. pilepsy that mlght assist someone
g““’* ; helping you?
A Australia PIngy
Epilepsy
Management 3. Other important information
Plan that might assist someone
Insert jpeg here

helping you?

1. General information

Mame of person experiencing Seizures:

Dete of birth Date to review” 4. Has emergency medication
Epilepsy/seizure diagnosis (if known): bee n p rescri bed ?
Emergency contact details: * Emergency medication (e.g. buccal/

intranasal midazolam or rectal valium)
2. Tell us about any other medical conditions that might assist someone helping you. .
(Examples may include intellectual disabiity, ASD, cerebral palsy, hydrocephalus, hypoglycaemia, FMD etc.) can be preSCI’Ibed for pr0|onged
seizures or clusters

*  The Emergency Medication
Management Plan describes when
and how these medications are

3. Tell us about any other important information that might assist someone helping you. administered. It must be Completed by

(Examples may include location of medical records, non-verbal, uses wheelchair, exhibits behaviours that can be

mistaken for seizures, VP shunt, stimming, instructions for WNS, saizure dog etc.) the dOCtOI’ and e|ther be attached or |tS

location noted in the EMP

* You can access these electronic
templates via www.epilepsysmart.org.

au
4. H il dication b ribed? e

. Only poople ho are specifcaly
Yes Mo trained to administer the emergency
If yes, please attach any emergency medication documentation to this plan. In the event of requiring an ambulance, . .
please provide both of these documents to Emergency Responders. If you have been specifically trained to administer medlcatlon tO the perSOﬂ can dO SO
the emergency medication, please refer to the Emergency Medication Management Plan.
Where is the emergency medication located? ° You can locate your local Epllepsy

organisation to arrange training by
Client Name DOB: EMPVA1.23 Pageofd H

- telephoning 1300 761 487

1. General Information
If these records are attached to the Epilepsy Management Plan
(EMP) then write ‘attached’.

If these records are not attached, then clearly state where they
are located.

e If the EMP is to be used by multiple organisations, leave blank
so that each organisation can write in where their organisation
will store the documents.

* An epilepsy diagnosis is made by the doctor. For example Dravet
Syndrome, Lennox Gastaut Syndrome. Write ‘not known’ if this is

applicable. Epilepsy
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5. My seizures are triggered by: (if not known, write no known triggers)

6. Changes in my behaviour that may indicate a seizure could occur:
(For example pacing, sad, iritable, poor appetite, usually very mobile but now sitting quietly)

7. My seizure description and seizure support needs:
(Complete a separate row for each bype of seizure — use brief, concise language to describe each seizure bype.)

Description of seizure Duration & Frequency Is emergency When to call an

Describe what happens Describe how leng seizures medication ambulance °
immediately before and during the typically last, how frequently Consider seizure

seizure, signe that the seizure is they ocour and whether there prescribed for length, if rs in

reaohing and if seizures eccur in I8 & noticeable pattern to your this lype of water, if injury has been

a cluster. seizures. seizure? sustained. if breathing
is affected atc.

If concamed at any

Duration: Yes
L]

IfYES and you °
are trained in its
Frequency: administration, refer
to the accompanying
emergency
medication plan. °

f not trained, when

calling an ambulance
sk at it has been
prescribed.

Date of last seizure:

Notable seizure pattem
{if any):

Client Name DOB: EMPY123 Page2ofd

. My seizures are triggered by:

A trigger is a situation or event that can make a seizure more
likely to occur

Not everyone will have known triggers

Examples of common triggers include drinking too much alcohol,
being hot or not well, lack of sleep

Write ‘not known’ if this is applicable

. Behaviours

Some people get a ‘sense’ that they are leading up to seizure
activity. For other people, their behaviour or mood may change.
Many people have no such indication

A change in behaviour may occur for hours, days or weeks prior
to a seizure

Examples of changed behaviour may include feeling sad,
irritability or poor appetite

7. Seizures

Determine how many different types
of seizures the person has

Select the EMP that has the
corresponding number of rows so
that each seizure type can be
contained in a separate row

Go to www.epilepsysmart.org.au
and download the appropriate EMP
— there are between 1 and 5 rows to

choose from

In the description column describe
what the seizure looks like before,
during and afterwards

Don’t just name the seizure, for
example ‘absence’ as this type
of language is not necessarily
understood by everyone who
reads the EMP

Always discuss with the support team
and agree on common descriptions

State the typical duration of the
seizure in the next column

The frequency should be expressed in
terms of days, months or years. When
the last seizure has occurred over 12
months ago, write the approximate
date when the last seizure did occur

If emergency medication is prescribed
for a particular seizure type, click the
box ‘yes,’ otherwise click ‘no’

When the above box is ticked ‘yes,’
people who are trained specifically

to administer this medication for

that seizure type should refer to the
Emergency Medication Management
Plan. For staff who are not trained to
administer this medication, write clear,
concise instructions as to when an
ambulance should be called

When the above box is ticked ‘no,’
write clear, concise instructions for
when an ambulance should be called.
If no ambulance needs to be called for
a certain type of seizure, for example
absence seizures, then state ‘Not
applicable’

Write ‘not known’ if this is applicable 8. Support during a seizure

Give clear, step-by-step instructions
about any specific support

requirements
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9. My specific post-seizure support:

Slale how a support parson would know when | have regained my usual awareness and how long it
typically takes for me o fully recover. How | want 1o be supportad. Dascribe what my post seizure behaviour may loak
like.

10. My risk/safety alerts:

For exampla bathing, swimming, use of halmel. mobility following seizurs, ovemight suppart.

Risk | What will reduce this risk for me?

Person 1: Relationship:
| Namafs:

Telephone numbers/s:

Others involved in plan development:

Person 2 Relationship:

Name/s:

Telephone numbers:

Endorsement by treating doctor:

Doctor's name: Telephone:

Doctor's signature: Insert jpeg here Date:

* Date to review

g|
!

muoy is dilfarent, & is bost protios to noview this plan annually to ansure relevanos
and curmency to the individual neads. The plan should be neviewsd maom frequently i the person's apilepesy

changes.
Eoteney St Sers A
epiepsy | 1300 761 487 (a2 Ornm
AUBTRALLA Tishalin Ly ey v R ep_my ! epibw
Cllsnt Nane DOB: EMPOZ0Z2 Pupod ofd
G

Plan co-ordination

Nominate a plan co-ordinator who can take responsibility for the
maintenance and review of the plan. Individuals and families can
contact their local epilepsy organisation on 1300 761 487 for help
in developing the EMP.

9. Post seizure support

As recovery from seizures varies
greatly, state clearly what needs to be
done to assist the person

State how long they should be
supervised after a seizure

Describe how the support person
would know when the person has
regained their usual awareness and
how long this typically takes

For some people, additional overnight
support may include use of a low bed,
firmer pillow, or staff monitoring, to
mention a few strategies

A thorough assessment should be
completed in consultation with the
treating doctor to evaluate what, if
any, additional overnight supports may
be needed

10. Risk/Safety alerts

Everyone, not just those with epilepsy,
face risks in the home and in the
community

Identify risks that the person may
face, for example bathing, swimming,
use of a helmet, mobility or eating
after a seizure

After identifying the risk, state what
the support person needs to do to
reduce the likelihood of the danger

Doctor

The treating doctor should sign the
EMP.

The EMP should be updated yearly.
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Epilepsy support

The National Epilepsy Support Service is available
Monday — Friday, 9.00am — 5.00pm (AEST) to provide
support and information across Australia.

Phone: 1300 761 487

Email: support@epilepsysmart.org.au

Lived experience

We recognise all people living with epilepsy

and the impact it has on their lives. We take a
moment to acknowledge the lived experience they
have shared with us. In sharing their stories, we
acknowledge the strength and resilience people
living with epilepsy have shown in the face of not
getting a fair go.

A medical note

The information contained in this publication
provides general information about epilepsy.
It does not provide specific advice. Specific
health and medical advice should always be
obtained from a qualified health professional.

Epilepsy Smart Australia Program National Epilepsy Support Service 1300 761 487 Website epilepsysmart.org.au
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The Epilepsy Smart Australia Program received funding from the Australian Government.

Australian Government Information provided in this document is for education and training purposes only and not for the provision of medical

advice or clinical care. To the maximum extent permitted by law, the Epilepsy Foundation is not liable for any loss,
damage, liability, cost or expense (including any legal cost and expense) arising directly or indirectly from the use of this
Department of Health information in connection with the provision of medical advice or clinical care.

This resource is CAL exempt. © Copyright Epilepsy Foundation, 2024.



