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This Roadmap is designed to support and guide  
you as a parent whose child has been diagnosed  
with a rare genetic epilepsy. We understand the 
uncertainty and worry that may come with a diagnosis. 
Remember, you and your child are not alone on this 
journey. This Roadmap is here to help and is designed 
to assist, offering support and direction.

The Roadmap to Support Parents with 
Children with Rare and Genetic Epilepsies 
resource has been a collaboration between 
the Alfred and Jean Dickson Foundation and 
the Epilepsy Foundation. 

Special thank you to the Alfred and Jean 
Dickson Foundation for their generosity in 
funding this Roadmap resource. 

The information contained in this Roadmap 
provides general information about epilepsy 
for parents with children with rare and genetic 
epilepsy. It does not provide specific advice. 
Specific health and medical advice should 
always be obtained from a qualified health 
professional.  
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As a parent, you play a vital role in managing your child’s epilepsy. By understanding 
their unique condition, you can provide the necessary support and care they need. 
It may seem overwhelming at first, but with the right knowledge, you can help your 
child navigate their epilepsy. Remember, you are not alone. This resource is here to 
support you and your family.

Step 1. Understanding your child’s rare and genetic  
epilepsy diagnosis

Understanding epilepsy and seizures
As a parent, it is important that you understand epilepsy and seizures.  
This resource will explain the causes, what occurs during a seizure, and the  
different types of seizures. 

Diagnosing epilepsy:  answering your questions
This booklet provides you as a parent of a child with a rare and genetic epilepsy  
with useful information about epilepsy and seizures.  

Developmental and epileptic encephalopathies
The term developmental and epileptic encephalopathies (DEEs) refers to a group  
of severe and rare types of epilepsies that usually begin during infancy or childhood.  
This resource includes useful information about DEEs for parents.  
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Living with epilepsy and a cognitive disability
Cognitive conditions are also associated with complex rare and genetic epilepsies. 
This booklet has been specifically designed for parents who care for a child with 
epilepsy and a cognitive disability, such as an intellectual or a learning disability. 

Ten things you should know 
If your child has a complex rare epilepsy and a cognitive disability, it is important that 
you know all the facts. This resource will provide you with ten important things you 
should know.   
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Cognitive disability and epilepsy
Epilepsy is more prevalent in children who live with a coexisting disability.
This resource provides useful information to support parents who have a child  
with both a cognitive disability and epilepsy.

https://epilepsysmart.org.au/wp-content/uploads/2023/05/Understanding-Epilepsy-and-Seizures.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/05/Understanding-Epilepsy-and-Seizures.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/06/Diagnosing-Epilepsy-Booklet_FINAL.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/06/Diagnosing-Epilepsy-Booklet_FINAL.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/06/Diagnosing-Epilepsy-Booklet_FINAL.pdf
 https://epilepsysmart.org.au/wp-content/uploads/2024/05/Developmental-and-epileptic-encephalopathy-DEE_ESA_071_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Developmental-and-epileptic-encephalopathy-DEE_ESA_071_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Developmental-and-epileptic-encephalopathy-DEE_ESA_071_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Developmental-and-epileptic-encephalopathy-DEE_ESA_071_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Developmental-and-epileptic-encephalopathy-DEE_ESA_071_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Living-with-Epilepsy-and-a-Cognitive-Disability_SD_054_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Living-with-Epilepsy-and-a-Cognitive-Disability_SD_054_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Ten-Things-you-Should-Know_SD_058_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Ten-Things-you-Should-Know_SD_058_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Living-with-Epilepsy-and-a-Cognitive-Disability_SD_054_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Cognitive-Disability-and-Epilepsy_SD_050_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Cognitive-Disability-and-Epilepsy_SD_050_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Cognitive-Disability-and-Epilepsy_SD_050_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Cognitive-Disability-and-Epilepsy_SD_050_2023.pdf
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Step 2.  Accessing parental support

Navigating the National Disability Insurance Scheme (NDIS)
If your child has epilepsy, you may be eligible to receive NDIS support, either because 
of the impact of their epilepsy alone or because they also live with another disability. 
You can navigate to the NDIS website to learn more.

Accessing carer support services via Carer Gateway
Carer Gateway is an Australian Government program providing free services and 
support for parents and carers. If you care for a child who has a complex rare and 
genetic epilepsy, then Carer Gateway can help you. 

The National Epilepsy Support Service
The National Epilepsy Support Service provides support to parents of children with 
epilepsy across Australia. It operates Monday to Friday, 9.00am to 5.00pm (AEST). 
The service is not a medical emergency line. If you are experiencing a medical 
emergency, call 000. A NESS staff member can assist you with your needs.   

Develop a personalised medical care plan for your child 

Guide to help you write the Epilepsy Management Plan
An Epilepsy Management Plan (EMP) is a document that you can develop for your 
child, with the assistance of a doctor. An EMP is a great way of ensuring that all 
families, friends, and carers understand your child’s complex epilepsy and know how 
to provide support. The plan must be endorsed by a doctor. It’s important to update 
your plan at least once a year, or earlier if anything related to your child’s epilepsy 
and treatment changes.

Guide to help you write the Emergency Medication Management Plan
Some children with complex seizures that are difficult to control are prescribed 
emergency medication. If your child has been prescribed emergency medication, it 
is highly recommended that you work with your doctor to complete an Emergency 
Medication Management Plan (EMMP). 

Your child’s EMMP should be updated annually, or earlier if anything related to their 
epilepsy and emergency medication changes. The EMMP should be attached to their 
EMP so that all the information related to your child’s epilepsy is kept in one place.

https://www.ndis.gov.au/understanding
https://www.carergateway.gov.au/
https://epilepsysmart.org.au/wp-content/uploads/2021/12/The-National-Epilepsy-Support-Service.pdf
https://www.ndis.gov.au/
https://www.carergateway.gov.au/
https://epilepsysmart.org.au/wp-content/uploads/2021/12/The-National-Epilepsy-Support-Service.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/04/EFA035-2022-DEC-EMP-Guidelines.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/01/EMMP-Midazolam-Guidelines-Oct22.pdf
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
https://epilepsysmart.org.au/resources/epilepsy-management-plans/
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Step 3. Managing your child’s rare genetic epilepsy

Managing epilepsy and seizures
As a parent, this resource will provide you with broad guidance on managing your 
child’s epilepsy, including understanding seizures, recognising triggers, and managing 
them effectively. 

Medications and epilepsy
Most children with epilepsy are prescribed medication to control or reduce seizure 
activity. This resource will provide you as a parent with the necessary information 
about medication, and the role it has in managing your child’s epilepsy. 

Managing seizure medication
Knowing how to manage anti-seizure medication is important. This resource will 
explain to you why good medication management is important, as prescribed by your 
child’s paediatric specialist. 

Seizure first aid
This resource provides you as a parent with the necessary information about seizure 
first aid for different kinds of seizures your child might experience. It also covers 
information about when to call 000 for an ambulance.

Wheelchair seizure first aid
Knowing how to perform seizure first aid is important if your child uses a wheelchair. 
This resource provides you with first aid instructions to assist your child while in a 
wheelchair.  

https://epilepsysmart.org.au/wp-content/uploads/2022/02/Managing-Your-Seizures.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/02/Managing-Your-Seizures.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Medications-and-Epilepsy_SD_055_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Medications-and-Epilepsy_SD_055_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/08/Managing-your-Seizure-Medication.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/08/Managing-your-Seizure-Medication.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Seizure-First-Aid_Apr_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Seizure-First-Aid_Apr_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Wheelchair-Seizure-First-Aid_FINAL_ESD.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Wheelchair-Seizure-First-Aid_FINAL_ESD.pdf
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Step 3. Managing your child’s rare genetic epilepsy

Seizure head protection helmets 
Head protection helmets provide safety by protecting the head during a seizure if your 
child loses consciousness and falls because of their epilepsy. 

Medicinal cannabis and epilepsy
Some people with epilepsy decide to use CBD-based medicinal cannabis to treat their 
epilepsy. As a parent, it is important that you discuss medicinal cannabis with your 
paediatric specialist. 

Dietary therapy for seizure management 
Your child at some stage could be prescribed a dietary therapy to help manage their 
epilepsy and seizures. This resource provides you with information about different 
dietary therapies for epilepsy management.  

Seizure monitors & devices
Seizure monitors and devices can be useful tools to help notify you regarding your 
child’s seizure activity. 

https://epilepsysmart.org.au/wp-content/uploads/2024/05/Seizure-head-protection-helmets_ESA_064_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Medicinal-cannabis-and-epilepsy_ESA_070_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Seizure-head-protection-helmets_ESA_064_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Medicinal-cannabis-and-epilepsy_ESA_070_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Dietary-therapies-for-seizure-management_ESA_065_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/05/Seizure-Monitors-Devices.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/Dietary-therapies-for-seizure-management_ESA_065_2024.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/05/Seizure-Monitors-Devices.pdf


Parent Roadmap. Epilepsy Smart Australia Program

6

Step 4. Transitioning your child to childcare  
and school

Learning conversations about epilepsy
If you are a parent or guardian, this resource is about learning conversations regarding 
epilepsy and its impact on your child’s learning abilities.

Student individual learning plan
This resource aims to educate you as a parent as well as teachers about what the 
possible impacts of epilepsy may be and provide a practical way to start a learning 
conversation.

Inclusive schools
This resource provides information for you as parent and guardian of a child with 
epilepsy regarding their rights and responsibilities in education, including inclusive 
schools and discrimination protection.

School transition checklist for parents
This school transition checklist is for you as a parent and guardian of a child with 
epilepsy, guiding how to ensure a smooth transition into a new school environment.

Children with epilepsy (a teacher’s resource)
This teacher’s resource is about epilepsy in children. Parents can provide this useful 
resource of information to teachers on how to best support a student with epilepsy in 
an educational setting.

https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Learning-Conversations-Epilepsy-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Learning-Conversations-Epilepsy-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Learning-Conversations-Epilepsy-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Student-Individual-Learning-Plan-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Student-Individual-Learning-Plan-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Student-Individual-Learning-Plan-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Student-Individual-Learning-Plan-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Inclusive-Schools-Brochure-A4-pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Inclusive-Schools-Brochure-A4-pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Inclusive-Schools-Brochure-A4-pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Inclusive-Schools-Brochure-A4-pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-School-transition-Checklist-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-School-transition-Checklist-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-School-transition-Checklist-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Children-with-Epilepsy-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Children-with-Epilepsy-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Children-with-Epilepsy-Brochure-A4-4pp-FA.pdf
https://epilepsysmart.org.au/wp-content/uploads/2024/05/ESA028-Children-with-Epilepsy-Brochure-A4-4pp-FA.pdf
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Step 5. Transitioning to further education and 
the workplace

Education, employment, and epilepsy 
When planning for the transition to education, training, or employment, it is important 
to focus on the person’s goals and aspirations. This resource includes useful 
information to support your child later on in life about further education, training, 
apprenticeships, traineeships, and employment. 

Disclosing your epilepsy to an employer
In most cases, the decision to discuss epilepsy with a new or potential employer is a 
personal one. The resource guides you as a parent on how your child can disclose 
their epilepsy if they choose to do so to an employer if they start working later in life.

Step 6. Staying up-to-date with epilepsy research

Clinical trials and genetic epilepsy
As a parent of a child with epilepsy, you may want to learn and stay up-to-date with 
the latest epilepsy research. This page provides you with an understanding of clinical 
trials, and where to find them so you can stay up-to-date with changes in research.  

The Australian Epilepsy Research Register
The Australian Epilepsy Research Register (AERR) is a database of people who have 
epilepsy and their families or carers who have permitted us to communicate with them 
on an ongoing basis for social and psychological research. We are hoping to gather as 
many people from around Australia as we can, to properly represent the experiences 
of different people living with epilepsy.

https://epilepsysmart.org.au/wp-content/uploads/2023/09/Education-Employment-and-Epilepsy_SD_052_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2022/06/Disclosing-your-Epilepsy-to-an-Employer.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/09/Education-Employment-and-Epilepsy_SD_052_2023.pdf
https://epilepsysmart.org.au/wp-content/uploads/2023/05/Disclosing-your-Epilepsy-to-an-Employer.pdf
https://epilepsyfoundation.org.au/research-initiatives/clinical-trials/
https://epilepsyfoundation.org.au/wp-content/uploads/2023/01/Research-Register.pdf
https://epilepsyfoundation.org.au/research-initiatives/clinical-trials/
https://epilepsyfoundation.org.au/wp-content/uploads/2023/01/Research-Register.pdf
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Carer payment
This payment can help you if you provide constant care to someone who needs care 
for at least 6 months. This payment is also if you’re caring for someone at the end of 
their life.

Carer allowance
This payment is for you if the person you care for needs ongoing daily care for at least 
12 months.

National Companion Card
The National Companion Card brings together state and territory programs that enable 
eligible people with disability who require attendant care support to participate at 
venues and activities without incurring the cost of a second ticket for their companion.

Carers Australia
Carers Australia is the national peak body representing Australia’s unpaid carers, 
advocating on their behalf to influence policies and services at a national level. 
Carers Australia advocates and lobbies on a wide range of issues that affect carers. 
It also manages the delivery of national programs, support and services for carers 
across Australia. 

Australian Disability Parking Scheme
The Australian Disability Parking Scheme (ADPS) includes an Australian Disability 
Parking Permit, which is recognised nationally. It also establishes nationally consistent 
eligibility criteria and national minimum parking concessions to help reduce the 
barriers for permit holders when travelling interstate. State and territory governments 
are responsible for the management of the ADPS.

Special thanks to The Alfred & Jean Dickson Foundation for their generous funding of this document.

https://www.servicesaustralia.gov.au/carer-payment?context=21816
https://www.servicesaustralia.gov.au/carer-allowance?context=21811
https://www.dss.gov.au/our-responsibilities/disability-and-carers/program-services/for-people-with-disability/national-companion-card
https://www.carersaustralia.com.au/
https://www.dss.gov.au/our-responsibilities/disability-and-carers/programmes-services/for-people-with-disability/australian-disability-parking-scheme
https://www.servicesaustralia.gov.au/carer-payment
https://www.servicesaustralia.gov.au/carer-allowance
https://www.dss.gov.au/our-responsibilities/disability-and-carers/program-services/for-people-with-disability/national-companion-card
https://www.carersaustralia.com.au/
https://www.dss.gov.au/our-responsibilities/disability-and-carers/programmes-services/for-people-with-disability/australian-disability-parking-scheme

