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[bookmark: _Toc128645897]EPILEPSY MANAGEMENT POLICY AND PROCEDURE

[bookmark: _Toc128645898]PURPOSE

AmeCare is dedicated to offering high-quality care and support while delivering high-intensity daily personal supports to participants with epilepsy in compliance with the NDIS Practice Standards and Quality Indicators as well as the NDIS Practice Standards: High-Intensity Support Skills Descriptor. The high-intensity daily personal support requirements that are relevant to the scope of AmeCare services have been outlined in this policy. 

The purpose of this policy is to ensure that NDIS participants requiring epilepsy and seizure support receives appropriate support relevant and proportionate to their individual needs; their support plan is developed and overseen by an appropriately qualified health practitioner, with the involvement of the participant; and workers delivering epilepsy supports have the appropriate skills and knowledge, and they have access to timely supervision.

[bookmark: _Toc128645899]SCOPE

This policy applies to all AmeCare workers, including permanent or casual employees, contractors, and people otherwise engaged by AmeCare required to deliver epilepsy management supports to NDIS participants.
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	Term
	Definition

	Skills descriptor
	The high-intensity support skills descriptors (skills descriptors) are supplementary guidance for NDIS providers and workers supporting participants with high-intensity daily personal activities (HIDPA). They describe the skills and knowledge that NDIS providers should ensure their workers have when supporting participants who rely on HIDPAs. These supports present some of the highest risks for participants. Many of these supports are intensely personal in nature and require workers to communicate and work closely with the participant to understand when and how to deliver supports safely in ways that meet the participants’ preferences and daily routines.

This skills descriptor applies when supporting a participant who is at high risk of seizures. It also covers skills and knowledge to support participants to use seizure monitors and wearable technology, such as smartwatches, sleep activity monitors and/or above mattress sensors.

	Epilepsy
	Epilepsy is a common neurological condition characterised by abnormal or excessive brain activity that results in seizures. 
There are two major groups of seizures: 
· Generalised seizures impair consciousness. Generalised seizures include tonic clonic and absence seizures. 
· Tonic clonic seizures (previously called grand mal seizures) are convulsive seizures that cause loss of consciousness, collapsing, sudden muscle jerks, and repetitive stiffening and relaxing of muscles.
· Absence seizures (previously called petit mal seizures) are brief seizures often mistaken for daydreaming or inattention. They are characterised by suddenly stopping activity, staring and unresponsiveness. Awareness is impaired for a very short time (often 2-10 seconds) and previous activity is usually resumed immediately. Some people will not be aware they have experienced an absence seizure.
· Focal seizures are typically non-convulsive and start in a small part of the brain and may or may not impair consciousness. Features vary greatly. There may be purposeless or repetitive movements, wandering, confusion, inappropriate responsiveness, or vocal sounds.

Focal seizures include focal aware, focal with impaired awareness, and focal to generalised tonic clonic seizures.
· Focal aware seizures – (previously called simple partial seizures), the person is aware of their surroundings but may not be able to talk or respond normally. They may simply experience sensations such as nausea, déjà vu, numbness or tingling. People with intellectual disability may have trouble explaining their experience during a seizure.
· Focal impaired awareness (previously called complex partial seizures) often involves the person appearing confused and engaging in unusual behaviours, such as fidgeting, mumbling or chewing. The person is unlikely to be aware of or remember the seizure.
· Focal to generalised tonic clonic seizures – start as focal seizures but then evolve into a tonic clonic seizure (convulsion).

	NDIS (National Disability Insurance Scheme)
	A government-funded program in Australia that provides support and services to people with disability, including funding for necessary care, therapies, and equipment to help participants achieve their goals and improve their quality of life.

	High-Intensity Daily Personal Activities (HIDPA)
	Personal care tasks that require specialized skills and knowledge due to the participant’s complex health needs or high risk, such as epilepsy management, complex wound care, or administration of emergency medication.

	PRN Medication
	Medication that is administered “as needed,” rather than on a regular schedule, typically in response to specific symptoms or emergencies, such as prolonged or repeated seizures.

	Emergency Medication Management Plan (EMMP)

	A document developed in consultation with the participant’s treating doctor that outlines the emergency medication prescribed for seizure management, including the medication name, dosage, method of administration, instructions, and emergency procedures.


	Seizure Record Form
	A standardized form used by support staff to document details of seizure activity, including time, duration, triggers, observed behaviors, and recovery, to assist in monitoring and treatment planning.

	Participant Consent Form
	A form used to obtain the participant’s informed consent for specific supports, interventions, or activities, such as recording seizures or implementing a new support plan.

	Status Epilepticus
	A medical emergency characterized by a seizure lasting more than five minutes or repeated seizures without recovery between them, requiring immediate medical intervention.

	SUDEP (Sudden Unexpected Death in Epilepsy)
	A rare but serious risk for people with epilepsy, referring to sudden, unexpected death in someone with epilepsy who was otherwise healthy, often occurring during or after a seizure.
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POLICY

AmeCare is committed to ensuring each participant requiring epilepsy management receives appropriate support relevant and proportionate to their individual needs.

To achieve this commitment, AmeCare will ensure the following:
· Each participant is involved in the assessment and development of the plan for their epilepsy management. With their consent, the participant’s health status is subject to regular and timely review by an appropriately qualified health practitioner. The plan identifies how risks, incidents and emergencies will be managed, including required actions and escalation to ensure participant wellbeing.
· Appropriate policies and procedures are in place, including a training plan for workers, that relate to the support provided to each participant requiring epilepsy management support.
· All workers working with a participant requiring epilepsy support have received training relating specifically to the participant’s needs and high-intensity support skills descriptor for providing epilepsy support, delivered by an appropriately qualified health practitioner or person that meets the high-intensity support skills descriptor for epilepsy management.

This policy is to be used in conjunction with AmeCare’s Medication Management Policy and Procedure, where required.

AmeCare has developed an Internal Audit Program to ensure that all aspects of its high-intensity daily personal supports comply with the requirements of the NDIS Practice Standards and Quality Indicators, High-Intensity Support Skills Descriptor, best practices and applicable legislation. An internal audit will be conducted on an annual basis. 

[bookmark: _Toc128645902]PROCEDURE

I. SUPPORT PLAN

Epilepsy management plans will be developed in consultation with the participant and overseen by a qualified health practitioner. Each participant will be actively involved in the assessment and development of their plan to ensure it reflects their individual needs, preferences, and goals.

Participants living with epilepsy are typically supported by their primary care physician—such as a general practitioner or neurologist—and may also receive care from a multidisciplinary team including epilepsy nurses and other allied health professionals.

Each support plan must be:
· Accurate and up to date
· Easily accessible to relevant staff
· Written in clear, concise language
· Tailored to the participant’s specific support needs and preferences

AmeCare staff will use the support plan as a core reference to guide daily support delivery. All participant-specific training required to implement the plan will be delivered by a suitably qualified trainer to ensure staff are confident and competent in providing safe, person-centred care.

All workers will be thoroughly informed of the participant’s epilepsy-related support needs as outlined in their support plan. This includes:
· Description of seizure types, frequency, and patterns
· Identification of known triggers and early warning signs
· Procedures for monitoring, documenting, and reporting seizure activity
· Detailed medication protocols, including selection, timing, and administration
· Recognition of risks and appropriate responses to incidents and emergencies

Staff will be trained to respond consistently and respectfully, ensuring safety, dignity, and continuity of care.
Prior to delivering epilepsy-related supports, AmeCare staff must confirm and document the participant’s consent using the Participant Consent Form.
Epilepsy Management Plan – Key Components
An epilepsy management plan enables staff to understand how to support the participant, respond to seizures, and follow individualised emergency procedures. 
Plans may include:
· Diagnosis and seizure description (type, duration, frequency)
· Current medications and dosages
· Known triggers and management strategies
· Co-occurring health conditions and prescribed treatments
· Person-specific seizure first aid
· Ambulance escalation criteria
· Post-seizure monitoring and recovery protocols
· Emergency medication plans (prescribed by a doctor in consultation with the participant, carers, and/or NDIS provider)
· Risk and safety considerations
· Documentation requirements
Participants may seek support to develop their Epilepsy Management Plan and Emergency Medication Plan from their neurologist, specialist doctor, epilepsy nurse, or epilepsy support organisations.

Epilepsy management plans must be reviewed at least annually, or following any review conducted by the participant’s neurologist, specialist doctor, or epilepsy nurse. Plans should be updated promptly to reflect any changes in condition, treatment, or support needs.

II. STAFF TRAINING

AmeCare will ensure that all staff delivering epilepsy-related supports receive comprehensive training tailored to the needs of the participants they support. This training will equip staff with the skills and knowledge required to deliver safe, responsive, and person-centred care.

Core training will include:
· Seizure recognition and response
· Epilepsy-specific first aid
· Seizure management techniques
· Emergency response procedures

Where a participant has been prescribed emergency medication, staff will receive targeted training to ensure safe, accurate, and timely administration in accordance with medical instructions and best practice standards.

Participant-Specific Training
In addition to general epilepsy training, staff will be trained in the unique support needs of each participant. This includes:
· Understanding the impact of epilepsy on the individual
· Recognising common seizure patterns or clusters
· Identifying personal triggers and symptoms
· Awareness of co-occurring health conditions and associated risks
Training will be delivered by a qualified health practitioner with expertise in epilepsy management, or by a professional who meets the requirements of the NDIS Practice Standards: High-Intensity Support Skills Descriptor.
The Director or their delegate is responsible for ensuring all staff maintain current competencies. 
This includes:
· Documenting training in the Staff Training Plan
· Conducting regular audits of training records
· Providing access to ongoing training and refresher sessions
Training plans and sessions will be developed and delivered by a qualified health practitioner and will include provisions for continuous learning and skill reinforcement.
Staff competencies in epilepsy and seizure support will be reviewed annually to confirm alignment with the NDIS Practice Standards: High-Intensity Support Skills Descriptor.

Additional reassessment and refresher training will be required if:
· A staff member has not delivered epilepsy supports for more than 12 months
· A participant’s support needs have changed
· A new or updated support plan has been implemented

III. EPILEPSY MANAGEMENT

Epilepsy is a complex condition, and its treatment and management can involve a range of therapies and care activities. The goal of any treatment is to prevent or reduce seizure activity with as minimal side effects as possible.

Seizure triggers 
Triggers are specific situations that can either bring on a seizure or significantly increase the risk of a seizure. 

Commonly reported triggers include:
· Lack of sleep
· Missed or changed medication
· Fever or other illness
· Stress, physical or emotional
· Hormonal changes 
· Dehydration
· Constipation
· Environmental factors (e.g., change in home environment, temperature, noise)
· Photosensitivity (flashing lights, gaming in a dark room)
· Growth spurts

Risks associated with epilepsy
The risks associated with epilepsy and recommended ways of managing or responding to these risks include: 
· Falls: taking particular care and supervision of participants in the bathroom, kitchen and any room with hard surfaces. 
· Burn-related injuries: scalding can occur in the kitchen or bathroom during seizures. Minimise the risk of burns by reducing hot water temperature or supervising as appropriate.
· Aggression or agitation: may occur as a seizure ends when the person is confused.
· Risk of drowning: ensure particular care and supervision is given to a person at risk of seizures when showering or bathing or when swimming. 
· Prolonged seizures: prolonged or repetitive seizures without medical intervention may lead to status epilepticus (more than one seizure within five minutes or one lasting more than five minutes) and risk of suffocation. Prolonged seizures should be treated as a medical emergency. An ambulance should be called, and, if prescribed, emergency medication should be administered as per the emergency medication plan.
· Sudden unexpected death in epilepsy: there is an estimated 20-fold increased risk of unexpected death among people with epilepsy compared to the general population. 

Seizure detection alarms that can detect movement, falls or heart rate deviations for people who are at risk.

Factors that may contribute to risks include:
· inadequate epilepsy medication 
· poor recording of epilepsy management
· inadequate seizure monitoring
· support staff not being aware or confident of best practices in responding to seizures 
· lack of access to medical reviews or specialist consultations.

Supporting participants

Workers required to support participants who have epilepsy must:
· Ensure epilepsy medication is given as prescribed.
· Recognise and address seizure triggers and risk factors that may reduce the likelihood of a seizure occurring.
· Implement strategies to reduce or eliminate the risk of injuries during seizures.
· Watch for changes in behaviour that may indicate a seizure, such as falling, unresponsiveness, confusion, purposeless or uncharacteristic movements or behaviours.
· Maintain a detailed record of seizures using the Seizure Record Form, including the time and duration, triggers that may have preceded the seizure and behaviours before, during and after the seizure.
· Consult with a neurologist, specialist doctor or epilepsy nurse to develop an individualised Epilepsy Management Plan, and emergency medication plan (where prescribed).
· Implement and review protocols that guide decision-making when administering emergency (PRN) medication and when an ambulance is required. 
· The development, implementation, and review of protocols for PRN medication and ambulance escalation must be overseen and approved by an appropriately qualified health practitioner (e.g., neurologist, specialist doctor, or epilepsy nurse).
· All protocols must be participant-specific and developed in consultation with the relevant health professionals, ensuring they are clinically appropriate and tailored to individual needs.
· Staff should contribute their practical knowledge of the participant’s daily needs and experiences to inform protocol development, but final approval and clinical oversight remain with qualified practitioners.

Epilepsy treatment

Medication is usually prescribed if a participant has been diagnosed with epilepsy. Support workers must ensure participants are supported to take their epilepsy medication as prescribed.

Anti-epileptic drugs (AEDs) are the most common treatment for people living with epilepsy. This is often called ‘first line treatment’. Up to 70% of people living with epilepsy experience good seizure control through the appropriate use of medication. Workers must support participants to take their AEDs daily in an attempt to stop seizures from occurring.

Workers must support participants with epilepsy to arrange a review by their neurologist or specialist doctor at least yearly or more often if seizures are not well controlled. 

Workers must support participants to seek a neurologist or specialist doctor review as soon as possible if:
· they are not responding to anti-seizure medication
· their seizures are not controlled
· they are experiencing unwanted side effects from their medication
· they have any concerns about their epilepsy treatment.

If the participant is admitted to the hospital, AmeCare will ensure hospital staff are aware of what epilepsy medication is prescribed and that a copy of the participant’s Epilepsy Management Plan goes with them. 

On discharge from the hospital, staff must support participants to follow up on recommendations, including neurologist or specialist doctor review where indicated.

Steps to take during and after seizures

Participants with epilepsy may experience seizures while receiving supports and services 
from AmeCare. While there are two major groups of seizures, individuals have many symptoms meaning that one person’s seizure frequently appears very different from another person’s seizure. 

Therefore, the type of seizure, how to support the participant during a seizure, and specific emergency procedures will be unique for each person. This information should be detailed in the participant’s Epilepsy Management Plan.

Staff must support participants during a seizure with specific emergency procedures detailed in their Epilepsy Management Plan.

However, some general approaches to responding to a person’s seizures are recommended. 
These include: 
· Focal (impaired awareness) seizures:
· During the seizure: gently guide the person away from obstacles or situations that may increase the risk of falling or serious injury. Seizures usually last between 30 seconds and three minutes.
· After the seizure: if the person is confused, reassure them and maintain communication with them. 
· Generalised absence seizures:
· Recognise that a seizure has occurred, repeat any information they may have missed during the seizure and reassure and stay with the person. 
· Tonic clonic seizures:
· During the seizure: move furniture or items that could cause injury away from the person. Seizures usually last between 30 seconds and three minutes.
· After the seizure: if the person is unconscious or has something in their mouth that can block their airways, such as food, drink or dentures, lie them on their side, place something soft under their head and stay with them until they regain consciousness.

Emergency management

Staff must call an ambulance on 000 if:
· it is specified in the participant’s epilepsy management plan or emergency management plan 
· a seizure lasts 5 minutes or more 
· the participant is unconscious 
· another seizure starts shortly after a previous seizure 
· the participant has an injury that requires further medical assistance 
· it is the participant’s first seizure 
· the participant has diabetes or is pregnant 
· the participant has breathing difficulties after a seizure.

The National Epilepsy Line is funded by the Australian Department of Health and provides a phone and email service to support people living with epilepsy, their families and carers.

Where a participant has an advanced care plan, including directives regarding resuscitation or life-sustaining treatment, staff must follow the documented instructions and consult with the participant’s health practitioner as needed.

In cases where a participant has pursued voluntary assisted dying, staff must act in accordance with the participant’s wishes and relevant legislation, seeking guidance from qualified health practitioners and management.

Staff must be familiar with first aid procedures and ensure their actions align with the participant’s documented preferences and legal requirements.


Emergency medication management plan

Some participants with seizures that are difficult to control are prescribed emergency medication. 

If participants have been prescribed emergency medication, staff must ensure that participants work with their treating doctor to complete an Emergency Medication Management Plan (EMMP). 
An EMMP describes:
· The medication
· Method of administration
· Dose
· Instructions for administering the dose
· Emergency procedures.

The EMMP should be updated annually or earlier if anything related to the participant’s epilepsy and emergency medication changes. 

The EMMP should be attached to the participant’s EMP so that all the information related to the participant’s epilepsy is kept in one place.

IV. ROLES RESPONSIBILITIES

Support workers

AmeCare workers delivering epilepsy supports are responsible for the following:
· Complying with the NDIS Code of Conduct and Practice Standards.
· Understanding each support plan, confirming it is the correct and current plan for the participant, and checking the participant’s specific support requirements, for example, trigger management, characteristics of the participant’s seizure patterns and required response. 
· Checking with the participant on their expectations, capacity and preferences for being involved in the delivery of support. 
· Checking with the participant on their preferences for communication, including the use of aids, devices and/or methods. 
· Communicating with the participant using participant-specific communication strategies, communication aids, devices, or resources, including resources in the participant’s preferred language (e.g., interpreter). 
· Following all hygiene and infection prevention and control procedures.
· Checking that required devices and medications are available and ready for use. 
· Checking with the participant for any specific factors or adjustments needed at the time support is provided. 
· Delivering support in ways that are least intrusive or restrictive and fit into the participant’s daily routines and preferences. 
· Following procedures to use and monitor any seizure-related devices or equipment. 
· Supporting the participant to identify, remove or minimise exposure to triggers and conditions that increase the risk of seizures. 
· Recognising and taking immediate action in response to early indicators of a seizure, including alarms from the seizure monitors and/or wearable devices. 
· Identifying and recording the nature and frequency of seizures and taking action to position the participant in the recovery position. 
· Following instructions to assess need and administer post-seizure related medication. 
· Monitoring the participant post-seizure and/or administration of medication. 
· Identifying and immediately informing an appropriate health practitioner in response to respiratory distress or if the participant is unresponsive. This can include initiating cardiopulmonary resuscitation (CPR) and basic life support. 
· Recording and updating relevant seizure record forms or documents, including medication administered. 
· Working collaboratively with others to ensure continuity and effective delivery of support. 
· Actively involving the participant in their support, as outlined in their support plan and to the extent they choose. 
· Checking with the participant to discuss any changes needed to the epilepsy management support they are receiving. 
· Identifying, documenting and reporting information where a support plan is not meeting a participant’s needs. 
· Supporting the participant to provide feedback and request changes to their support plan as required. 

Management

The Director or their delegate is responsible for ensuring that workers have access to appropriate policies and procedures, timely supervision, support, equipment, and consumables required to provide epilepsy management supports.

The Director or their delegate, in consultation with the relevant and qualified staff members, will review this policy and procedure at least annually. This process will include a review and evaluation of current practices, processes and procedures, contemporary policy and practice in this clinical area, the Incident Register, and the Continuous Improvement Register and will incorporate staff, participants and other relevant stakeholder feedback. Feedback from participants and their family/support network, suggestions from staff and best practice care developments will be used to update this policy.

V. RECORD KEEPING

Due to the unpredictability of seizures, participants’ doctors do not often see their patients having a seizure. Instead, they rely on information from the participant living with epilepsy or information from others such as family, friends, carers or AmeCare support workers who have seen the person have a seizure. 

There are many different types of seizures, which differ from person to person. Clear descriptions or recordings of seizure activity are useful for epilepsy diagnosis, as well as ongoing treatment and care.

Staff required to deliver epilepsy supports to participants must maintain a Seizure Record Form that can help to monitor seizure activity, frequency, duration, triggers, and recovery behaviour. Recording seizure activity and maintaining a diary can help track the participant’s progress and assist doctors in determining the most appropriate treatment for them.

It can also be helpful for the participant’s seizures to be recorded with a video camera or smartphone, as this can assist their doctor to learn more about their seizures and epilepsy. Staff must obtain the participant’s consent before recording their seizures using the Participant Consent Form.
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· Epilepsy Management Plan
· Emergency Medication Management Plan
· Seizure Record Form
· Participant Consent (consent embedded into service agreements)
· Individual Risk Assessment Form
· Staff Training Plan
· Continuous Improvement Register
· Incident Register
· Internal Audit Program
· Transition to or from a provider policy and procedure
· Medication Management Policy and Procedure
· Accommodation Manual – First Aid
· Emergency Management Plan 
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