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1. Executive summary 
Epilepsy is a complex neurological condition affecting more than 50,000 Queenslanders and thousands 

more each year through its impacts on families, carers and communities. Approximately 1 in 25 people will 

be diagnosed in their lifetime - a diagnosis that turns life upside down. For some, seizures are controlled 

with medication, but that journey is rarely straightforward or quick, and seizures immediately disrupt safety, 

independence, education, employment and family life. For others - including people living with drug-

resistant epilepsy and high-complexity epilepsies such as developmental and epileptic encephalopathies 

(DEEs) - seizures can be frequent, unpredictable and dangerous, with wide-ranging and ongoing effects on 

cognition, mental health, safety, education, employment and independence. The lived reality of epilepsy is 

not a single clinical problem; it is an interconnected set of risks and disruptions that accumulate across the 

life course. 

This submission is structured by themes rather than Terms of Reference sections because epilepsy is not 

experienced in silos. Diagnosis affects treatment, treatment affects safety and participation, and system 

design determines whether people receive timely, coordinated support or are left to rely on personal 

persistence. Across the themes in this submission, the central issue is not a lack of concern or willingness 

to respond; it is a gap in implementation, reinforced by inconsistent epilepsy-specific knowledge and 

capability across systems and environments. 

The first structural gap is delayed and inequitable access to timely diagnosis, specialist review and 

coordinated epilepsy care. In Queensland, these challenges are intensified by geography, workforce 

constraints and uneven service availability. People outside southeast Queensland face long waits for 

neurology review and diagnostics, significant travel and cost burdens, and fragmented care. Access to 

expertise too often depends on postcode, finances and persistence rather than clinical need - driving 

avoidable escalation, emergency presentations and long-term harm. 

A second structural gap occurs after diagnosis. Too often, diagnosis initiates medication but not a supported 

pathway. People are not routinely connected to education, safety planning, psychosocial support or 

navigation across schooling, employment and daily life. Community epilepsy organisations provide essential 

non-medical infrastructure - education, seizure first aid and safety planning, care navigation, stigma 

reduction, and peer support - but connection to these services is inconsistent, and funding does not match 

system value. The predictable result is a “service cliff” where families must translate medical advice into 

everyday risk management and cross-system coordination on their own. 

A National Epilepsy Action Plan is needed to improve outcomes through coordinated action across the 

systems that shape life with epilepsy: timely specialist access and diagnostics; structured transitions across 

life stages; integrated mental health care; disability supports that recognise episodic risk; seizure-literate 

education settings; safe and inclusive workplaces; consistent emergency and acute care responses; and 

stronger public awareness to improve seizure literacy, safe response and stigma reduction. It must focus 

both on timely access to the right clinical support and on the interfaces where people most often fall 

between systems, including disability, education and public-facing services. Without that integration, 

outcomes will continue to be shaped as much by system design as by clinical complexity, resulting in 

avoidable harm, reduced participation and higher long-term system costs. 

A nationally consistent optimal epilepsy care pathway would provide a practical mechanism for 

implementing that Plan. It could cover first seizure and suspected epilepsy, timely access to core diagnostics 

and specialist review, rapid escalation when seizures remain uncontrolled, and coordinated transitions 

across life stages. The pathway should also extend beyond the clinic to include a standardised post-diagnosis 

response: clear information and education tailored to seizure types and risks, an epilepsy management plan, 

coordinated referral pathways, and routine warm referral to epilepsy support organisations to provide 

navigation, education, safety planning and psychosocial supports. This is a practical reform that would make 
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the expected pathway clear for patients, families and frontline providers, and reduce reliance on crisis-

driven re-entry to the system. 

This is both a health and economic imperative. Epilepsy carries a substantial economic burden driven by 

uncontrolled seizures, avoidable hospital use, lost productivity and unpaid care. Consistent with broader 

brain health investment analysis, cost-effective interventions across neurological conditions can deliver both 

health gains and long-term economic returns (McKinsey Health Institute, 2025). For Queenslanders, this 

whole-of-system approach is essential to overcome the compounding impacts of distance, workforce 

constraints and uneven access, and to deliver safer, more equitable outcomes wherever people live. 

In summary, the core issue is not whether epilepsy is recognised, but how consistently and effectively that 

recognition is translated into coordinated, funded implementation. Addressing this requires a whole-of-

government response with shared accountability across sectors. A National Epilepsy Action Plan, supported 

by an optimal care pathway and coordinated delivery across clinical and community systems, would shift 

epilepsy from a fragmented, high-risk experience to a predictable and supported pathway. 

These reforms must remain grounded in lived experience. This submission reflects the voices of people with 

epilepsy, families, educators and frontline workers. Epilepsy Queensland, as part of Epilepsy Australia, is 

committed to working with government and partners to implement these recommendations and achieve a 

nationally coordinated approach. We thank the Committee for considering our submission and the 

perspectives of those we serve. We urge the Senate to seize this opportunity to create a National Epilepsy 

Action Plan that ensures all Australians with epilepsy have access to timely diagnosis, effective treatments, 

comprehensive support, and a society free of stigma and barriers. 

2. About Epilepsy Queensland 
Epilepsy Queensland is Queensland’s peak epilepsy organisation, working alongside people living with 

epilepsy and their families, to translate a diagnosis into real-world safety, participation and inclusion. For 

nearly 60 years, we have supported thousands of Queenslanders affected by epilepsy with trusted 

information, practical education and navigation - often at the moments they feel most frightened and 

uncertain - helping families make sense of what is happening and connect to the right next step. 

Epilepsy is more than seizures: it disrupts education, employment, independence, relationships and mental 

wellbeing, and it often falls between systems. We help close these gaps with supports - delivered face to 

face and virtually - that reduce risk and help people navigate the pathways across the settings where 

seizures occur and where life happens. 

We deliver epilepsy education and training for people impacted by epilepsy, and we build capability across 

the frontline workforces that shape daily outcomes - schools and early learning, disability services and 

workplaces. This capability building is a safety and equity intervention: it reduces preventable harm, 

supports timely escalation and appropriate responses, and enables adjustments so people are not excluded 

due to lack of workforce confidence or knowledge. 

Working with Queenslanders across the life course from first seizure and diagnosis through schooling, 

transition to adulthood, employment, parenting and ageing, gives us a clear view of the repeatable points 

where systems break down. This submission draws on that statewide, front-line perspective and sets out 

practical reforms to deliver coordinated care and support across Queensland’s vast geography and diverse 

communities. 

3. National Collaboration 
Epilepsy Queensland is a member of Epilepsy Australia, the national peak body that represents Australia’s 

community epilepsy organisations and provides a shared platform for national advocacy, collaboration, and 

consistent public information. 
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Through this national network, Epilepsy Queensland has contributed to a range of successful cross-

jurisdiction initiatives in recent years. Some collaborations focus on strengthening public understanding of 

epilepsy - through coordinated awareness, education and stigma-reduction initiatives that improve seizure 

literacy and safe response. Others focus on strengthening service delivery, by building shared resources, 

common tools and evidence-informed support models that reduce duplication and improve the consistency 

of assistance available to people with epilepsy regardless of where they live. Working on both fronts 

matters: communities influence safety and inclusion in everyday life, while service systems determine 

whether people can access timely, consistent supports after diagnosis. 

Epilepsy Queensland was part of the Epilepsy Smart Australia Pilot Program (ESAP) which worked to design 

and trial a coordinated, person-centred approach to epilepsy information, training and psychosocial 

supports at a national scale. The program demonstrated the potential of a nationally coordinated approach, 

and the benefit of routinely connecting people and families to epilepsy support organisations as part of a 

holistic health pathway - complementing clinical care with education, navigation, safety planning and 

psychosocial support. 

Epilepsy Queensland is currently the grant holder (due to end in December 2026) for a collaboration of 

state-based epilepsy partner organisations delivering a National Peer Support Program. This program 

provides access to peer connection and structured psychosocial support - a proven, scalable, non-clinical 

intervention that reduces isolation and helps people adjust after diagnosis alongside clinical care. Epilepsy 

Queensland is also a founding member of the Neurological Alliance of Queensland, a coalition of 

Queensland neurological organisations working together to advocate for improved neurological care, 

system coordination, research and community support for people living with neurological conditions and 

their families. 

4. Evidence base and method 
This submission is grounded in a combination of lived experience evidence, service delivery observations 

and published research. It is structured as a set of themes that reflect how epilepsy is experienced across 

the life course and across systems, rather than as isolated issues contained within a single portfolio. 

• Epilepsy Queensland lived experience surveys and consultations (2026): Epilepsy Queensland’s 

2026 surveys and consultations generated de-identified responses from 449 people in total. This 

included 368 lived experience survey responses and 27 case study stories, alongside targeted 

instruments for educators and disability/health workers. Unless otherwise stated, quotations and 

statistics throughout this submission are drawn from this evidence base. 

• Service delivery evidence reflecting recurring patterns identified through the work of Epilepsy 

Queensland, including education and awareness activities, individual and family support, system 

navigation, advocacy, program evaluations, and clinical and community engagement. 

• National and peer-reviewed sources cited throughout, including Deloitte economic modelling, 

Epilepsia burden projection modelling, the WHO IGAP framework, national evidence sources such 

as the Australian Epilepsy Project, Queensland Neuro Matters Report, international brain health 

investment analysis, and national research and implementation reform analysis. 

Where quotations are included, identifying details have been removed. Findings are presented to reflect 

consistent, recurring system impacts rather than isolated cases. De-identified lived experience case studies 

are included as an appendix to further illustrate the practical, whole-of-life impacts described in this 

submission. 

5. Terms of Reference mapping 
The Senate Inquiry Terms of Reference are interdependent in practice. Epilepsy Queensland has therefore 

structured this submission by themes that mirror lived experience and system interfaces, while mapping 

each section to the relevant Terms of Reference below. 
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Submission section / 

theme 
Primary Terms of 

Reference 
Notes on scope 

5. Barriers to 

Diagnosis and Access 

to Treatment 
ToR (a), (b), (f) 
 

Diagnostic delay; timely access to neurologists/epileptologists 

and core diagnostics; escalation for persistent 

seizures/drug-resistant epilepsy; geographic and cost barriers; 

pathway and coordination gaps. 
 

6. Safety and physical 

impacts of epilepsy 
ToR (b), (c), (f) 
 

Injury and mortality risk (incl. SUDEP), medication side-effects 

and recovery burden; impacts on participation; safety planning; 

the role of seizure literacy and consistent response across 

community and frontline settings. 
 

7. Barriers to support 

following diagnosis – 

NDIS and functional 

impact 

ToR (b), (d), (f) 
 

Post-diagnosis “cliff”; barriers to non-clinical supports (including 

NDIS and aged care); episodic disability recognition; disability 

workforce capability; coordination across health-disability-

education interfaces. 
 

8. Impacts on 

education 
ToR (b), (c), (d), (f) 
 

Seizure literacy and inclusion in educations; reasonable 

adjustments; education as a pathway to earlier recognition; 

psychosocial and long term economic consequences from 

learning disruption. 
 

9. Mental health and 

social isolation 
ToR (b), (d), (f) 
 

Mental health impacts, isolation and loss of independence; 

transport restrictions; carer and family impacts; access to 

psychosocial supports and community support as post-diagnosis 

pathway. 
 

10. Stigma and 

discrimination 
ToR (b), (c), (d), (f) 
 

Stigma, disclosure risk and discrimination in education, 

employment and community settings; seizure literacy across 

public-facing services; flow-on psychosocial and economic 

harms; stigma creates barriers to help-seeking and inclusion. 
 

11. Economic impact 

of epilepsy 
ToR (b), (d), (f) 
 

Direct and indirect costs: productivity loss, reduced workforce 

participation, out-of-pocket and transport costs, unpaid care, and 

wellbeing loss; preventable cost drivers linked to drug-resistant 

epilepsy; the economic value of funded pathways and support 

services. 
 

12. A system not 

designed for epilepsy 
ToR (a)–(f) 
 

Synthesis of cross-cutting issues and implementation logic: why 

current systems fail across diagnosis, safety, supports and 

participation; whole-of-government accountability; funded 

national action plan and optimal care pathway aligned to IGAP; 

workforce capability and data/measurement. 
 

13. Recommendations 

for system reform 
ToR (a)–(f) 
 

Recommendations mapped to ToR (a)–(f), grouped by primary 

system leverage, and designed to be implemented as a 

coordinated package across health, disability, education, 

community, research and system governance. 
 

This mapping is provided to support Committee navigation; the submission is sequenced to reflect lived experience, system 

interfaces and points of intervention across the life course. 
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6. Barriers to Diagnosis and Access to Treatment 
ToR (a), (b), (f) 

The barriers to diagnosis and treatment identified in the Terms of Reference are systemic and compounding. 

This submission recognises the commitment of Queensland Health staff and clinicians who deliver care in a 

high demand environment. The issues described here reflect structural workforce and pathway constraints. 

Community consultation indicates that delays, inconsistent treatment and poorer long-term outcomes are 

not simply the product of individual complexity, but reflect a lack of coordinated care, inequitable and 

delayed access to specialist expertise, and the absence of clear, consistent pathways through the system. At 

the centre of this is a persistent and critical constraint: limited and fragmented access to specialist epilepsy 

care across Queensland, compounded by geography, cost and system design. 

6.1 Delays and complexity in diagnosis 
Diagnosis is frequently delayed, uncertain and dependent on persistence rather than pathway. This is 

particularly evident for less common seizure types and syndromes, where recognition requires specialist 

expertise that is not consistently accessible early in the clinical journey. The Epilepsy Queensland lived 

experience surveys and consultations indicates that diagnostic delay is often compounded by system 

response: two-thirds of respondents experienced a prolonged diagnostic journey; nearly a third waited 

more than a year to get a confirmed epilepsy diagnosis after symptom onset; one third reported their 

symptoms were not taken seriously (including being told their seizures were “psychological” or "stress-

related"), and 36% cited a lack of epilepsy expertise in healthcare engagement as a barrier. 

Epilepsy requires timely diagnosis and early intervention, but current pathways do not reliably deliver either. 

People often move between general practice, emergency departments and allied health without timely 

access to epilepsy-specific assessment and diagnostics. The consequences are reflected in lived experience: 

✦ “She was diagnosed with a complex tic disorder… but I knew it wasn’t right… I kept researching… 
eventually I found Sunflower Syndrome… and knew instantly that every handwave was a seizure. If 
I hadn’t persisted, we would still be treating the wrong condition.” 

✦ “Took 8 months of trying to see neurologist with daughter having up to 10–15 tonic clonic seizures 
a day.” 

✦ "The public wait list for urgent cat 1 in a first seizure clinic is dangerous! We were told it was up to 
a 60 day wait. How scary it is for parents to wait this long?" 

✦ “We have both public and private neurologists… we need public to access EEGs etc, but we use 
private because otherwise we could never get an appointment to discuss meds or concerns in a 
timely fashion at all.” 

✦ “Currently seeing only a general paediatrician. No retesting, follow up testing to see if medication 
is working or not. No other options suggested for rare epilepsy.” 

✦ "Would be good if any of the medical professionals knew anything about epilepsy. Our GP doesn't 
know how to write an epilepsy management plan" 

✦ "Awareness begins with the GP. Do not dismiss the patient as having migraines" 

✦ "Public system sent me away with medication after second seizure. Did not investigate type of 
epilepsy and did not medicate effectively, leading to months of subsequent seizures until a private 
neurologist was seen and suitable medical treatment provided." 

Cultural and language barriers: People from Aboriginal and Torres Strait Islander and culturally and 

linguistically diverse (CALD) communities face additional diagnostic hurdles, including limited access to 

culturally safe services, language barriers in describing seizure symptoms, and fear of stigma in seeking help. 

Aboriginal and Torres Strait Islander peoples are reported to have around twice the prevalence of active 

epilepsy compared to non-Indigenous Australians (AIHW 2022), yet face structural barriers to specialist 

Epilepsy in Australia
Submission 181



8 

access and follow-up care, including limited culturally competent services in remote areas. This underscores 

the need for community-led, culturally responsive epilepsy programs, and accessible information and care 

pathways for CALD communities. 

✦ “My family didn’t talk about epilepsy – it was seen as shameful. We only sought help after many 
years of suffering.” 

Diagnosis too often depends on individual advocacy rather than a pathway that supports early recognition 

and referral. Progress through diagnostics is frequently slow: access to core investigations such as EEG1 and 

MRI1 is constrained by availability and wait times, and neurology referral is often delayed. Advanced epilepsy 

diagnostics (including advanced MRI) are not widely available under the current standard of care; for many 

people, access to the diagnostic work-up needed to clarify cause and guide treatment can take 15+ years 

(Australian Epilepsy Project, “Living with Epilepsy”). These delays also create participation barriers. 

Prolonged uncertainty disrupts education and employment, limits independence and participation, and 

impacts mental health. Treatment responses are often based on trial and error of medications – all with 

their own side effects - which impact participation and quality of life.  

✦ “It took over a month just to be seen, then weeks for tests, then more weeks for results… I was 
told I would see a neurologist within three months… it has been seven and I still haven’t received 
an appointment.” 

✦ “The cost of tests like MRI was enormous. We delayed getting a second opinion due to money. 
Looking back, that cost us precious time in getting the right treatment.” 

✦ “I had to wait 5 months for an EEG appointment. Meanwhile, my seizures got worse and we had 
no idea why. It was terrifying.” 

✦ “My parents weren't even called in for a formal appointment. Someone just called them and told 
them over the phone with no support or relevant information." 

✦ “We live in a regional town and my daughters scans had to be sent to Brisbane for reading by a 
Paediatric Neurologist.” 

 

Priority actions: 
• Implement clear first-seizure and suspected-epilepsy pathways with escalation triggers and 

timeframes. 

• Delivery of advanced diagnostics (such as those available via the Australia Epilepsy Project) as 
part of standard of care. 

• Provide education to strengthen epilepsy recognition and referral in primary care and 
emergency settings, including focal/non-convulsive presentations, with clear escalation 
protocols to specialist epilepsy/neurology services. 

• Invest in culturally safe diagnostic and support pathways. 

• Expand funding for and awareness of surgical evaluations and other advanced treatments (e.g., 
Vagus Nerve Stimulation2, dietary therapies, neuromodulation3) for eligible patients with drug-
resistant epilepsy (DRE). 

• Develop and fund Indigenous and CALD health navigator roles. 

 
[1] Magnetic resonance imaging (a scan that uses magnets and radio waves to produce detailed images of the brain). 
2 A treatment that uses a small, implanted device to send regular milk electrical impulses to the vagus nerve, helping reduce seizure 
frequency and severity in some people with drug resistant epilepsy. 
3 Treatments that alter nervous system activity using targeted stimulation (and sometimes medication delivery) to specific nerves or 
brain areas to help reduce seizures when medications alone are not effective; examples include VNS, deep brain stimulation (DBS) and 
responsive neurostimulation (RNS). 
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6.2 Limited and inequitable access to specialist epilepsy care 
Access to neurologists - and specifically to clinicians with expertise in epilepsy - is the most significant 

structural constraint in the current system. This is an issue of availability, timeliness, equity and continuity. 

Our consultation identified that nearly half of respondents reported difficulty accessing specialist care, and 

only 12% reported being able to see an epileptologist. 

Australia’s epilepsy care is often fragmented, and there is no nationally consistent approach to defining 

specialist epilepsy expertise, minimum service standards, or clear training pathways. This contributes to 

variation in the quality and timeliness of diagnosis, inconsistent referral for epilepsy surgery assessment, 

and uneven access to advanced investigations and treatments such as SEEG and neuromodulation. It also 

makes workforce planning more difficult, and leaves career pathways for epilepsy nurse specialists and 

neurodiagnostic scientists less clearly defined and supported. Beyond training, Australia does not have a 

clear national approach to epilepsy care, which services should be able to provide it, or how outcomes 

should be tracked and improved over time. The result is that newer tests and treatments are introduced 

slowly and unevenly: options like SEEG are available in only a small number of centres, and other established 

treatments used overseas are still not realistically available to most Australians. 

Apart from Brisbane and a few major regional centers (e.g. Townsville, Cairns, Gold Coast), neurologist 

services are sparse. Telehealth expansion during COVID-19 improved access for some remote patients, but 

many still require in-person consultations (including for diagnostic testing or when commencing new 

treatments). Telehealth also depends on reliable internet access and digital literacy, which not all rural 

families have (Moffatt & Eley, 2011). Outside southeast Queensland, there is a heavy reliance on visiting or 

itinerant services and the shortage of paediatric neurologists in regional Queensland was a repeated 

concern. For many, specialist care is limited, intermittent and constrained. As a result, services may exist on 

paper but remain out of reach in practice because of travel distance and the associated time and cost 

burdens. This is compounded by current Medicare settings that do not allow an initial specialist 

appointment to be delivered via telehealth (regardless of the presenting need), adding delay for people for 

whom cost and distance are already the primary barriers. 

✦ “Private/Public neurologist in Cairns did not exist for most of the 20 years of treatment. Access to 
Brisbane specialist neurologist/epileptologist only occurring through an accidental referral in 
approximately 2021. Genuine inpatient treatment/ observations did not occur until 2023.” 

✦ “There were no specialists / neurologists available or if there were ones that came to our area, it 
was only once a month and they were very expensive. As I got older, I was referred to a 
Neurologist in Brisbane and I had to fly down to see him. Again, very costly - I couldn't travel on 
my own and had to stay for a couple of days as I had to have EEGs at the Neurologist also." 

✦ "We had no understanding or awareness of the initial symptoms; we lived regionally and had to 
travel and wait months to get into a paediatrician before being referred to a neurologist." 

This level of constraint has significant and compounding impacts with delays to initial diagnosis, and delays 

persist even when needs change. Seizure control can change suddenly, and urgent and frequent clinical 

reviews may be necessary. In our consultation, nearly 50% of respondents reported waiting more than six 

months to see a specialist when seizures or treatment needs changed (outside routine follow-up 

appointments). Queensland’s broader neurology workforce gap (128 neurologists in 2020 across all 

neurological conditions) means that for some people, especially those requiring epilepsy subspecialist input, 

accessing specialised and timely care often involves travelling to other states to access what they need.  

A critical point where continuity breaks down is the transition from paediatric to adult epilepsy care. For 

many young people - particularly those with complex epilepsy or long medication histories - transition is 

handled as a handover, not a planned clinical pathway, and the burden of ensuring history, plans and risk 
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information follow the person falls back to families. Where transition is poorly supported, people can 

remain under generalist management for extended periods, even when their condition requires specialist 

input. 

✦ “The transition from paediatric to adult epilepsy services was particularly challenging. While 
epilepsy is for life, support systems became less structured as [my child] entered adulthood. The 
transition process lacked clarity and guidance, with responsibility for coordination once again 
falling largely to us as parents.” 

For people with ongoing seizures, delayed access to subspecialist review delays escalation beyond 

medication - including surgical evaluation, device therapies and dietary therapies where clinically indicated 

- and prolongs avoidable seizure burden, injury risk and long-term health system costs that earlier 

intervention could reduce. This is not simply a matter of capacity - it reflects limited access to 

epilepsy-specialist care as both a capability and workforce capacity gap, and a system that does not 

consistently prioritise early access to the right level of expertise. 

6.3 Fragmentation and lack of coordinated care 
Underlying these access issues is a more fundamental problem: the absence of coordinated, integrated care. 

Epilepsy management spans general practice, hospitals, neurology, allied health and community support 

organisations, but the links between these are inconsistent. As a result, individuals and families are left to 

navigate a disconnected pathway. 

Some more integrated systems overseas have specialist epilepsy centres that provide multidisciplinary 

assessment and decision-making in one place, bringing together epileptologists, neurosurgeons, 

neuropsychologists, specialised nurses, allied health and social work alongside advanced diagnostics (Stern 

et al., 2024). This supports faster clinical decision-making, timely assessment for surgery and device 

therapies, and coordinated care that addresses seizure control and psychosocial impacts. Comparable 

models of integrated, multidisciplinary specialist care also exist in the Australian context through 

Comprehensive Cancer Centres. 

In Australia, epilepsy families describe being passed between providers without a navigable pathway, with 

coordination falling to parents and carers by default: 

Priority actions: 
• Strengthen epilepsy workforce planning and service capability by defining required roles and 

staffing (including epilepsy nurse specialists and neurodiagnostic scientists), establishing 
standardised epilepsy specialist training pathways (including paediatric neurology and 
epileptology), funding a sustainable training and recruitment pipeline, and supporting equitable 
distribution across regions. 

• Expand access to rural health grants and telehealth options, and address out-of-pocket and 
travel burdens that make specialist care practically inaccessible. 

• Strengthen access to advanced testing, therapies and escalation pathways for ongoing seizures 
and drug-resistant epilepsy. Upskill local staff (similar to radiography) and utilise new devices 
(EEG helmets). 

• Implement structured paediatric-to-adult transition pathways, including a summary record, 
joint paediatric-adult appointments for complex cases, and linkage to disability, GP and mental 
health supports, and life-stage planning for driving, employment, sexuality, mental health, and 
independent living. 

Epilepsy in Australia
Submission 181



11 

✦ “We were left to work out where to go and what to do by ourselves as parents for all those 
years.” 

✦ “It’s me [parent] having to ring the doctor after the specialist, after the hospital, after information 
gathering, when I am trying to take care of this young person shaking and screaming in pain. 
trying to give the medication that is changing her brain, watching the side effects and this awful 
thing that has completely changed my daughter, her life, our lives and people around us lives.”  

✦ The hospital saved my son’s life after his seizure, but when we left, the question was: now what? 
We were on our own to figure out NDIS, community care, and everything else.” 

✦ “Where to next?? Education about epilepsy. Where to go for advice or further info, what services 
exist... What to do if something goes wrong (I figured that out myself). Connection with lived 
experience peers, which I found by accident... I was left alone with no help and it was the worst 
situation to be in.” 

✦ We didn't know where to go next. We knew we ultimately needed to end up with a neurologist for 
a diagnosis (thanks to Google) but not the pathway to get there… We had a stressful time of 
feeling like we were going in circles asking the GP, who said ask the paediatrician, who wasn't 
available easily, etc... I feel if there had been a simple 'Do this step, then this step, then this step' 
guide as the pathway to getting into a neurologist and getting a diagnosis, it would have helped 
ease the confusion and stress." 

This fragmentation is compounded by a lack of routine connection to epilepsy-specific support organisations 

and practical supports following diagnosis. Many people describe that they were not told where to go for 

support, and only found help later by chance - after prolonged uncertainty, isolation and preventable risk. 

A consistent health-system response should include warm referral to an epilepsy support organisation at 

diagnosis, who can facilitate a standardised epilepsy management plan, and a clear guidance regarding 

education, navigation and peer support.  

✦ “Firstly told about Epilepsy QLD After 4 years of trying to get and understand - a friend told me 
about them and my world changed.” 

✦ “I was at least 10 [years] after diagnosis before I even found out about an Epilepsy Management 
Plan. This was through Epilepsy Queensland. No one in the public health system had ever 
mentioned it.” 

✦ “There was minimal information available for my mum, me & my family so that we could learn 
more about what was going on. It was very scary.” 

✦ “There was very little in the way of support groups, no internet at that time... I would have 
appreciated any written material about my condition, so I might not have felt so isolated and 
confused and scared. Referral to an epilepsy organisation may have helped, as well as meeting 
other people with epilepsy.” 

✦ “Any support would have made a huge difference as we got none. Very much left to find out 
information on our own.” 

✦ “Even supports that are available today are not mentioned by doctors. Eg taxi subsidies or the 
names of Epilepsy support institutions in Australia.” 

 

Priority actions: 
• Embed coordinated epilepsy care pathways across GP, hospital, neurology and community 

supports, with clear roles and accountabilities. 
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6.4 Over-reliance on acute and emergency services 
When epilepsy care is not coordinated - particularly where specialist-led review and proactive follow-up are 

delayed or unavailable - people are more likely to re-enter the system through emergency and acute 

services. In these circumstances, preventable deterioration and avoidable crisis presentations become the 

default, and opportunities to improve quality of life through earlier intervention, education and support are 

missed. 

This matters because the system cost is substantial: hospital care alone - including admissions for seizures 

and convulsions and outpatient services - costs approximately $230 million annually (2019–20), with most 

of this borne by state-funded public hospitals (Deloitte Access Economics, 2020). Evidence indicates that 

structured epilepsy self-management and community education can reduce pressure on emergency and 

acute care while supporting participation. These interventions improve knowledge, seizure management 

and medication adherence, and are associated with reduced healthcare use, including fewer hospital 

admissions and ED presentations (May et al., 2002; Dilorio et al., 2011; Aliasgharpour et al., 2013; Ahn et 

al., 2013). Consistent with this evidence, Epilepsy Queensland service data shows that more than 50% of 

people who interact with our services report they are less likely to call an ambulance or present to an 

emergency department, demonstrating the real-world impact of community-based education and support 

in reducing avoidable acute care demand. 

However, when people do present in crisis, the response they receive is not consistently epilepsy-informed. 

Queensland’s ambulance and emergency clinicians provide high-quality care under sustained pressure, but 

epilepsy-specific knowledge and protocols are not systematically embedded across services. This means 

individuals may present to settings where staff do not have the training, tools or clinical guidance required 

to recognise diverse seizure presentations, manage post-ictal4 vulnerability, and respond appropriately in 

all circumstances. In extreme cases, these gaps have contributed to preventable harm. 

✦ “Even paramedics do not have the knowledge to deal with epilepsy… we were abused and told to 
‘get off the floor’… we are now reluctant to call for help.” 

✦ “We had to insist that the paramedic administer midazolam when my sister had a prolonged 
seizure; they seemed hesitant and kept asking us what to do. It’s scary to realise we might know 
more than the professionals coming to help.” 

✦ “It took six years of confirmation, no one in emergency had understanding of epilepsy and the 
different forms and presentations, many times no one was there to help and many times we were 
ignored and scoffed at, even paramedics do not have the knowledge to deal with epilepsy, even to 
the point where she was abused and [sworn at].” 

✦ “I lost my daughter… from the rural hospital not having any protocol in place for post epileptic 
care… bed rails were not ordered… a lot more time and care could have been a totally different 
outcome.” 

 

 
4 A temporary brain condition that happens when a seizure ends where symptoms (including headache, migraine, confusion, exhaustion, 
memory loss, anxiety, depressing and sore muscles) can last from minutes to days.  

• Establish multidisciplinary epilepsy centres with defined referral criteria and coordinated 
follow-up, bringing together medical, surgical, neuropsychology, nursing, allied health and 
community supports so assessment and care planning are integrated rather than fragmented. 

• Make warm referral to epilepsy support organisations standard at diagnosis, with a consistent 
post-diagnosis response (epilepsy education, navigation and an epilepsy management plan). 

• Fund navigation, epilepsy education, and care coordination so continuity is designed into the 
pathway, reducing duplication, delay and crisis-driven re-entry to the system. 
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6.5 Cost, distance and workforce constraints reinforcing inequity 
Specialist access in epilepsy is not only limited - it is unequally distributed, with geography and cost acting 

as significant barriers to care. For individuals living outside metropolitan areas, accessing specialist services 

involves substantial additional burden. This includes travel costs, time away from work or school, 

accommodation expenses, and the logistical complexity of coordinating care across distances. 

✦ “It took over 18 months and multiple trips to [Brisbane] to finally have my daughter diagnosed 
correctly. We felt lost. There was no one local who understood her seizures.” 

✦ “We would drive three hours a day so she could work… and still had to attend specialist 
appointments in another location.” 

✦ “We have to drive 8 hours each way for an appointment. My husband takes time off work, we pay 
for accommodation – just for a half-hour consultation.” 

✦ "The large regional town I live in has not even had a neurologist for over 15 years" 

These practical barriers have a direct impact on health outcomes. Where access is difficult or expensive, 

care is delayed, appointments are missed, and continuity is disrupted. At the same time, workforce 

limitations - including shortages of neurologists and epilepsy specialists - mean that even where services 

exist, demand exceeds capacity. This contributes to long wait times, limited follow-up, and reduced 

availability of timely care. These factors interact to create a system where access is determined not only by 

need, but by location, financial capacity and ability to navigate complexity. 

Affordability pressures also extend to ongoing treatment. For some people, the out-of-pocket cost of 

anti-seizure medicines accumulates over time, especially where multiple medicines are required, where 

newer therapies are difficult to access or not financially feasible, or where eligibility and reimbursement 

settings limit practical availability. Even with PBS subsidies, co-payments and the need to reach annual 

safety-net thresholds can remain prohibitive - particularly for low-income households and for people whose 

seizure activity disrupts stable employment, pushing them into reduced hours or casual work, and leaving 

less buffer to absorb recurring medication costs. In rural and remote communities, medication access can 

be further complicated by limited pharmacy availability and interruptions to supply, creating additional risk 

when continuity of treatment is critical. 

✦ “[We need] affordable Drugs as he is on 5 ASM [anti-seizure medications] costing over $200 a 
month” 

✦ Identified as a safety risk: ‘Having enough money to purchase medication $300 per month.’” 

✦ “My parents could not even afford GP visits beyond prescription repeats, let alone specialist 
reviews... The cost of Dr's consults and medication was always a concern for my parents... Yes, I 

Priority actions: 
• Improve workforce training for paramedics and Emergency Dept. staff on diverse seizure 

presentations and post ictal care. While ambulance services and ED workforce training are 
primarily delivered through state and territory systems, national leadership is needed to drive 
consistent minimum capability and protocols across jurisdictions - using mechanisms such as 
the National Health Reform Agreement (NHRA) to support shared priorities, funding levers and 
accountability for implementation in public hospital services. 

• Embed epilepsy protocols and seizure-response capability in emergency and hospital settings. 
• Strengthen discharge processes so people leave ED/hospital with seizure first aid guidance, 

referral pathways and escalation advice. 
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was now 18 but unable to drive and so as well as the cost of specialists $500, I also needed to pay 
for travel to and from.” 

✦ “How is one supposed to get meds (you ration them) when it's $130+ for taxi when can't drive. 
Have no family/friends so no support, I'm curled up on a no exit dirt road not even surviving.” 

 
 

Priority actions: 
• Strengthen travel and accommodation assistance and reduce out-of-pocket costs to improve 

equity of access so regional families can access timely specialist advice. 
• Reduce out-of-pocket costs for anti-seizure medicines and related seizure-management 

supports by reviewing PBS affordability settings and safety net arrangements. 
• Improve access to epilepsy medicines in rural and remote communities by supporting reliable 

pharmacy access and supply continuity, and by reducing out-of-pocket costs that can be 
amplified when travel is required to obtain prescriptions or medicines. 

• Expand and prioritise regional access to diagnostics and specialist review (including outreach 
and telehealth). 

• Create regional training pipelines and workforce incentives to attract and retain epilepsy-skilled 
clinicians in rural and regional locations. 
 

6.6 The cumulative impact 
Queensland does not have enough neurologists - and even fewer epilepsy subspecialists - to meet demand 

across a state of 1.7 million square kilometres. The result is predictable: long waits, widening regional 

inequity, cost pressures that push people into private care or out of care altogether, and delayed treatment 

escalation when seizures persist or re-appear. 

The neurological workforce gap is well documented. Queensland had 128 neurologists in 2020 to treat not 

only epilepsy, but all neurological conditions for 1 in 4 Queenslanders (Neuro Matters, MS Queensland, 

Epilepsy Queensland and Parkinson’s Queensland, 2026). Access remains patchy and wait times can extend 

for many months, particularly outside metropolitan areas. Taken together, these barriers create a system 

where barriers compound: 

• Workforce shortages and uneven distribution delay specialist review and continuity of care, 

particularly outside metropolitan areas. 

• Delayed diagnosis and delayed treatment optimisation prolong seizure burden and uncertainty. 

• When specialist access and follow-up are delayed, people are more likely to rely on ambulance and 

emergency departments in crisis. 

• Persistent seizures drive preventable injury risk, deteriorating mental health, and reduced 

participation in school, work and community life. 

• Families absorb the coordination burden, financial strain and unpaid care when pathways are 

fragmented. 

These are not isolated problems - they compound. When specialist access is delayed, diagnosis is delayed; 

when diagnosis and review are delayed, seizures persist and escalate; and when seizures persist, 

participation collapses and crisis presentations rise. 

While many levers that shape epilepsy outcomes (including public hospital services, ambulance response, 

workforce capability and regional service planning) sit with state and territory governments, national 

leadership is required to drive consistent standards, coordinated funding and shared accountability - so 

improvements in timely diagnosis, safe acute care, coordinated follow-up and whole-of-life participation are 

delivered equitably across jurisdictions. 
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Priority actions: 
• Develop and fund a statewide epilepsy workforce plan across the life course (paediatric 

through adult), including regional retention incentives, epilepsy nurse specialist roles, and 
protected time for epilepsy upskilling in generalist services.  

• Establish a networked model of epilepsy care with clear governance and shared-care 
agreements (including agreed escalation triggers and rapid advice pathways) so regional 
clinicians and services can deliver consistent care without relying on ad hoc referrals. 

• Embed post-diagnosis education and navigation as a standard part of care (including warm 
referral to epilepsy support organisations and an epilepsy management plan) so risk and 
uncertainty are managed early and do not escalate into crisis-driven ambulance and ED use. 

 

6.7 Developmental and Epileptic Encephalopathies (DEEs): a distinct high-complexity cohort 
Developmental and Epileptic Encephalopathies (DEEs) require explicit recognition as a distinct, 

high-complexity cohort within epilepsy policy and service design. DEEs are neurodevelopmental conditions 

in which epilepsy is one feature of a multisystem, lifelong disorder. Co-morbidities can include significant 

developmental delay, intellectual disability, autism and behavioural impacts, feeding and gastrointestinal 

problems, sleep disturbance, mobility challenges, and increased mortality risk (including SUDEP). Treating 

DEEs primarily as an “epilepsy problem” can lead to care that is focused on seizure control alone and poorly 

equipped to address day-to-day functioning, quality of life and caregiver burden. 

For families, service system impacts are cumulative: care spans paediatric and adult neurology, genetics, 

allied health, mental health, education and disability supports yet coordination is often left to 

parents/carers. A priority health pathway for DEEs, supported by coordinated multidisciplinary care and 

clear escalation and transition planning, would reduce avoidable crisis presentations and ensure families 

are not repeatedly required to “re-prove” complexity at each interface. In parallel, disability planning must 

reflect the whole picture: NDIS planners need guidance that recognises multi-morbidity, episodic risk, and 

high-intensity caring demands to support safe participation and quality of life. 

✦ “Dravet is a drug-resistant epilepsy, yet its seriousness is often not fully understood or responded 
to appropriately across healthcare, education, and support systems... [it} is also complex and 
often comes with additional diagnoses such as ADHD, autism, and global developmental delays, 
which further increase support needs. The current system does not adequately account for this 
level of complexity." 

✦ "In Australia we have only 1 Dravet syndrome doctor... Earlier diagnosis would have prevented 
my daughter's brain damage after having an 88-minute seizure. She is now wheelchair bound, 
nonverbal, peg fed, intellectually disabled." 

✦ “I wonder if the original diagnosis [3 years earlier] had been identified as Dravet, whether getting 
our daughter on the right medication earlier could have made a difference?" 

✦ "We waited a long time for answers, and when we finally received a diagnosis of Dravet 
syndrome, it was something we had never heard of. We didn't realise then how life-changing it 
would be. Since that diagnosis, everyday life has become much harder, impacting our child in 
almost every way - we can’t live a normal life" 

✦ “My daughter was diagnosed epileptic but was treated as a Guinea pig when it came to 
medication. She was having so many seizures per day that we lived in hospital... My daughter 
died the morning after discharge, in the back of an ambulance. She was revived after several 
minutes and now has brain damage. It took over a year and a trip from Brisbane to Melbourne, 
to discover she had Doose Syndrome. This is rare for a female and maybe that is why the 
neurologist didn't think to test for it but just kept issuing new medications to see if they made a 
difference." 
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Priority actions: 
• Recognise DEEs as a distinct high-complexity cohort within epilepsy pathways, with priority 

access to subspecialist review and multidisciplinary care. 
• Establish coordinated DEE care pathways across paediatric and adult services, including planned 

transition, shared records and clear responsibility for follow-up. 
• Improve disability interface including a priority pathway, and guidance so NDIS planning reflects 

whole-of-life supports and caregiver burden for DEE families, not seizure frequency alone. 
 

7. Safety and physical impacts of epilepsy 
ToR (b), (c), (f) 

Epilepsy safety and physical impacts are often underestimated and extend well beyond the moment of a 

seizure, shaping everyday participation and independence through ongoing uncertainty, injury risk and 

recovery/medication side effects burden, and - at times - serious risks such as Sudden Unexpected Death in 

Epilepsy (SUDEP)5. Delayed diagnosis and delayed access to specialist care exacerbate these impacts over 

time. 

7.1 Safety, vulnerability and physical impacts in daily life 
Seizures occur without warning, creating vulnerability in public places and everyday environments. People 

can be at risk when crossing roads, using public transport, or near water (including swimming and bathing). 

These risks can restrict independence and participation unless people have practical supports such as 

supervision, monitoring, transport assistance and clear safety planning. Lived experience highlights this 

vulnerability in public places and everyday settings: 

✦ “I’ve had a seizure on a train… during the post-ictal period… I managed to get off the service and 
apparently started walking across the tracks before being stopped… and taken to hospital, for 
‘drunk and disorderly’.” 

✦ “I was robbed during my seizure on the side of the road.” 

✦ “I have had seizures in public… twice while walking… I was fortunate that strangers assisted me.” 

✦ “[my son] has been found before in the dark in the middle of the road bleeding and unaware of 
his surroundings after a seizure. He is conscious enough to know he needs help but not able to 
communicate so finds someone to help but cannot speak and can get confused for a drug 
addicted person if no-one around is aware of his condition.” 

Our consultation highlighted that seizures often have serious physical consequences with approximately 

two thirds reporting injuries including head injuries, fractures and dislocations, broken noses and jaws, near-

drowning incidents, burns, muscle injuries, dental trauma (including broken or knocked-out teeth), 

choking/aspiration, and prolonged recovery. For some people, repeated seizures and injuries make ordinary 

activities unsafe without support.  

✦ "I fell through the glass door and hit my chin on the tiled floor" 

✦ "I’ve nearly drowned several times" 

✦ “My son would have seizures where he would fall and smash his head… he smashed and lost 
three front teeth and cut his head open. His seizures lasted on average 5 minutes and he would 
stop breathing and turn blue.” 

 
5 SUDEP happens when a person with epilepsy who was otherwise healthy, unexpectedly dies, and no cause can be 
determined 
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✦ “Broken collar bones, sprained ankle, sprained wrist, numerous head injury. Fractured cheek 
bone eye socket- my daughter now has a plate in her face. Lots of stitched injuries on her head 
and face, hematoma head injury on her forehead falling face first into the concrete” 

✦ “Multiple [injuries], including falling down 15 concrete stairs resulting in needing spinal surgery 
and 3 months in hospital” 

✦ “Traumatic brain injury leading to prolonged persistent post concussive syndrome” 

 

Physical exhaustion becomes a daily reality: even between seizures, individuals manage fatigue, weakness 

and reduced physical capacity, affecting school, employment and participation in daily life. When seizures 

are frequent or uncontrolled, the body may not have time to recover before the next event, creating 

cumulative physical stress over time. Anti-seizure medications often also have debilitating sides affects. 

Some trial multiple medications searching for an effective treatment, and some people may be on up to 5 

medications at one time. 

✦ “The impact on my daily life is severe and constant. Physically, my body is exhausted. I am 
frequently recovering from seizures, dealing with injuries, and struggling with ongoing fatigue. 
Mentally, the toll is just as heavy. I live with anxiety, fear, and grief for the life I used to have.” 

✦ “The medication causes severe fatigue… no amount of sleep seems to assist.” 

✦ “Over the past six months… daily seizures… severe fatigue… unable to function… this is not 
occasional disruption - it is constant.” 

✦ “Had a toxic allergic reaction to first course of epilepsy medication that landed me in hospital for 
a week with damage to my liver.” 

✦ “Side effects of the medication… have been worse than the seizures themselves e.g. psychosis, 
depression, panic, paranoia, anxiety.” 

✦ “It was very difficult as the medication for epilepsy caused severe behaviour and the medication 
for behaviour caused the seizures. we were at a loss” 

Many people living with epilepsy experience multiple emergency hospital visits each year due to 

seizure-related injuries, prolonged seizures, or status epilepticus (life-threatening continuous seizures). In 

our consultation, nearly 50% of respondents reported using ambulance or emergency department services 

in the past 12 months. Nationally, Australian Institute of Health and Welfare (AIHW, 2022) for 2018–19 

reported 31,400 hospital admissions and 20,600 emergency department presentations associated with 

epilepsy, with hospitalisation rates 1.3 times higher in remote areas and 3.5 times higher for Indigenous 

Australians. Modelling also shows substantially higher health burden for people with uncontrolled seizures, 

including increased hospitalisation and mortality (Geethadevi, G. M., Jensen, K. J., Kwan, P., Foster, E., 

Jackson, G., Chen, Z., & Ademi, Z. (2025). 
 

Priority actions: 
• Make practical post-diagnosis education and safety planning routine for families and carers. 
• Build seizure literacy and clear response guidance across all frontline services. 
• Deliver broader community education and awareness to improve seizure recognition and safe 

response in public settings and reduce stigma. 
• Ensure disability supports (including the NDIS) recognise safety implications and fund practical 

needs such as supervision, transport, and assistive technology to support safety planning. 
• Increase public investment in evidenced based assistive technology that supports safety 

planning that does not rely on NDIS access.  
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7.2 SUDEP, mortality and system response 
Epilepsy includes a risk of premature death, including from SUDEP and seizure-related accidents. Nearly two 

thirds of people and families are not informed about SUDEP by their health professional – some may 

discover it through information channels, others at the time of the devastating event occurring. Families 

describe the impact when serious risks are not clearly discussed or supported: 

✦ “We were handed the medication and sent off. No one explained SUDEP, safety, or what supports 
we could access. We just had to work it out.” 

✦ “My son has seizures while sleeping, which is difficult to monitor and therefore dangerous, 
especially as it increases the risk of SUDEP.” 

✦ “My daughter… had seizures at night… we thought they were under control… she unexpectedly 
died.” 

✦ “He had a fatal seizure… we didn’t fully understand how serious it could be.” 

✦ "GPs and specialists [need] to know and talk about SUDEP and its risks. Throughout my 
daughter's healthcare while alive, not one doctor mentioned SUDEP. Now when doctors ask me 
what she died from 6 years later, I haven't met ONE who knew what it is" 

✦ “My daughter…passed away from SUDEP on Australia day this year. We are still in shock. I feel 
like there are no answers.” 

 

 

Priority actions: 
• Embed sensitive, consistent SUDEP risk communication as part of routine epilepsy care at the 

point of diagnosis, including documentation and follow-up. 
• Establish clear pathways and equitable funding for seizure safety education and, where 

appropriate, monitoring and safety equipment for higher-risk individuals (rather than reliance 
on chance, personal means or NDIS eligibility alone). 

• Ensure escalation and review pathways are explicit where ongoing or night-time seizures 
increase SUDEP risk, including timely access to specialist epilepsy services. 

 

8. Barriers to support following diagnosis – the NDIS and functional impact 

of epilepsy 
ToR (b), (d), (f) 

A central system failure occurs after diagnosis. Epilepsy may be recognised clinically, but it is not reliably 

recognised functionally across support systems. People live with a lifelong neurological condition yet are 

left without the practical supports that make safety, independence and participation possible. Nearly two 

thirds of our community respondents identified psychology/counselling as the most required non-medical 

intervention, followed by transport allowances (52%), access to a support worker (41%), and assistive 

technology (30%). The informal care burden for epilepsy is substantial; nationally it’s estimated at $438 

million annually (time value of family care) (Deloitte 2020), with drug-resistant cases contributing 

significantly as families often must provide near-constant supervision and assistance. Care provided by 

elderly carers is a particular issue for both care continuity and carer safety.  

Epilepsy is a complex neurological condition with multiple seizure types and epilepsy syndromes, and a 

support model is required that responds to functional impact, not assumptions based on a diagnosis label. 

For many, seizure control is achievable and NDIS is not a required intervention.  For others, seizures can 

fluctuate but epilepsy – and associated risks - are ever present. Capacity can change day-to-day and recovery 

can take hours or days, while fatigue, cognitive impacts, development and medication side effects can make 

consistent education, work and community participation impossible. Many of these risks and impacts 
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cannot be addressed through the health system alone. Yet disability systems often privilege permanency 

and visibility over variability. 

For some children and young people, seizure burden and epilepsy syndromes contribute to developmental 

delay and learning impacts that persist across childhood and do not resolve at age 6; many benefit from 

ongoing early intervention to support participation. For adults living with frequent or high-risk seizures, 

support needs can include supervision and practical assistance to be safe in the community or at home, yet 

these supports are often met through informal care alone. 

This creates a predictable gap: people whose lives are materially constrained by epilepsy are screened out 

by eligibility thresholds or cannot secure adequate funded supports. The result is reduced independence 

and participation, restricted transport, disrupted education and employment, increased isolation and 

mental health impacts, and escalating family burden. 

✦ “The NDIS said my son isn’t eligible because he can dress and feed himself on good days. They 
don’t see that on bad days, after clusters of seizures, he can’t do anything for weeks – it’s like a 
rollercoaster of ability.” 

✦ “She is not considered ‘permanently impaired’… but cannot work, cannot drive, and cannot live 
independently.” 

✦ “I have been waiting nearly 2 years. I fit the criteria. I cannot be on my own without support. I 
need to be monitored for seizures 24/7. I can’t shower without supervision. But they said I’m not 
disabled enough.” 

✦ “Epilepsy is not seen as a disability. It impacts every part of life, but because it’s not visible all the 
time, it’s dismissed.” 

✦ "NDIS has told me epilepsy is a curable disease and so for that reason I have been knocked back 
twice" 

✦ “Support workers often aren’t trained in epilepsy. We’ve had to teach every new worker what to 
do, because the system doesn’t.” 

For those who can access the NDIS, epilepsy support is often not funded as a core requirement. A recent 

Federal Court case involving the death of a young woman with epilepsy who drowned in the bath turn in a 

group home underscores the real-world consequences when disability environments are not 

epilepsy-trained (ABC News, 14 June 2023). This highlights the need for mandatory epilepsy training and 

individualised seizure-response protocols in NDIS planning. 

Aged care is also a critical part of the post-diagnosis support landscape. The highest epilepsy diagnosis group 

is over 60’s, yet home care and residential aged care environments are not consistently epilepsy-capable: 

workers may be expected to recognise seizures, support medication routines, respond to falls and 

communicate with families without epilepsy-specific training or clear escalation pathways. The 

consequence is delayed diagnosis, preventable harm and avoidable transfers - including falls and injuries, 

prolonged seizures without timely response, medication errors, and unnecessary ambulance and ED 

presentations. 
 

Priority actions: 
• Recognise epilepsy under the NDIS, understanding seizures can fluctuate but impacts are 

permanent and should be assessed on functional impact, recognising that it presents differently 
across individuals and epilepsy types. 

• Recognise ongoing developmental delay for children experiencing persistent seizures and 
support ongoing support beyond early childhood age thresholds. 

• Issue NDIS planning guidance that recognises seizure fluctuations, risk, post-ictal recovery and 
supervision needs in epilepsy. 
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• Ensure NDIS plans include funding for support workers to undertake epilepsy training and 
maintain seizure-response protocols aligned to each person’s epilepsy management plan. 

• Expand non-clinical supports to make them affordable and accessible through coordinated 
pathways - through the NDIS where eligible, and through other appropriately funded 
mechanisms such as Medicare, transport subsidy schemes, and community organisations.  

• Clarify health – NDIS – Thriving kids - education interfaces so safety and developmental-critical 
supports are not delayed by responsibility disputes. 

• Strengthen aged-care epilepsy capability: require seizure management plans, medication 
continuity and escalation pathways (with access to clinical advice) in residential aged care, and 
ensure home care supports fund practical seizure-safety measures, transport assistance, social 
participation and carer respite. 

 

 

9. Impacts on education 
ToR (b), (c), (d), (f) 

For children and young people, epilepsy can become an education issue long before it is understood as a 

health condition. Families describe schools missing seizures, misreading neurological symptoms as 

behaviour, and responding to uncertainty with restriction rather than support. The result is preventable 

disadvantage: students are disciplined for seizures, excluded from actvities, and left to carry the academic 

and social consequences of seizures, recovery and fatigue in environments that are not informed on how 

best to respond. 

This is particularly urgent in early learning: children under five are the second most common diagnosis 

group, which means childcare and early learning settings will inevitably encounter seizures and must be 

prepared. Epilepsy Queensland has also seen cases where untrained educators witnessing a child’s first 

seizure have not returned to work due to trauma from a confronting event – a potentially avoidable 

workforce impact when staff are properly trained and supported. 

✦ “The school said they couldn’t take him on camp unless I attended as well. I had to take unpaid 
leave so he wouldn’t miss out.” 

✦ “He had seizures at school and during his ATAR exams which made it difficult for him to show his 
true potential… highly intelligent people shouldn’t have their future determined by whether they 
can get through an exam without a seizure.” 

✦ “School became another casualty of epilepsy: not only because seizures interrupted learning, but 
because the “fog” slowed thinking, and reduced concentration from the medications made it 
incredibly hard for her to keep up, feel confident, and simply be a student like everyone else.” 

✦ “Between seizures and recovery days, attendance became patchy and teachers assumed a lack of 
effort. There was little understanding that fatigue and recovery are part of epilepsy.” 

Educators across all education environments are well placed to first notice seizures and observe patterns 

over time - including brief focal or non-convulsive seizures that can be missed or misread - and their 

recognition and escalation can be a critical pathway to earlier diagnosis and treatment - which has 

cumulative benefit when identified early. This depends on an epilepsy informed workforce. Educators are 

dedicated to doing the best for their students and supporting their wellbeing; equipping them with practical 

epilepsy knowledge, guidance and training is what is needed to make that possible consistently. 

Instead, educators describe being placed in an impossible position: responsible for student safety, learning 

and inclusion, but given little training on epilepsy and inconsistent access to practical guidance once a 

student is diagnosed. Where training is provided, it is often narrowly focused on emergency seizure 

response and does not build broader capability - including recognising non-convulsive seizures, 
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understanding post-ictal recovery, fatigue and cognitive impacts, and applying practical adjustments that 

enable learning and social inclusion. As a result, responses become ad hoc: teachers self-teach, plans are 

inconsistent, and a child’s inclusion depends on luck regarding who is in the room rather than what the child 

requires. 

✦ “I spent my own time researching epilepsy after a student had a seizure in my class – there was 
nothing in our teacher training about how to support them academically or emotionally.” 

✦ “We thought the student was just not paying attention when he would zone out. It took months 
before anyone realised those were absence seizures, and in the meantime he was unfairly 
disciplined for ‘not listening.’” 

✦ "Being sent home far too often after a short 20 second seizure. Instead of letting [my] daughter 
rest. She generally picks up and is back to normal self within an hr. So, she has missed far too 
much school due to being sent home from school" 

✦ "Suspended from school for seizure being mistaken for behaviour" 

Taken together, lived experience and educator feedback describe the same failure: epilepsy education in 

schools is not systematic. The consequence is immediate and avoidable - children are misunderstood, 

punished or excluded, families are asked to carry risk management, and educators are left to improvise 

without training. Queensland’s large number of rural and remote schools adds an extra layer of complexity. 

Educators in remote areas may face even fewer resources and ambulance or hospital response can be much 

slower due to distance. This heightens anxiety among staff and parents alike when a student has epilepsy.  

It is recognised education is largely the responsibility of the state Government. National leadership on such 

matters can ensure much needed consistent processes across all jurisdictions. 
 

Priority actions: 
• Integrate epilepsy into state education policy as part of student health and disability support 

protocols, and embed epilepsy education across all early learning and schools as a core 
workforce capability - supported by a National Epilepsy Safety Standard for education and care 
settings with nationally consistent, enforceable minimum requirements for training, safety 
planning, emergency medication administration and inclusion. 

• Strengthen inclusion and anti-discrimination protections so students with epilepsy are not 
refused enrolment, excluded from attendance, or blocked from excursions/camps due to 
risk-averse practice or system unpreparedness. 

• Where a setting enrols a student with epilepsy, require annual staff training that goes beyond 
emergency response to include post-ictal support, learning/fatigue impacts, reasonable 
adjustments, family communication and stigma-aware inclusion. 

• Require seizure management planning (including rescue medication protocols where relevant) 
and ensure plans are accessible to relief and casual staff. 

• Clarify and strengthen eligibility requirements for education adjustments (including 
assessment/exam provisions, and ongoing learning adjustments), recognising that epilepsy 
affects cognition, fatigue and attendance, and ensure students can access supports without 
rejection due to epilepsy not being treated as a recognised disability. 

 

 

10. Mental health, social isolation and loss of independence 
ToR (b), (d), (f) 

The most consistently reported and most significant impact of living with epilepsy is on mental health and 

social isolation. While seizures are the defining clinical feature, lived experience indicates that the 
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psychological and emotional burden is often more persistent - and for many, more disabling - than seizures 

themselves. Epilepsy is repeatedly described as a condition of constant uncertainty: not knowing when the 

next seizure will happen, what it will cost, or whether support will be there when it does. That uncertainty 

- combined with stigma, disrupted education and work, driving restrictions, medication effects and the 

ongoing labour of system navigation - creates a sustained psychological load that many experience as more 

disabling than seizures alone. 

Many people describe losing friendships and social connection after diagnosis, not only due to practical 

restrictions but because epilepsy is misunderstood. People report being treated as “different”, avoided, or 

perceived as a burden, and being left out of age-typical activities when they cannot drive, drink, stay out 

late, or participate safely without planning - compounding isolation and distress. 

✦ “Every day is shaped by the fear of when the next seizure will happen… how severe it will be… and 
whether I will be injured… my future feels uncertain.” 

✦ “Attempts to change medication resulted in severe mental health impacts, including suicidal 
thoughts… treatment itself can create additional risk.” 

✦ “Friendships have faded or ended because my condition is seen as ‘too much to deal with’… this 
has left me feeling isolated and alone at a time when I need support the most.” 

✦ “I had to give up my driver’s licence, lost my job, and now I rarely leave home. The seizures control 
my life and it’s very isolating.” 

✦ “I am unemployed because my seizures are too frequent and unpredictable… this has taken away 
not just financial stability, but also a sense of purpose and independence.” 

✦ “He felt like there was no hope for the future… his dreams no longer seemed possible.” 

✦ “Depression due to lack of independence, fear of hurting self when seizing, being different, being 
tired all the time due to medication.” 

✦ “[our sons] greatest fear is if he is alone with no support around him when he has a seizure. At 
times this has prevented him from leaving the house for months and unable to work” 

✦ “He developed severe anxiety, depression, anger issues and suicidal ideation which impacted his 
ability to socialise and interact appropriately with others. As a result, he became socially isolated 
and his peers distanced themselves from him.” 

Driving restrictions are a major pathway through which epilepsy becomes loss of independence, social 

isolation and employment disruption. Losing a licence can shrink a person’s world overnight, limiting access 

to work, study, healthcare and community life - particularly in regional and outer-suburban areas with 

limited public transport - and forcing reliance on others for transport in ways that strain relationships, 

finances, friendships, housing stability and identity. For many, this loss of independence is experienced as a 

profound psychological blow, driving anxiety, withdrawal, and reduced ability to maintain social 

connections. For parents, driving restrictions (and recovery periods) can also make it harder to sustain 

parenting responsibilities and family routines, compounding distress and uncertainty for the whole 

household. It also restricts people’s ability to access healthcare, further impacting diagnosis and treatment 

options. Beyond driving, epilepsy can restrict travel more broadly - through barriers to long-haul flights, 

inconsistent airline and clinician guidance, and travel insurance that is difficult or unaffordable to secure - 

further limiting work/leisure opportunities, family connection and participation. 

✦ "Being taken off the road greatly affected my mental wellbeing and my ability to parent. My 
medication and condition make it impossible for me to return to my career or studies which of 
course affects my financial security and independence. [All impacts] are all connected and 
therefore impact every one of your relationships and your desire for social participation." 
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Mental health impacts are not confined to the person with the diagnosis. Carers – often parents and siblings 

– are the unsung backbone of epilepsy care, but this comes at a personal cost. Carers report that epilepsy 

significantly affects their own wellbeing and capacity to work, through chronic stress, disrupted sleep, lost 

income and persistent worry. Families describe constant vigilance and the sustained emotional and logistical 

load of safety planning, appointments and transport, often with limited access to structured psychosocial 

support. Siblings are also affected: many witness seizures and emergency incidents, and live with the trauma 

of repeated crisis events alongside ongoing fear and uncertainty in the home. 

✦ "There was huge impact to her younger siblings as witnessing and responding to seizures can be 
traumatic. There is no support funded publicly for these children" 

✦ "[Epilepsy] is a debilitating disease... I cannot stop crying from the trauma and it's constantly 
living with a ticking time bomb... don't know how much longer as a parent I can go on" 

✦ “Psychologically, the ongoing risk of seizures and injuries has created significant anxiety for both 
my child and our family. Cognitively, her condition and associated speech delays mean she cannot 
communicate what has happened when she is hurt, which increases her vulnerability and limits 
our ability to ensure her safety.” 

✦ “This is shattering, she tries every day and nothing is working, we see her suffering every day and 
night. Do you know what it feels like to not know if your child is going to die every day!” 

✦ “Having witnessed about 15 [tonic clonic] seizures my son has had since then, the shock and 
horror does not get any easier. No parent should have to witness this, let alone deal with the daily 
anxiety of the constant fear for when, not if, the next one is coming.” 

Medicare-subsidised mental health support is not sufficient for a lifelong condition where mental health 

impacts are repeatedly identified as the most significant burden - particularly when seizures reoccur, 

treatment changes or independence is restricted. Investment in accessible, affordable and 

epilepsy-informed mental health care should therefore be seen as a beneficial cost saving measure, reducing 

longer-term impacts on isolation, employment and education participation. A diagnosis should trigger 

access to affordable counselling support for the person with epilepsy, and for carers and siblings living with 

ongoing vigilance and trauma. 

Peer support plays an important complementary role alongside clinical mental health care. An external 

evaluation of the ESAP Peer Support Pilot found the model responsive to the needs of people impacted by 

epilepsy seeking peer support. Participants reported improved social connection, mood and wellbeing, and 

reduced isolation and loneliness - demonstrating peer support as an effective psychosocial intervention 

alongside clinical care. A recent member stated, “Thank you so much, I can’t even describe how it’s been 

feeling and how thankful I am to finally find a group with others who have epilepsy.” 
 

Priority actions: 
• Embed epilepsy-informed mental health screening and funded support within routine 

epilepsy-related clinical care. 
• Address participation and access barriers that drive distress, including driving restrictions and 

transport barriers, by improving practical alternatives such as transport allowances/subsidies to 
maintain access to work, community life and healthcare (including mental health care). 

• Review proposed transport and e-mobility policy changes (including proposals to require a 
driver licence for e-scooters and e-bikes) to ensure they do not unintentionally disadvantage 
people with epilepsy who cannot drive, by removing safe mobility options and compounding 
existing isolation and participation issues. While licensing and road rules are primarily set by 
state and territory governments, Commonwealth leadership is needed to promote nationally 
consistent, disability-inclusive considerations. 

• Provide carers, families and siblings with practical assistance and mental health supports to 
reduce burnout and isolation. 
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• Fund and offer peer and community connection options early and consistently to reduce 
isolation (to complement clinical mental health care). 

 

 

11. Stigma and discrimination 
ToR (b), (c), (d), (f) 

In our consultation, epilepsy-related discrimination is common: 49% reported discrimination at work, 45% 

in education, and 54% in the community. This is not a marginal issue - it is a frequent, everyday experience 

that shapes disclosure decisions, help-seeking and participation. Stigma and low seizure literacy drive 

fear-based responses in workplaces, schools, healthcare and public settings, leading to exclusion, unsafe 

responses during seizures, and reluctance to disclose.  

✦ “People thought he was drunk and treated him with contempt.” 

✦ “I have felt humiliation and shame when others have witnessed seizures… these moments stay 
with you and affect how you see yourself.” 

✦ “If we’d had the proper training and information surrounding epilepsy and what we were looking 
out for. I didn’t know it extended past tonic-clonic or absent seizures… I only received a reading at 
university on epilepsy and was rarely exposed to it in training, so it was all new to me and felt 
incredibly ill-informed and underprepared.” 

✦ "I’ve been FIRED twice - DUTY OF CARE to other staff and lack of driver’s license" 

Misunderstanding and negative treatment by frontline services - including police, emergency care and 

prison settings - compounds harm when seizure activity is misread as intoxication, behavioural disturbance 

or self-harm. Epilepsy Queensland’s service experience shows that in policing and custodial environments, 

low seizure literacy can escalate quickly: seizure activity or post-ictal confusion may be treated as 

aggression, withdrawal or deliberate non-compliance, leading to restraint, disciplinary responses or delayed 

medical care. Where seizure activity is assumed to be poor behaviour, people can face disproportionate 

responses and downstream justice consequences - including unnecessary charges, or use of force - 

alongside delayed access to medical assessment. 

✦ “Mistaken for being drunk and manhandled by police" 

✦ "Been laughed at by nurses, they need to be educated we don't fake epilepsy" 

✦ "Presumption that I presented as an overdose. I had a Tonic Clonic seizure, so was unconscious. 
Thankfully my husband was there to correct the staff" 

These experiences are not isolated; they shape how people move through the world. Anticipated stigma 

drives avoidance, silence and withdrawal - reducing disclosure and help-seeking and increasing the 

likelihood that care is accessed only in crisis. Stigma reduction therefore sits alongside seizure safety and 

inclusion as a practical reform agenda. This is not a marginal issue: it is a common, everyday experience that 

shapes disclosure decisions, help-seeking and participation. 
 

Priority actions: 
• Deliver sustained public epilepsy awareness and stigma-reduction initiatives that address 

fear-driven exclusion and disclosure risk. 
• Embed role-specific seizure recognition and safe response training across schools, workplaces, 

disability services, transport and other public-facing services - led through state and territory 
systems, with Commonwealth leadership to support nationally consistent standards and 
resources. 
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• Provide practical resources for employers and education settings on disclosure, reasonable 
adjustments, and proportionate risk management. 

 

12. Economic impact of epilepsy - lived experience and system 

consequences 
ToR (b), (d), (f) 

Epilepsy’s economic impact is substantial and interconnected. Lived experience shows costs accumulate 

through lost work and education, transport and healthcare expenses, and the unpaid labour of families and 

carers. Economic modelling reinforces that a significant share of this burden is preventable when systems 

enable timely specialist care, coordinated support and participation. 

Economic evidence base: In 2019–20, Deloitte Access Economics estimated 142,740 Australians living with 

active epilepsy and a total annual cost of A$12.3b, including A$4.162b in financial costs and A$8.172b in 

loss of wellbeing. A 2025 Epilepsia projection for 2024–2033 estimated total health care costs of US$14.2b. 

It also estimated 992,812 quality‑adjusted life years (QALYs) and 442,600 productivity-adjusted life years 

(PALYs), alongside 15,227 deaths. The analysis attributed uncontrolled seizures alone to US$4.5b in costs, 

84,881 QALYs and 19,333 PALYs lost, and 4,603 lives. 

✦ “My inability to work full time significantly lowers my earning potential… I will always struggle to 
meet basic financial goals.” 

✦ “I am unemployed because my seizures are too frequent and unpredictable… this has taken away 
not just financial stability, but also a sense of purpose and independence.” 

✦ “[my son] was also unable to finish his apprenticeship due to the cognitive and neurological 
impacts associated with his condition. The loss of his employment was a demoralising experience 
and one that still affects my son to this day” 

✦ “He is actually very good at his work, he just can’t work the hours expected… but employers won’t 
accommodate this.” 

✦ “We spent thousands modifying our bathroom to make it safe for my husband’s seizures… I had to 
quit my job to be with him full-time. Now we’re living on one income, barely making ends meet.” 

Direct healthcare, medication and transport costs: Families describe out-of-pocket costs for diagnostics, 

specialist appointments, medications and travel as ongoing and destabilising - particularly when driving is 

restricted and care is distant. These costs can determine whether people can stay in work, attend 

appointments, or sustain treatment. 

✦ “The cost of tests like MRI was enormous. We delayed getting a second opinion due to money. 
Looking back, that cost us precious time in getting the right treatment.” 

✦ “The cost of getting to work alone can be $40 a day… it’s not sustainable, but I need to work.” 

✦ “We live in a rural town with no public transport… we had to drive three hours a day so she could 
work.” 

✦ "Affordable Drugs (as he is on 5 ASM [anti-seizure medications]) costing over $200 a month" 

Unpaid care and household burden: Where seizures are severe or supports are not funded, families 
absorb the care load. Deloitte estimated informal care costs of A$438.2m in 2019–20, concentrated 
among people with drug-resistant epilepsy. 
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✦ “I have given up my job to care for her… her father works part time… we have had to use our 
superannuation to survive.” 

✦ “Our son who is affected by epilepsy requires lifelong support which will realistically need to be 
provided by his parents. If he were to rely on government, he would be living well below the 
poverty line.” 

✦ “We drive long distances for care… pay for specialists… manage medications… but the biggest cost 
is what we have lost in our ability to work and live normally.” 

Long-term disadvantage and wellbeing loss: Economic burden includes more than dollars. It accumulates 

through lost opportunity and wellbeing over the life course - captured in QALYs and PALYs in modelling and 

reflected in lived experience where education disruption and employment exclusion reduce long-term 

earning capacity and independence. 

✦ “He had seizures during his ATAR exams… highly intelligent people shouldn’t have their future 
determined by whether they can get through an exam without a seizure.” 

✦ “Even if I save for a house, I won’t be able to maintain the mortgage… my earning capacity is 
permanently reduced.” 

These costs are interconnected: delayed diagnosis and specialist access can prolong uncontrolled seizures 

for many; lack of post-diagnosis support increases family burden; and exclusion in education, workplaces 

and transport reduces participation and long-term opportunity. Addressing economic impact therefore 

requires cross-sector reform, not health investment alone. 

Priority actions: 
• Reduce preventable economic burden by improving timely access to epilepsy specialist care and 

escalation pathways for drug-resistant epilepsy. 
• Support sustained workforce participation for people with epilepsy and carers through flexible 

workplace guidance, vocational supports and funded return-to-work pathways. 
• Reduce out-of-pocket costs for diagnostics, appointments, medications and transport, so people 

can maintain treatment and participation. 
• Recognise and support the unpaid care burden through funded respite, practical supports and 

navigation, reducing long-term financial and wellbeing impacts for families. 
• Invest in data, economic evaluation and translation research to track QALYs/PALYs, identify 

preventable cost drivers and target cost-effective reforms. 

13. A system not designed for epilepsy 
ToR (a)–(f) 

The challenges described throughout this submission are not isolated; they reflect systems that are not 

designed for epilepsy’s complexity, variability and whole-of-life impact. Epilepsy is recognised clinically but 

not consistently addressed functionally, and it falls between portfolios and funding models across health, 

disability, education and community systems. Across the life course, delayed diagnosis and specialist access, 

lack of coordinated pathways, and inconsistent post-diagnosis support shift the burden of care onto 

individuals and families. The broader impacts of epilepsy - on mental health, education, employment, 

independence and family wellbeing - are also not systematically addressed. Support is not routinely 

embedded at diagnosis, and disability supports do not consistently reflect the functional reality of epilepsy. 
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Community epilepsy organisations provide core functions that health systems do not: practical epilepsy 

education and safety planning, systems navigation, public awareness and stigma reduction, support to 

reduce isolation and strengthen social connection, and assistance for people and families who fall outside 

formal eligibility thresholds (including the NDIS). This contribution reduces avoidable presentations and 

pressure on emergency and acute services by improving capability where seizures occur and by supporting 

earlier, safer intervention in daily life. However, this infrastructure is not funded commensurate with its 

system value, leaving organisations to divert time and workforce capacity into revenue-raising to maintain 

services. 

As Sections 6–12 show, delays in diagnosis and specialist access cascade into avoidable risk, lost 

participation, family burden and increased reliance on acute care. These compounding gaps also scale into 

significant productivity loss, wellbeing loss and reduced workforce participation - outcomes that are not 

inevitable, but shaped by system design. A deliberate system-level reform is needed that treats epilepsy as 

a complex, whole-of-life condition. In practice, this means a funded plan aligned to IGAP, with measurable 

targets across diagnosis and specialist access, post-diagnosis pathways, disability and education interfaces, 

stigma reduction, and data/reporting.  

A consistent message from lived experience is that system reform must be matched by research investment 

and cost-effective access to newer anti-seizure medications once they are available internationally. 

Investment upfront presents opportunities for significant long-term cost savings in treatment and system 

response to drug resistant epilepsy, consistent with wider brain health investment analysis that emphasises 

the economic gains from scaling proven interventions (McKinsey Health Institute, 2025). 

Despite epilepsy’s high health, social and economic burden, it does not appear to have a dedicated ongoing 

Commonwealth research mission or program comparable to some other health priorities. While Australia 

has contributed to breakthroughs in genetics and new anti-seizure medications, more is needed to find 

treatments. This is particularly important for disease-modifying therapies, as current treatments primarily 

focus on suppressing seizures without addressing underlying causes or preventing progression of the 

condition. National reviews of Australia’s research and development system emphasise that medical 

research cannot stop at discovery: outcomes depend on funded translation and implementation at scale. 

The Ambitious Australia report notes that funding for foundational research through competitive grants has 

been in real decline for over a decade and calls for reversing that decline and lifting investment to globally 

competitive levels. 

Without this, Australia risks losing research and clinicians overseas - and the knowledge, capability and 

innovation that should be built and retained here. For epilepsy - particularly drug-resistant epilepsy - this 

investment is essential to translate breakthroughs into earlier access to effective treatments, reduced 

preventable harm, and improved participation and quality of life for families. 

Priority actions: 
• Establish funded, accountable implementation architecture aligned to IGAP to drive cross-sector 

delivery.  

• Clarify cross-system interfaces. 

• Fund and implement an optimal care pathway that includes community-based supports that is 
consistent and portable across settings and jurisdictions. 

• Recognise the value of funded community epilepsy organisations as core system infrastructure, 
and invest accordingly to provide education, navigation and prevention that reduces avoidable 
pressure on acute health services. 

• Build epilepsy capability across frontline settings (healthcare, emergency response, prison 
settings, education and disability services) so response is reliable. 

• Establish a national epilepsy research agenda in consultation with clinicians, researchers, and 
patients and international experts. Make dedicated epilepsy research and translation funding 
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available through national research funding mechanisms, aligned to implementation priorities 
and drug-resistant epilepsy. 

• Fund national longitudinal studies to track health and social outcomes for people with epilepsy. 

• Address affordability of medication by reducing out-of-pocket costs, particularly for people with 
uncontrolled or drug-resistant epilepsy. 

• Strengthen national data and research translation mechanisms to track outcomes and target 
investment. 

 

14. Recommendations mapped to the Terms of Reference 
These recommendations reflect the themes in this submission and are mapped to the Senate Inquiry Terms 

of Reference (a)–(f). Many recommendations support more than one Term of Reference; they are grouped 

under the Term where the primary system leverage sits.  

While some recommendations fall primarily within state and territory jurisdictions, the issues described are 

systemic and experienced well beyond Queensland; national leadership is therefore sought to drive 

consistent, coordinated change and avoid fragmented implementation across jurisdictions. 

 

ToR (a): Barriers to diagnosis and access to appropriate treatment options 
1. Improve epilepsy education and awareness across health services: Strengthen epilepsy capability 

across primary care, hospitals, nursing and allied health to improve seizure recognition (including 

non-convulsive presentations), timely referral and consistent follow-up. 
2. Expand epilepsy specialist service capacity and strengthen the specialist workforce pipeline 

(including paediatric neurology, epileptologists and epilepsy nurse specialists): Address workforce 

shortages and maldistribution to reduce wait times, improve continuity of care, and enable timely 

escalation when seizures persist or re-appear, including through networked models supporting regional 

Queensland. 

3. Strengthen national consistency in specialist epilepsy care: including consideration of credentialing, 

minimum service standards, agreed standards for specialist epilepsy services, and consistent tracking 

of outcomes, to reduce variation in diagnostic pathways, referral practices, and access to advanced 

diagnostics and therapies.  

4. Deliver equitable regional access to epilepsy care: Strengthen outreach, tele-epilepsy and regional 

diagnostic capacity, and expand specialist epilepsy centres beyond capital-city locations, so access to 

specialist advice does not depend on postcode, and reduce travel and out-of-pocket burdens for rural 

and remote families. 

5. Strengthen transition from paediatric to adult epilepsy care: Establish clear transition standards and 

pathways so epilepsy care is continuous across adolescence and early adulthood, including an agreed 

summary record, joint paediatric-adult appointments for complex cases, GP involvement, linkage to 

adult disability and mental health supports, and life-stage support planning. 
6. Establish timely access to EEG and diagnostic pathways with defined turnaround standards: Increase 

diagnostic capacity (including in regional areas), ensure specialist interpretation, and set clinically 

meaningful turnaround times so diagnosis and treatment can be optimised early. Fund portable, 

ambulatory and video EEG access models for regional and rural communities, supported by 

governance, quality assurance and clinical follow-up. 
7. Implement clear first-seizure and suspected-epilepsy referral pathways: Standardise escalation 

triggers and clinically meaningful timeframes, support primary care decision-making, and ensure 

referrals are triaged and prioritised appropriately when seizures persist or change. 
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8. Strengthen culturally safe and accessible diagnostic pathways: Improve interpreter access, culturally 

safe service design, and community-led approaches for Aboriginal and Torres Strait Islander peoples 

and CALD communities so diagnosis and follow-up care are equitable. 
9. Improve access to early precision diagnosis and treatment pathways for DEEs: Enable timely genomic 

diagnosis and equitable access to variant-informed treatments and clinical trials for people with DEEs, 

supported by health technology assessment pathways that are fit for ultra-rare conditions. 
10. Provide coordinated, multidisciplinary care and support for people with DEEs across the life course: 

with structured paediatric-to-adult transition, carer support, and access to palliative care where 

needed, recognising the whole-of-life impacts of DEEs beyond seizure control. 
 

ToR (b): Drug-resistant epilepsy and psychosocial and economic impacts 

1. Strengthen pathways for drug-resistant epilepsy: Ensure timely escalation when seizures persist, 

including access to multidisciplinary care, alongside coordinated disability supports aligned to 

functional impact. 
2. Improve access to advanced therapies for drug-resistant epilepsy: Strengthen access to epilepsy 

surgery assessment, device therapies and dietary therapies, and build equitable regional pathways. 

3. Strengthen SUDEP risk reduction and safety supports: Ensure sensitive, clinician-led SUDEP 

discussions occur within routine epilepsy care, improve access to seizure safety education, and support 

access to appropriate monitoring and safety equipment where risk is high. 
4. Embed epilepsy-informed, funded mental health screening and support within epilepsy care: Ensure 

funded access to epilepsy-informed psychological support is embedded within epilepsy-related clinical 

care, including upon diagnosis, during medication changes and through escalation for drug-resistant 

epilepsy. 

5. Fund peer support and other community engagement programs to reduce isolation and strengthen 

mental wellbeing: (including online and regional delivery) for people with epilepsy and carers as a 

complementary, non-clinical intervention alongside clinical psychological care. 
6. Address the economic impacts of drug resistant and changing epilepsy: Reduce preventable 

productivity and wellbeing loss by ensuring timely specialist review when seizures re-appear, increase 

or treatment needs change, improved support of out-of-pocket costs (including medications and 

transport), and strengthening employment and vocational pathways for people with epilepsy and 

carers. 

 

ToR (c): Community awareness, understanding and stigma 
1. Increase public awareness and epilepsy capability in community, care and government 

environments: Deliver sustained public education and stigma-reduction initiatives, and embed 

role-appropriate epilepsy education in care environments (including schools, workplaces, disability 

services, aged care, frontline health services and law enforcement environments) to improve seizure 

recognition, safe response and inclusion. 
2. Build epilepsy capability in education settings (including early learning and tertiary education): 

Establish a National Epilepsy Safety Standard for education and care settings, with enforceable 

minimum requirements for workforce training, safety planning, emergency medication administration 

and inclusion. Embed baseline seizure recognition and safe response capability across education 

workforces, with additional annual training where a setting supports a student/child with epilepsy 

(aligned to their management plan, triggers, rescue medication and learning adjustments). 
3. Ensure education adjustments and exam provisions are accessible for students with epilepsy 

(including tertiary education): Ensure epilepsy is recognised for the purpose of reasonable 

adjustments, which account for the episodic and fluctuating nature of epilepsy (including seizure 

unpredictability, recovery time and variable cognition/fatigue) as well as functional impact. 
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ToR (d): Barriers to access support services after diagnosis, including the NDIS 
1. Establish a nationally consistent post-diagnosis pathway: Provide education, navigation and a warm 

referral to epilepsy support organisations as standard procedure at diagnosis and after acute 

presentations. 

2. Recognise the functional and episodic nature of epilepsy within disability systems: Eligibility and 

assessment should be based on functional impact over time - explicitly recognising fluctuating capacity, 

post-ictal recovery, safety/supervision risk and the cumulative impacts seen in uncontrolled and 

drug-resistant epilepsy - so people with significant limitations in independence, participation and daily 

functioning can access appropriate supports. 
3. Establish a priority pathway for DEEs within the NDIS and strengthen epilepsy planner guidance: 

Establish priority access and streamlined planning for people with DEEs, as well as NDIA planner 

guidance on epilepsy and episodic risk. Ensure NDIS plans include funded epilepsy training for support 

workers so supports are safe, tailored and consistent with the person’s epilepsy management plan. 
4. Fund community epilepsy organisations and navigation as core infrastructure: Sustain and expand 

funding for community epilepsy organisations so people can access epilepsy education, safety 

awareness and systems navigation (including when they are not eligible for the NDIS), and to reduce 

avoidable pressure on acute and emergency services. 
5. Recognise and support carers, families and siblings: Ensure post-diagnosis pathways include practical 

and affordable psychosocial supports for carers and families (including siblings), reflecting the 

whole-family impact of epilepsy. 
6. Provide practical transport and mobility supports when driving is restricted: Expand eligibility and 

access to transport allowances/subsidies for people who cannot drive due to epilepsy, with particular 

consideration for regional and rural areas with limited public transport. Ensure proposed e-mobility 

policy changes do not unintentionally discriminate against people with epilepsy by removing safe 

mobility options and compounding existing isolation and loss of independence. 

 

ToR (e): Adequacy of Commonwealth funding for research into epilepsy 
1. Invest in epilepsy research and data: Lift investment in epilepsy research to match its health, social 

and economic impact - especially for drug-resistant epilepsy, SUDEP, and evidence-based models of 

care and support - and strengthen national data collection (including consistent coding) and reporting 

so policy is guided by outcomes. Reverse the decline in competitive grant funding and lift investment 

to globally competitive levels so Australia retains and grows epilepsy research and clinical expertise. 
2. Fund translation and implementation research that improves real-world outcomes: Fund translation 

and implementation at scale by prioritising research into service models, regional care pathways, 

culturally safe approaches, and effective implementation of proven interventions (including 

post-diagnosis education and navigation). 
3. Enable equitable, cost-effective access to anti-seizure medicines: Address out-of-pocket costs so they 

are not a barrier to effective epilepsy care. Where evidence indicates a newer anti-seizure medicine is 

the most appropriate option, ensure Australians can access it at an affordable cost - particularly when 

seizures remain uncontrolled or treatment needs change. 

 

ToR (f): Other related matters (system design, coordination and implementation) 
1. Embed a whole-of-government approach to epilepsy: Establish shared accountability across 

portfolios, align policy and funding, and drive nationally consistent implementation so people are not 

left to fall between systems. 

2. Expand comprehensive epilepsy centres to improve equitable access: Expand the availability of 

comprehensive epilepsy centres beyond major metropolitan locations - including into regional hubs - 
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so people have realistic options to access coordinated assessment, care planning and timely surgical 

evaluation where clinically appropriate. 
3. Develop a funded National Epilepsy Action Plan aligned to the WHO IGAP: with measurable targets 

for diagnosis, specialist access, post-diagnosis support, disability interface guidance, education 

capability, stigma reduction, and data/reporting. 
4. Strengthen emergency response protocols and post-seizure care standards: Implement consistent 

ambulance and ED seizure protocols, improve access to rescue medications, and ensure discharge 

includes seizure first aid advice, escalation guidance and referral pathways. 
5. Develop and implement a nationally consistent Optimal Epilepsy Care Pathway: Establish a clear, 

evidence-informed pathway from first seizure and suspected epilepsy through to ongoing 

management, with defined escalation when seizures remain uncontrolled and coordinated transitions 

across life stages. Include a standard post-diagnosis response - epilepsy education, risk and safety 

planning, an epilepsy management plan, and routine warm referral to epilepsy support organisations.  

 

15. Closing Statement 
Epilepsy Queensland thanks the Committee for its consideration of this submission and the 

recommendations set out above, which are intended to support practical, coordinated implementation and 

measurable improvements in outcomes for people living with epilepsy.  

Epilepsy Queensland acknowledges that Australians with epilepsy are supported by a health system built 

on the skill, commitment and care of dedicated clinicians, nurses, allied health professionals, educators, 

support workers and frontline staff who work hard every day, often under significant pressure, to achieve 

the best possible outcomes. 

We also recognise that Australia has deep clinical expertise, strong commitment across the sector, valued 

community organisations, and growing research capacity to build on. This submission is not a criticism of 

that commitment; rather, it is a call to better connect and support the people, services and systems already 

working hard. With stronger coordination, clearer pathways and sustained investment, Australia has the 

foundation to deliver a more consistent, equitable and responsive system for people living with epilepsy 

and their families. 

The de-identified lived experience case studies that follow in the appendix formed part of our community 

consultation that has informed this submission.   
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Appendix: Case Studies and Community 

Submissions 

Inquiry into Epilepsy in Australia 

  

 

  

 

 

 

 

De‑identified lived experience case studies are 

included to further illustrate the practical, 

whole‑of‑life impacts described in this submission. 
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17. Appendix: De‑identified lived experience case studies 
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ID 7.  Person living with epilepsy 38 
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ID 9.  Parent / family member / unpaid carer of person living with epilepsy 42 

ID 10.  Parent / family member / unpaid carer of person living with epilepsy 43 

ID 11.   Person living with epilepsy 44 

ID 12.   Parent / family member / unpaid carer of person living with epilepsy 44 

ID 13.   Person living with epilepsy 45 

ID 14.  Person living with epilepsy 46 

ID 15.  Person living with epilepsy 47 
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ID 23.  Parent / family member / unpaid carer of person living with epilepsy 55 

ID 24.  Person living with epilepsy 57 
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ID 1.  
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Remote QLD 
 
I lost my daughter to epilepsy 24/12/24 from the rural hospital not having any protocol in place for post 
epileptic care. She had a seizure at work and went to hospital, and they think she must have had another 
seizure while in there for observation. Bed rails were not ordered, and the bed setting was up way too 
high for a Tonic Clonic epileptic who was prone to have seizures in her sleep. Proper protocols need to be 
implemented. In honour of my daughter, they are now looking into post epileptic care. A lot more time 
and care in that situation could have been a totally different outcome.  
 

 
ID 2. 
Parent / family member / unpaid carer of person living with epilepsy 
65+ years old 
Regional QLD 
 
We have been living with a child with Epilepsy for 36 years. During this time there have been many 
struggles, an Intellectual Disability accompanied the Epilepsy diagnosis. Through this learning transition 
and ignorance of all the processes of dealing with seizures it was really difficult, probably the hardest was 
our child had no communication to express what was happening to him. We were also trying to raise 2 
other children in the process and give them the best life possible too. Life has been a roller coaster ride 
and as Mum I have spent many nights sleeping on a hard cold hospital floor or an uncomfortable recliner 
not wanting to leave my child because his lack of communication which made him so vulnerable.  
 

When we first moved here there was no resident Neurologist at the hospital, we had to wait for 3 monthly 
visits from the out-of-town Neurologists and sometimes there was not enough booking times. Eventually 
a resident Neurologist was acquired, and we were then able to seek the help we needed. That hasn't 
always been easy either, one medication prescribed turned my child into an angry monster and the 
hospital would not make a special appointment, I told them they would end up with 2 people in hospital, 
still no appointment. I was advised by my friend to write to the hospital's CEO and finally we got the 
appointment we so desperately needed. To add to this many GP'S will not override the specialists no 
matter what and ours was not prepared too either. My child had for 34 years been experiencing Focal and 
Drop seizures, those are something that come with no warning and can cause serious bodily injury and 
even death.  
 

For the safety of all involved my child would then access the community in a wheelchair.2 years ago my 
child experienced a Tonic Clonic seizure, something that was very scary He spent 2 weeks in hospital while 
the medication was sorted, and an accurate diagnosis could be made. Lenox Gastaut Syndrome, patients 
may have tonic, atonic (drops) and atypical (absences) seizures. The long-term translation is that every 
day is a challenge, we never know what to expect. My child can be steady on his feet for weeks and then 
have weeks where he needs total assistance just in walking and sometimes the falls result in an 
ambulance needing to be called because as a 70yo I am unable to assist my child up from the floor .We 
live life as I said like we are riding a roller coaster with super highs when he is able to function and super 
lows when we can hardly get him to the toilet. 
 
There is no blueprint for anyone dealing with seizures and that is by far the most difficult challenge of the 
diagnosis .  
 

As Forest Gump said, " It's like a box of chocolates you never know what you are going to get”. The plaque 
on my wall says, “You never know how strong you are until being strong is the only choice you have"  
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ID 3.  
Parent / family member / unpaid carer of person living with epilepsy 
65+ years old 
Regional QLD 
 
My Daughter, aged 28 yrs 11months died unexpectedly in her bed from a seizure. She developed epilepsy 
about 18 months prior to dying. We were under a wonderful neurologist who had managed to control 
her epilepsy (she was free from seizures for 6 weeks looked really well and unexpectedly died. [My 
daughter] was having night seizures for a while, but we were unaware of them however she was losing 
her memory, and it wasn't until one night her sister witnessed a seizure which lasted approx. 20 mins. 
From there on we were seeking answers. She lost her job, could not drive so it was up to the rest if the 
family to take her to appointments which were often in Brisbane. But it was devastating when she died 
suddenly. EPILEPSY debilitates people and also there is a high statistic of deaths from this disease not 
noticed by government and public. 
 

 
ID 4.  
Person living with epilepsy 
25–44 years old 
Southeast QLD (metro) 
 
I am 26 and have been living with epilepsy for over 3 years now. My biggest concerns with my disability 
are the inability to drive (even though my seizure patterns show that a seizure when driving would be 
really unlikely), and my inability to work full time due to medication side effects and the need to not 
overwhelm my cognitive load and exhaust myself even more. 
 
Not being able to work full time significantly lowers my earning potential, therefore limiting my financial 
goals. For example, even when I eventually save up a house deposit, I would barely be able to make 
mortgage payments as well as groceries. My inability to work full time also places me as a second thought 
in the mind of employers when they know I can't work full time. 
 
What would make things better? 
 

• Anything that supports my independence. 

• Some kind of Centrelink or NDIS financial support for people living with epilepsy. This could 
include an allowance for days we are unable to work (I'm sure there are many people who can 
work much less than me but are still not eligible for Centrelink support). It could also include 
opening up the Mobility Allowance through Centrelink to anyone who is not allowed to drive for 
medical reasons, not just those who are unable to use public transport. I am not incapable of 
using public transport and I use it as much as I can, but it would be great to have things like half 
priced Ubers or Coach busses for those trips that are not able to be done through public transport 
due to their time or location. This could work alongside the taxi subsidy scheme (which also has 
its strict limits on who can join). 

• A health care card (which is currently only given if you are eligible for a Centrelink payment). 
 
What sounds nice but is useless to people like me. 
 

• Seizure alert dogs. 

• Support groups (It's not going to help my neurological disability, just add to my cognitive load and 
to-do list).  
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ID 5. 
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Regional QLD 
 
I am writing this submission of a parent of a young adult who was diagnosed with epilepsy at age 14.  
Both of us parents are health care professionals and well educated with access to private health 
insurance.  We consider ourselves to be grateful to live in QLD and bring our children up in such a 
privileged country.  As stoic individuals with experience of helping those with disabilities, we felt able to 
deal with any diagnosis when our son had his first Tonic Clonic seizure.  
 
However, never in our wildest dreams did we realize the immense impact that epilepsy would have on 
our family. Our son went from an outgoing, intelligent, ICAS medal winning student, representing in surf 
lifesaving and Rugby Union to what he is today. Having frequent absence seizures at school meant he was 
bullied and he was no longer allowed to participate in contact sports or in any water sports.  He was made 
to sit in the library, and this made him socially isolated. He had seizures at school and during his ATAR 
exams which made it difficult for him to show his true potential.  The education system does not make 
accommodations for helping those with epilepsy. Highly intelligent people shouldn't have to have 
examinations "down to luck", if they manage to finish one without a seizure or an absence.  
 
It seems like accommodations are made for other disabilities but NOT for epilepsy.  
 
Our son did however manage to get an ATAR of 96.5 which allowed him to go to the University of 
Queensland to study engineering and computer science. Steady increases in mediations however to try 
and control his seizures meant that he ended up with no short-term memory and left him unable to pass 
his exams. This left him severely depressed and feeling like there was no hope for the future. He dropped 
to part time study, but this isolated him from his peer group and did not help the issues.  
 
As parents we were beside ourselves with worry, dreading every phone call, and seriously not expecting 
him to survive. We tracked him on his phone and had, at times, to drive to check if he was lying post 
seizure somewhere. When he couldn't move or speak following a seizure, people just presumed he was 
drunk and treated him with contempt. He was constantly cut, bruised and injured from his seizures.  
 
Despite suicide being the number one killer of young males, we struggled to get him in to see a 
psychiatrist despite being willing to pay. NO ONE was willing to help. One clinic only took " interesting 
cases" as they were full, and most wouldn't even allow him to go on a waiting list.  
 
Finally, after exhausting all local clinics, we were able to get him seen in Brisbane and get him some help. 
This has taken a massive toll on our family. We have been emotionally devastated, and it has affected our 
time we are able to work. 
 
I believe the solution is more understanding about the hidden effects of epilepsy. The short-term memory 
issues, the mental health issues and the varied functionality of individuals diagnosed with epilepsy.  ALL 
educators should be taught about it as part of basic training.  
 
This is the same in the workforce. It needs to be made law that employers cannot discriminate against 
someone with epilepsy.  
 
We don't ask for funding or handouts just the chance for our son to receive an education and become a 
useful member of the workforce and become a taxpayer.  Our main hope for him that he is at least given 
a chance to finish university and be employed.  
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ID 6. 
Person living with epilepsy 
25–44 years old 
Southeast QLD (metro) 
 
My journey took 20 years to get it's happy ending of me licenced, working and independent. Throughout 
these 20 years I had to advocate for myself much more than should have been necessary. I saw many 
neurologists both public and private over this time. Some of them were just pill pushers. give me drugs, 
if they don't work, increase the strength or add more. No regular tests, just appointments to tick boxes 
and write out prescriptions. Throughout my pregnancies I was seeing a private neurologist who was great!  
 
My epilepsy got worse and she went over and above trying everything to help keep me and my babies 
safe. She succeeded as I now have two healthy boys, and during the pregnancies, I didn't get too banged 
up. Even with her though, I wasn't satisfied with treating my seizures. I wanted to get to the bottom of it. 
I googled my butt off and went to her every 6 months with a new theory, most of which she was happy 
to investigate. Since she retired, I am being treated through RBWH and am very happy.  
 
I bugged and bugged my neurologist for investigations for surgery, which turned out to not be an option, 
and also VNS which I got in 2020. Four years later after 'seeing' two neurologists in NSW, I am almost just 
like everyone else. I still suffer from side effects from the medications, but if a nap every day and some 
weight gain is the price I pay to stay seizure free, I'm happy to pay it. 
 

 
ID 7. 
Person living with epilepsy 
18–24 years old 
Southeast QLD (metro) 
 
I am a 22-year-old person living with generalised epilepsy alongside functional neurological disorder 
(FND). I am making this submission because epilepsy and FND have completely changed my life, and I 
want that reality to be understood. I had my first two seizures in 2023 at 19 years old, one month apart. 
After starting medication, I was seizure free for two years and began to rebuild my life. But since 
November 2025, everything has changed. I have now experienced over 400 seizures, a mixture of 
epileptic and non-epileptic events. Living with this level of unpredictability is overwhelming. Every day is 
shaped by the fear of when the next seizure will happen, how severe it will be, and whether I will be 
injured. Managing both epilepsy and FND has been incredibly difficult, especially within a system where 
FND is often misunderstood or not taken seriously. At times, it feels like I am not fully believed or 
supported, which only adds to the distress.  
 
The impact on my daily life is severe and constant. Physically, my body is exhausted. I am frequently 
recovering from seizures, dealing with injuries, and struggling with ongoing fatigue. Mentally, the toll is 
just as heavy. I live with anxiety, fear, and grief for the life I used to have. I am currently unemployed 
because my seizures are too frequent and unpredictable to maintain work. This has taken away not just 
financial stability, but also a sense of purpose and independence. I have lost much of my independence. 
I cannot drive, and I am rarely able to be left alone because of the risk of having a seizure and being 
seriously injured. Something as simple as being by myself or going out alone is no longer safe. 
 
My social life has also been deeply affected. Friendships have faded or ended because my condition is 
seen as “too much to deal with.” This has left me feeling isolated and alone at a time when I need support 
the most. There needs to be greater understanding and awareness of both epilepsy and FND, especially 
within the healthcare system. No one should feel dismissed or misunderstood when they are dealing with 
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conditions this serious. Access to coordinated, multidisciplinary care is essential, particularly for people 
managing both epileptic and non-epileptic seizures. Stronger support systems for people who cannot 
work due to uncontrolled seizures would make a significant difference. Financial stress only adds to the 
burden of an already overwhelming condition. Mental health support must also be a priority.  
 
The emotional impact of living like this is profound and often overlooked. Epilepsy and FND do not just 
affect moments of seizures, they affect every part of life. They take away independence, stability, 
relationships, and the ability to plan for the future. At 22, this is not the life I imagined. My world has 
become smaller, and my future feels uncertain. But with better understanding, support, and resources, 
people like me could have a chance at a better quality of life. I want the committee to understand that 
this is not just a medical condition, it is a constant, life altering experience that deserves to be seen, heard, 
and taken seriously. 
 

 
ID 8.  
Parent / family member / unpaid carer of person living with epilepsy 
25–44 years old 
Regional QLD 
 
My daughter has a rare form of generalised photosensitive epilepsy called Sunflower Syndrome. I am 
sharing our story in the hope to increase awareness of the lesser-known epilepsy syndromes and 
hopefully help others to get diagnosed quicker and easier. 
 
At age 6.5, my daughter began what I initially assumed was an odd habit that looked like she was swiping 
hair away from her eyes. Fairly quickly, this ‘swiping’ movement evolved into a handwaving motion in 
front of her eyes, almost touching her face. We observed that she only did it when outside during daylight 
hours, or inside near a window, and she generally looked directly toward the light source while doing the 
handwave. Eventually, she also started doing the handwaving motion at night when she was underneath 
a light. She was having handwaving episodes an estimated 200+ times per day, and it was impacting her 
socially. However, she had little-to-no awareness when she was doing it: she only knew that people were 
telling her that she was doing it and she couldn’t get herself to stop, which caused a great deal of anxiety 
for herself and our family. 
 
After a couple of months of unsuccessfully ‘breaking the habit’, I approached our GP for advice. This 
resulted in a referral to a paediatric psychologist for what I thought was going to be some tips on breaking 
habits but ended up being multiple visits to determine a diagnosis that would explain ‘the root cause for 
the behaviour’. She was diagnosed with a complex tic disorder, and we were told that she would likely 
develop Tourette’s. 
 
This diagnosis shattered me. However, I had already been doing my own research during the few months 
that we were seeing the paediatric psychologist, and I did not feel that the tic disorder diagnosis was 
correct. I poured my heart into researching and one night, deep into a maze of following internet links, I 
came across a brief mention of ‘Sunflower Syndrome’. I looked up Sunflower Syndrome and there was 
very little on the internet about it, but there were articles and video clips from the Massachusetts General 
Hospital in Boston and from these I knew instantly that my daughter had epilepsy and that every 
handwave was a seizure. 
 
Thus began our journey to diagnosis and treatment. I have since talked to many people, including senior 
medical professionals and even [some] people within Epilepsy Queensland, who had no idea that 
Sunflower Syndrome exists. My daughter is now being treated by a paediatric neurologist who is a 9hr 
round trip from our town. We have been able to utilise telehealth on some occasions. Life has been very 
challenging. She had to be sheltered from sunlight and most forms of artificial light, which meant that 
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everything about our everyday life changed. Fortunately, she is finding some seizure relief now from 
medication which has opened up the world to her again. However, she is experiencing many difficult side 
effects from the medication. 
 
I have spoken to others with Sunflower Syndrome, and a common theme is misdiagnosis as a tic disorder 
resulting in delayed diagnosis. It is my hope that Sunflower Syndrome and other epilepsy syndromes are 
discussed more widely within the medical community so that a more timely diagnosis can be made. If it 
wasn't for my persistent research, we would still be incorrectly treating my daughter for a tic disorder. I 
am sure that there are others in the community with this or similar forms of epilepsy who are still unaware 
of their correct diagnosis. 
 
I would also encourage Australia to be more proactive in research and medication trials, so that we can 
improve medication side effects for people who have no choice but to take epilepsy medication. I would 
particularly like to see research into childhood-onset epilepsy. It is my biggest wish that my daughter can 
find seizure relief without the medication side effects. 
 

 
ID 9. 
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
Submission to the Senate Inquiry into Epilepsy in Australia 
Case Study: Lived Experience of Dravet Syndrome  
 
Introduction - We make this submission as parents of a daughter who was diagnosed with Dravet 
Syndrome in early childhood. [Our daughter] was initially diagnosed with generalised epilepsy at 
approximately three years of age and was subsequently diagnosed with Dravet Syndrome at six years of 
age.  [Our daughter] is now 19 years old and living at home. Our purpose is to share our lived experience 
of managing a lifelong neurological condition across the Australian health, education, and social systems. 
Through this case study, we aim to highlight the real-world impact of current gaps in epilepsy care and 
support the need for meaningful, long-term reform. 
 
Epilepsy has shaped every stage of [Our Daughter’s] life. While she has shown extraordinary resilience, 
many of the challenges she has faced, and those experienced by our family have been intensified by 
systemic shortcomings rather than the condition itself. 
 
Diagnosis and Early Childhood - [Our daughter] was diagnosed with epilepsy in early childhood. Like many 
families, we entered this period with limited understanding of what epilepsy would mean in the long 
term. The onset was overwhelming and required us to quickly learn about the condition, associated risks, 
and management strategies. 
 
Initial access to specialist care was not straightforward. The referral process relies heavily on general 
practitioners to identify appropriate specialist pathways, which can be challenging in complex or rare 
epilepsy conditions. 
 
In [Our daughter’s] case, we were fortunate to access specialist care in a relatively timely manner, 
allowing for an early epilepsy diagnosis. However, referral to an epileptologist occurred only after seizures 
continued despite treatment. This later referral ultimately led to a diagnosis of Dravet Syndrome at 
approximately six years of age. Once appropriate medication was prescribed, seizure management 
improved significantly. 
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We believe that earlier access to subspecialist epilepsy expertise may have reduced the frequency and 
severity of seizures during critical developmental years. 
 
Medical Management Over Time - Epilepsy management has been an ongoing and evolving challenge 
throughout [Our daughter’s] life. As she has grown, adjustments to medication have been required in 
response to both seizure activity and emerging evidence regarding medication side effects. 
 
[Our daughter] has experienced ongoing effects from anti-seizure medications, including fatigue and 
cognitive impacts, which have influenced her daily functioning, learning capacity, and quality of life. Due 
to changes in our family circumstances, including relocating interstate for employment reasons, 
maintaining consistent access to specialist epilepsy support has been challenging. The state-based 
structure of health and education systems created difficulties in transferring assessments and continuity 
of care, particularly within the schooling context. Pathways to appropriate specialist epilepsy services 
were not clearly communicated or easily navigated. This lack of clarity affected our ability to secure timely 
and consistent support for [Our daughter]. 
 
There was no single point of coordination across medical, allied health, and education services. Ensuring 
that accurate and relevant information was shared between general practitioners, specialists, and 
education providers relied heavily on our own efforts over many years. Where [Our daughter] has had 
access to appropriate subspecialist epilepsy care, outcomes have been highly positive. This was evident 
at the time of her Dravet Syndrome diagnosis by an epileptologist, and more recently through ongoing 
care from a neurologist specialising in epilepsy in adulthood. These interactions demonstrate the 
significant benefits of specialised expertise at key life stages. 
 
Impact on Education - Epilepsy has had a substantial impact on [Our daughter’s] educational experience. 
Seizures, medication side effects, fatigue, and associated cognitive impairment disrupted her schooling 
and limited her ability to participate consistently in learning.  
 
Support within schools was variable. Some educators were understanding and proactive, while others 
lacked knowledge or confidence in supporting a student with epilepsy. As [Our daughter] was a well-
behaved student, we are concerned that her needs may not have attracted the same level of attention or 
support as students with more visible behavioural challenges. While her cognitive impairment was 
addressed through Individual Curriculum Planning, classroom support was limited and inconsistent. This 
may have affected her ability to achieve her full academic potential. Awareness of epilepsy within the 
education system appeared low. Educational support tended to focus on cognitive impairment, with 
limited attention to epilepsy itself. This raised concerns regarding preparedness and safety, particularly in 
relation to seizure management within the classroom environment. Social Impact -The social 
consequences of epilepsy and associated cognitive impairment have been significant.  
 
As [Our daughter] has matured, her awareness of having seizures in public, concerns regarding stigma, 
and fear of being judged or misunderstood have increased. Peer acceptance has been a persistent 
challenge, affecting her confidence and social engagement. Epilepsy has limited her independence. 
Activities commonly experienced by other children and teenagers, such as sleepovers, school camps, and 
social events, were often avoided to reduce risk. This resulted in ongoing restrictions on her social 
development and experiences. For our family, epilepsy has remained a key consideration in nearly every 
decision relating to [Our daughter’s] social interactions.  
 
Transition to Adulthood - The transition from paediatric to adult epilepsy services was particularly 
challenging. While epilepsy is for life, support systems became less structured as [Our daughter] entered 
adulthood. The transition process lacked clarity and guidance, with responsibility for coordination once 
again falling largely to us as parents. Understanding what services and supports were available in 
adulthood became increasingly complex. Limitations related to driving, employment opportunities, and 
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long-term independence continue to affect [Our daughter’s] future planning and confidence. Epilepsy 
remains a defining factor in her adult life, despite often being perceived as a condition that primarily 
affects children.  
 
Systemic Issues Identified - Our experience highlights several systemic issues within epilepsy care in 
Australia:  
 

1. Inconsistent access to specialist epilepsy services.  
2. Limited coordination across healthcare, education, and social sectors.  
3. Insufficient epilepsy education and preparedness in schools.  
4. Inadequate attention to psychosocial impacts.  
5. Limited recognition of epilepsy as a lifelong condition, resulting in fragmented support across the 

lifespan.  
 
These issues accumulate over time and significantly affect quality of life for individuals with epilepsy and 
their families.  
 
Recommendations - Based on our lived experience, we respectfully recommend that the Senate Inquiry 
consider:  
 

1. Improved access to specialist epilepsy care, including clear referral pathways and timely review 
for children and adults with ongoing seizures.  

2. Investment in epilepsy specific care coordination, ensuring families are supported by dedicated 
professionals rather than bearing responsibility alone.  

3. Stronger education and training for schools, workplaces, and community organisations to 
improve epilepsy safety, understanding, and inclusion.  

4. Structured transition planning from paediatric to adult epilepsy services.  
5. Recognition of epilepsy as a lifelong condition, with support available at all life stages. 

 

 
ID 10.  
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Regional QLD 
 
Both my daughters and my mother had Epilepsy. My eldest daughter had 4 seizures around the age of 12 
and proceeded to grow out of it. My youngest daughter had Epilepsy for not quite 4 years and 
unfortunately passed away in 2024 from SUDEP (sudden death in epilepsy). She was 20 yrs old and 15 
months seizure free.   As her mum I watched her go through this journey, so this is [My daughter’s] story.  
 
[My Daughter] was diagnosed at the age of 17, a peak, important time in her life. She was in year 12, 
driving and about to become an adult.  
 
[My Daughter] struggled with the isolation as we live in a rural town (no public transport). [My Daughter] 
had to rely on everyone to take her where she wanted to go. This affected her independence greatly. [My 
Daughter] also had many side effects from the 3 different medications she was on; she suffered badly 
from anxiety and depression. She was always tired so struggled at school and then we she started in the 
work force she found she just couldn't work full time. She did manage to find a workplace that was very 
understanding. [My Daughter] would have many days off from either mental health or physical health 
reasons. Epilepsy was a constant battle in [My Daughter’s] life and ultimately it would take her life.  
 
We as a family lived on edge always worried about [My Daughter’s] health and when she would have 
another seizure and where she would be. I am writing this submission so that people understand that 
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Epilepsy is so much more than seizures, it affects their whole life, it robs them of who they really are and 
who they want to be. As a parent it broke my heart to watch my daughter suffer even though we tried to 
help her make a life for herself, as wonderful as it could be.  
 
Within in our experience and [My Daughter’s] we have come to realise that there are many things that 
need to change. Living in a country town we would have benefited from assistance financially with 
transport costs, we would drive 3 hrs a day so [My Daughter] could work as she couldn't drive.  
 
When [My Daughter] moved into town, I feel [My Daughter] would have benefited from the following - 
subsidised public transport fees, medication costs, doctor and specialist fees, mental health program 
costs, rent assistance.  
 
I believe all of these things need to be addressed because like [My Daughter] many people with Epilepsy 
can't work full time, but costs are still high. I believe that each person’s case should be reviewed 
individually and needs met so that they can live as normal a life as possible. Personally, I would like more 
specialists available in rural areas and all specialists should talk to patients or families about risks of 
SUDEP.  
 
We have talked to several people that knew nothing of SUDEP and how their loved one could die 
suddenly. So, I feel there needs to be more research into the causes of SUDEP as 1 person every 29 hours 
in Australia dies from it.   
 
Thank you for the opportunity to submit these concerns and to be the voice for my daughter. I would love 
to help in any way I can.  
 

 
ID 11.  
Person living with epilepsy 
18–24 years old 
Southeast QLD (metro) 
 
I have found that the community has started to define the word Epilepsy specifically to people with Tonic 
Clonic seizures, meaning they don't understand its overall definition. My diagnosis is Drug-Resistant 
Temporal Lobe Epilepsy, with absent seizures. 
 

This has made me fearful to tell my employers that I have epilepsy, as I feel that they may be awkward 
with an epileptic in the office. When people have a seizure, you can't do anything about it, which is when 
people make a scene about it when someone has a seizure, escalating the situation and making it 
embarrassing for the person. Education is needed to prevent escalation, so I feel confident in sharing this 
with my employers. Based on my two trial runs with employers, my advice to others is to tell employers 
no matter what, as it makes more of a scene if they don't know what's happening. 
 

I recommend that the government increase research funding on epilepsy, especially on the costs and 
effectiveness of surgery, to build confidence in the health system and among surgeons. 
 

I am currently on my 7th medication, and my next stage is surgery. Brain surgery is a major decision, so 
having facts to support my decision will help build my confidence. You may think a member of the public 
wouldn't have strong research skills, but I am currently working on my master's thesis in economics on 
the cost-effectiveness of epilepsy surgery in Australia. However, the available data is limited, so it appears 
American data will need to be substituted. 
 

I also believe there needs to be better communication between my GP and specialist, as they don't 
directly know what medications I'm on unless I tell them, so I have to remember four really long 
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medications to renew my script. My GP also doesn't know when I changed my medication or dose unless 
I tell them. 
 
Australia also needs to adopt a unified approach to epilepsy, with each state having its own approach, 
and a lot of different websites with a lot of the same information said in different ways. Americas cite is 
well unified and well detailed; https://www.epilepsy.com/  
 

 
ID 12.  
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Regional QLD 
 
My son was 2 when he was diagnosed with Autism. He was 3 when he had his first Tonic Clonic seizure. 
These seizures presented as cluster seizures and he had several over 4 weeks.  This was in 2007. He was 
prescribed [medication] but this has bad side effects, alternatively he was given [medication] and this 
stopped the seizures. [My Son] was seizure free until he was 17. During this time [My Son] had severe 
difficulty with his behaviour, and he was put on an antipsychotic medication. Within a couple of weeks 
[My Son’s] seizures returned. Over 3 years his condition regressed and he was having seizures 4 times a 
week. During these seizure's he would fall and smash his head on the ground, He smashed and lost 3 
front teeth and cut his head open. His seizures lasted on average 5 minutes and he would stop breathing 
and turn blue. 
 
We sought medical advice constantly. [Our Son’s] doctor tried to refer him to specialists, but it was very 
difficult as the medication for epilepsy caused severe behaviour and the medication for behaviour caused 
the seizures. we were at a loss. We were also unable to take [Our Son] to clinics as he wouldn't enter the 
hospital unless fully sedated. It was a very lonely journey. 
 
In June 2025 [Our Son] has a fatal seizure. He was on life support for 2 days until they turned it off. I 
thought that I had a sound knowledge of Epilepsy, but I did not fully understand how fatal a seizure could 
be. 
 
There are a number of things that I wasn't aware of. One point I would like to make is that a large group 
of people with disabilities are more susceptible to Epilepsy. According to the National Library of medicine 
states that there is a higher rate of people with ID [Intellectual impairment] compared to other groups. 
These people have higher rates of morbidity, stigma and social isolation. The article suggests that more 
research needs to be undertaken. 
 
There is also data to suggest that people with uncontrolled Epilepsy are of greater risk of heart damage. 
This is sometimes called epileptic heart syndrome and can cause damage to the heart muscle. My son 
died of heart failure, and I wasn't aware that he may have had some damage to the heart. This 
information seems to be mentioned in several articles. According to Epsy health, the hearts rhythm can 
change when having a seizure. There are suggestions on several sights of potential scarring to the heart. 
I feel more research is needed. 
 

 
ID 13.  
Person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
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I am writing to share my experience living with epilepsy for over 25 years, an experience that has shaped 
every aspect of my life in ways that are often invisible to others yet deeply felt every day. 

Despite decades of treatment, I have only been able to partially control my seizures.  

They remain unpredictable and disruptive, creating a constant undercurrent of anxiety. This uncertainty 
affects how I think, plan, work, and live. It is not just the seizures themselves, but the fear of when they 
may occur that impacts my confidence and ability to function. 

I have worked hard to build my career and now hold a senior leadership role. While this may suggest I 
have overcome the challenges of epilepsy, the reality is more complex. My condition significantly impacts 
my cognitive functioning, particularly memory, focus, and word recall. Some days I struggle to find the 
right words or recall information, which is confronting at my level of responsibility. This affects both my 
professional and personal life and contributes to a persistent sense of imposter syndrome. 

I have also experienced seizures at work on two occasions. These events are not only physically dangerous 
but emotionally distressing. The fear of this happening again creates ongoing anxiety in the workplace. 
There is also a social impact. I have felt humiliation and shame when others have witnessed seizures, and 
in some instances experienced ridicule. These moments stay with you and affect how you see yourself 
and how you believe others perceive you. 

Medication has helped me manage my seizures, but it comes with significant long term side effects. 
Attempts to change medication have resulted in severe mental health impacts, including suicidal 
thoughts. This leaves me in a difficult position where treatment itself can create additional risk. 

I also experience speech difficulties, including periods of heavy stuttering and an inability to articulate my 
thoughts clearly. On these days I feel incapable of functioning effectively. Combined with memory 
challenges, this creates a daily struggle that is often not visible to others. 

My future is planned around inconsistency. I cannot rely on being able to perform at the same level each 
day, and this creates fear about my ability to continue working and provide for my family. The mental and 
emotional burden is constant. 

I would welcome access to more holistic support beyond medication. This includes someone to talk to 
who understands the broader impacts of epilepsy, as well as access to non-invasive testing, new 
technologies, cognitive support, and speech therapy. These could make a meaningful difference in my 
ability to function and live with greater stability. 

Sharing this is not easy, but it is important. Epilepsy is often misunderstood as only seizures, when in 
reality it affects mental health, cognition, confidence, and quality of life. I hope my experience helps 
highlight the need for better support and understanding for those living with this condition. 
 

 
ID 14. 
Person living with epilepsy 
25–44 years old 
Southeast QLD (metro) 
 
I was diagnosed with epilepsy at 1 year old and put on [medication]. I was seizure free from 10-12 years 
old so went off medication and remained seizure free till 22 years old. While I was trying to find the right 
dose of [medication], I was mistaken for being drunk while having an absent seizure at South Bank 
Brisbane train station at 7am on my way to Uni one day and manhandled by police. I had seizures in public 
many other times while I was trying to find the right dose of medication however anyone else, I was 
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around recognised my seizures and called an ambulance. More training is needed for police to recognise 
seizures. 
 

 
ID 15. 
Person living with epilepsy 
65+ years old 
Regional QLD 
 
I have been living with epilepsy for around 70 years. I was diagnosed in 1956 when I was 10 years old 
after a head injury at school. I am sharing my experience to help improve understanding of epilepsy and 
the support available to people living with it, especially as they age. 
 
When I was diagnosed in 1956, very few people had heard of epilepsy or understood what it was. It was 
a confusing time, and there was little awareness or support compared to today. Despite that, I have gone 
on to live a full and productive life. 
 
I worked for 30 years at the [QLD based] Hospital in administration, supporting the head of the 
department. During my working life, I never had a seizure at work. My seizures have mostly happened at 
home. 
 
Over the years, I have learned the importance of following medical advice. If you are given medication, 
you should take it. Doctors would not prescribe it if it did not work. I believe strongly that people should 
not try to self-diagnose and should listen to their doctors. 
 
My epilepsy has been something I have managed quietly alongside my daily life. While it has not stopped 
me from working or contributing, it has always been something I needed to be mindful of. 
 
In 2006, I moved from the city to Kingaroy. This was one of the best decisions I made. Living in the country 
has taken a lot of pressure off me and reduced my stress. The quieter lifestyle has been a big relief and 
has helped me worry less about my condition. 
 
As I have gotten older, I now have more difficulty with my balance and mobility. I have never learned to 
drive, so I rely on an electric scooter to get around. Living in a regional area can make this more 
challenging because there are fewer transport options. 
 
I now live in an aged care facility. Because of my mobility issues, staff bring my meals to my room. I 
appreciate the support, but it also shows how much more help is needed as you get older while living 
with epilepsy. 
 
I am glad that, 70 years after my diagnosis, there are still people advocating for those of us living with 
epilepsy. That is important. From my experience, the most important thing is to follow medical advice. 
Take your medication as prescribed and do what your doctor tells you. That is the best way to manage 
the condition. 
 
Key Issues from My Experience 

• Not being able to drive has limited my independence, especially in the country. 

• Ageing has made mobility and balance more difficult. 

• Living in a regional area can reduce access to services and transport. 

• There was very little awareness of epilepsy when I was first diagnosed, and continued advocacy 
is important. 
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Recommendations 
1. Improve transport options for people who cannot drive, especially in regional areas. 
2. Ensure aged care facilities are equipped to support people living with epilepsy. 
3. Continue raising awareness about epilepsy to reduce stigma and improve understanding. 
4. Increase support and services in rural and regional communities. 
5. Encourage people to follow medical advice and take prescribed medication. 

I have lived with epilepsy for most of my life, and I have managed it by following medical advice and 
adapting to my circumstances. While things have improved since I was diagnosed, there is still more that 
can be done, especially for older people and those living in regional areas. 
 
I hope my experience helps inform better support and understanding for others living with epilepsy. 
 

 
ID 16. 
Person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
I have been living with epilepsy since 1984. I developed epilepsy as a teenager following trauma; I was 
not born with the condition. I am making this submission to share my experience of living with epilepsy 
over many decades, particularly the stigma, discrimination, and practical challenges that continue to 
affect my daily life, employment, and independence. 
 
I have been managing epilepsy for over 40 years. Over that time, I have tried many different treatments 
to control my seizures. Currently, I take multiple medications—around 14 in total—along with 
[medication], and I have followed a ketogenic diet for two years. In 2016, I also had to cut out caffeine 
and sugar to help manage my condition. 
 
Epilepsy is not a one-size-fits-all condition. There are many different types, and not everyone experiences 
seizures in the same way. However, I have found that public understanding of epilepsy is very limited. 
When people hear the word “epilepsy,” they often assume the worst—that I will suddenly collapse or lose 
control. This fear and misunderstanding have had a significant impact on my life. 
 
Even within my own family, epilepsy has been difficult to talk about. My sister and mother do not want 
to discuss it, and my relationship with my sister has broken down to the point where I have been cut out 
of her life. This has been very painful and isolating. 
 
I have worked in pharmacy since I was 15 years old and have nearly 19 years of experience in that field. I 
enjoy working and being part of the community. I do not want to rely on a pension—I want to contribute 
and remain independent. 
 
However, having epilepsy has made it extremely difficult to maintain stable employment. I have been 
dismissed from pharmacy roles four times, and I believe my condition has played a direct role in these 
decisions. When I have asked for written reasons, the responses have been unclear or indirect, but the 
link to my epilepsy has been evident in how I have been treated. 
 
I have also been treated differently in the workplace. For example, another pharmacist preferred that I 
work “out the back” in case I had a seizure, rather than allowing me to interact with the public. This made 
me feel excluded and ashamed. 
 
There is also a stigma attached to taking epilepsy medication. Even after many years, I still feel a sense of 
embarrassment when collecting my medication, despite it being essential for my health. 
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Living with epilepsy affects more than just seizures. It also impacts memory and concentration, which is 
not widely understood. People sometimes assume I have dementia or Alzheimer’s disease because I take 
multiple medications or may need to repeat tasks to learn them. This is not the case—I can learn and 
perform well, but I may need repetition due to how my brain processes information. 
 
Socially, I have experienced people avoiding me because they are uncomfortable or afraid of my 
condition. This has been deeply isolating. 
 
Transport is another major challenge. I live in Redbank Plains (Ipswich), and there are not enough taxis 
available, especially during busy times like school drop off and pick up times. I often rely on rideshare 
services such as Uber or DiDi, but they are not always reliable, even when pre-booked. This creates stress 
and makes it difficult to attend work or appointments on time. 
 
I have also experienced seizures in public, including twice while walking. On those occasions, I was 
fortunate that members of the public assisted me and kept in contact afterward. While I am grateful for 
their kindness, these incidents highlight the unpredictability of epilepsy and the importance of public 
awareness. 
 
What Needs to Improve 
 

1. Public Awareness and Education - There needs to be greater public understanding of epilepsy 
and its many forms. Media coverage would help reduce fear and stigma. Programs such as 60 
Minutes could play an important role in educating the public by showing real stories and 
explaining that epilepsy is not the same for everyone. 

2. Workplace Protections and Fair Treatment - Stronger protections are needed to prevent 
discrimination in the workplace. People with epilepsy should not be excluded, hidden from public-
facing roles, or dismissed unfairly. Employers need better education about epilepsy so they can 
support employees appropriately.  

3. Transport Support - Reliable and affordable transport is essential, especially for people who 
cannot drive. There should be more accessible taxi services in areas like Redbank Plains, as well 
as subsidies or discounts for rideshare services. For someone like me, the cost of using Uber to 
get to work can be around $40 per day, which is not sustainable.  

4. NDIS and Financial Support - There should be greater access to funding for transport through the 
NDIS to support people with epilepsy in maintaining employment. Assistance with travel costs 
would make a significant difference in being able to work consistently.  

5. Medication Affordability - Although my medication costs around $30 per month, this is an 
ongoing expense that adds up over time, especially alongside other treatments and supplements. 
Any additional financial support or subsidies would help ease this burden.  

6. Recognition of Cognitive Impacts - There needs to be better recognition that epilepsy can affect 
memory and concentration. This should be understood in workplaces and the community so that 
people are not mislabelled or unfairly judged.  

 
Conclusion, I have lived with epilepsy for over 40 years and have worked hard to manage my condition 
and remain independent. Despite this, I continue to face stigma, discrimination, and practical barriers in 
my daily life. Epilepsy is not well understood, and that lack of understanding creates fear and exclusion. 
With better awareness, stronger workplace protections, and improved support systems—especially 
around transport and employment—people like me can continue to contribute to society and live with 
dignity. I urge the Senate to consider these issues and take action to improve the lives of Australians living 
with epilepsy. 
 
 
 

Epilepsy in Australia
Submission 181



49 

 
ID 17. 
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
My son was diagnosed with epilepsy after his first [Tonic-Clonic] seizure at aged 17 on 25 January 2018.  
There was no fore warning that he could develop epilepsy after his treatment between 2009 to 2013 for 
a brain tumour -7 brain surgeries between 2009 and 2013 and finally radiotherapy in 2014 when he was 
13. For 4 years from aged 13 to aged 17 he seemed to be on the mend.  At no time ever did his specialists 
mention he was likely to develop epilepsy later on.  Would have been handy to know before teaching him 
to drive at aged 16.  In those 4 years, he was doing well at school, despite his challenges. He was just 
about to start year 12.  
  
On the morning of his first seizure, I was very shocked to find [My Son] on the floor convulsing, face down 
with blood coming out of his mouth, difficulty breathing and completely non-responsive to me. I thought 
he had hit his head and was dying. It was horrific. I must say, having witnessed about 15 [Tonic-Clonic] 
seizures my son has had since then, the shock and horror does not get any easier.  No parent should have 
to witness this, let alone deal with the daily anxiety of the constant fear for when, not if, the next one is 
coming. It is impossible to keep him safe as it is so random, anywhere, anytime with no warning or aura 
beforehand.   
 
The aftereffects are devastating to my son’s confidence and mental health- this is excruciating to watch 
as a parent as I cannot fix it for him.  The longer the distance between seizures, the little bit of hope that 
he can lead a normal life, creeps slowly back in- then wham, it happens again and you start again.  In the 
meantime, the effect of the medication causes severe fatigue, particularly at the end of his working day, 
compounding by the end of the week. No amount of sleep seems to assist.  Striking a balance with his 
employers by negotiating a 4-day week with a day off in the middle of the week has helped somewhat 
with his fatigue, however, it is very difficult to find employment as a junior lawyer 9-5, 4 days a week.  He 
has had to accept a job that is 1hour drive from home with an employer who has an understanding of 
living with epilepsy, which we are very grateful for.   
 
However, it is very socially isolating for him on top of the stigma and social isolation he suffered at school 
in year 12 with his cohort. He is deeply dissatisfied with his life and his work dreams not being able to be 
realised because of his epilepsy.  This hurts my heart as his mother.  If my son could have access to 
employers in law close to my son’s home who are willing to accept 9-5 hours, 4 days a week, I think life 
would be a little easier for him.  The derision that my son has faced in job interviews when he asks if 4 
days a week is possible in the law as a junior lawyer is staggering.  I really don't know how the government 
enquiry will assist these issues for my son, except maybe to raise awareness.   
 
He is actually very good at his work, he just can't work the hours expected of his profession.  Thank you 
for allowing me to put this to paper.  There is so much more to write about my son’s courage and 
resilience, however, I will never be able to put everything there is to say by the deadline as there is so so 
much.... 
 

 
ID 18. 
Person living with epilepsy 
25–44 years old 
Southeast QLD (metro) 
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I am a person living with epilepsy, I was diagnosed last year at age 30 after 2 separate seizure events. 
My experience of epilepsy has been a relatively easy one, which is why I think it's worth sharing.  
I went on a hike with some friends south of Stanthorpe and experienced a seizure when walking back to 
the car. I was seizing for almost 2 minutes and stopped breathing. My friends immediately took all steps 
to ensure my safety and called the ambulance. I was transported to Stanthorpe hospital, where I received 
a CT scan and they ran my bloods and urine. All tests came back fine, so after an hour or two they 
discharged me with orders to go to my local hospital when I can for further testing.  
 
As my friend drove us home, I had another seizure and we went to Warwick hospital where I stayed the 
night. Both hospitals being regional and not in my area meant that it was more confusing, and I wasn't 
really sure if my information actually got sent to my local hospital, since I had to repeat my story multiple 
times. I also asked for something to assist with eating since I'd bitten through my tongue but was either 
ignored or deemed not important enough to help.  
 
Following this event, I had to go to my local hospital and took over a month to get an appointment to get 
seen. I saw someone from General Medicine who didn't know my case but ended up booking an MRI for 
2 weeks after this and that I would get a letter about an EEG "eventually". I waited another 6 weeks for 
the MRI results, which I got over the phone (it was clear), and was then told they had an EEG date for me 
and would check in again in another 6 weeks (another phone call). I had the EEG 5 weeks later. Two days 
before my next call, I had another seizure event which landed me in the RBWH emergency room where I 
was diagnosed with Idiopathic Generalised Epilepsy and prescribed [medication]. In this event, I was given 
something for my tongue so I could eat which was nice, since I'd already lost too much weight from the 
last time.  
 
I was told that I needed to take my meds every day, that I wouldn't be able to drive for another 6 months 
(first time I'd actually heard that from a medical professional), and that I would see a neurologist within 
3 months as a Category 2 patient. It's been 7 and I still haven't received a letter for an appointment date. 
This story sounds like a huge pain, and it is, but I've been incredibly lucky to have people in my life who 
know what to do and how to help, so I haven't been as lost as I would otherwise. 
 
My employment suffered as a result of this experience. My seizure event even pre-diagnosis meant I 
couldn't drive, or use ladders (among other things), which limited what I could do at work, at that to the 
time I needed to take off to recover or go to appointments (total 9.5 days), and I ended up losing my job. 
Thankfully, I was able to find identified employment as someone with epilepsy, but that still took me 3 
months, and I lost my savings in that time to stay afloat.  
 
Being unable to travel also meant that my family and social networks suffered since I couldn't get out 
much to see anybody. My area is serviced by 1 bus an hour, except for weekends, the middle of the day, 
or after 5:30 where it doesn't run at all. It also only goes to the local train station and back (which takes 
40 minutes each way). I live a 30-minute drive from Brisbane City. 
 
Mentally, the limitations that this experience placed on me had an intense impact. I lost my freedom 
indefinitely with no reasonable public transport or financially viable private transport options. The lack 
of clear communication with the health teams was confusing at best, and if not for my personal supports, 
I would have had no idea what was happening or what I was allowed to do. I was not back to full cognitive 
capacity for a couple days after my seizures, any information my doctors gave me would not stick, and I 
only have what I do because of my personal supports. 
 
I was lucky to only have these limitations for 10 months, so I had a light at the end of the tunnel. This is 
NOT the norm. 
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My recommendations:  
 

• Create forms that medical professionals can personalise for different presentations of epilepsy for 
a guide on what's next for the patient. A simple checkbox of things that are relevant to the patient 
that auto-fills to a clear and easy to understand document with information regarding Do's and 
Don'ts, Risks, what to look out for, who to reach out to for (free) mental health support etc. 

• Create a simple flyer with State, National, and NGO supports, what people are entitled to, how 
and when they can get things, or who to contact for support in getting access. 

• Increase public transport options. This helps EVERYONE, but particularly marginalised 
demographics.  

 

 
ID 19. 
Working with and friend of a person with epilepsy 
45–64 years old 
Other state - remote 
 
1. Why I Am Submitting - "I want to paint, I want to work, but right now my body won’t let me - and 
there’s no support to help me through this." – [My Friend], artist. 
 
I am writing this submission on behalf of [My Friend], an Australian artist residing on the Gold Coast. I 
manage and support administratively so she can focus on her work. 
Over the past six months, I have witnessed a rapid and distressing decline in her health due to epilepsy. 
What I am seeing is not a manageable condition - it is a daily, disabling reality that is currently not being 
adequately supported by existing systems. 
 
2. What I Am Seeing First-Hand - [My Friend] has lived with epilepsy since she was 15. However, in the 
last six months, her condition has progressed to daily seizures, alongside persistent headaches and 
overwhelming fatigue. 
 
Despite being on medication, her seizures are not controlled. From my position supporting her day-to-
day, I see: 
 

• A capable, professional woman now unable to maintain consistency in her work 

• Severe fatigue after seizures that leaves her unable to function, let alone paint 

• Increasing fear around basic activities due to the unpredictability of losing consciousness 
 
This is not occasional disruption - it is constant. 
 
3. The Real Impact on Her Life - The effects of this condition go far beyond health: 
 

• She cannot drive, removing independence and limiting access to work and daily life. 

• She is hesitant to leave the house alone, including something as simple as walking her dog. 

• She has effectively lost her income, as her ability to produce work has been significantly reduced. 

• She is living with ongoing uncertainty and risk every single day. 

• As someone supporting her, I am not just observing this - I am actively trying to help her navigate 
a system that currently offers very little in return. 

 
4. The Gap in Support (NDIS) - What is most concerning is that [My Friend] is not eligible for NDIS support. 
 
She is not considered “permanently and significantly impaired” under current thresholds - despite 
experiencing daily seizures, loss of independence, and inability to work. 
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This creates a serious and dangerous gap: People with uncontrolled epilepsy are being excluded from 
support. Support appears to only become available when someone reaches an even more critical level of 
impairment. There is no meaningful interim support for people who are clearly unable to function 
normally. From where I stand, this does not reflect the lived reality of epilepsy. 
 
5. Broader Context - Epilepsy affects approximately 1% of Australians, yet the systems in place do not 
appear to adequately support them. 
 
There is a disconnect between: 

• Clinical definitions 

• Functional impact 

• Eligibility for support 
 

And people like [My Friend] are falling directly into that gap. 
 
6. What Needs to Change - Based on what I am witnessing, I strongly urge the Inquiry to consider: 

• Revising NDIS eligibility criteria to better account for epilepsy 

• Recognising the functional impact of frequent seizures, including fatigue, safety risks, and inability 
to work 

• Establishing interim financial and support pathways for individuals who do not yet meet current 
thresholds but clearly cannot sustain employment 

• Increasing investment in research and treatment options 

• Improving awareness and understanding of epilepsy as a serious and often invisible disability 
 

7. Final Statement - I am writing this not just as an administrator, but as someone watching a person’s 
independence, livelihood, and confidence be stripped away in real time.  
 
[My Friend] wants to work. She wants to paint. She wants to contribute. 
 
Right now, she cannot - and there is no system stepping in to support her while she navigates this. 
 

 
ID 20.  
Person living with epilepsy 
65+ years old 
Southeast QLD (metro) 
 
When NDIS started, I was not aware I was eligible. I was not notified or helped. Support services and 
access to psychologists was taken away. Psychologists were key for managing side effects and impacts of 
epilepsy. All taken away. 
 
Communication with medical providers and hospital staff is difficult due to poor understanding of what 
is epilepsy; not understanding different seizure presentations. I've been told "my epilepsy is not a thing". 
My focal seizures may make me look "drunk" as my balance and coordination is affected and often results 
in falling over and a loss of consciousness at the end; I am faced by a lot of stigma. I have come out of 
seizures being told "you are mad" and you can imagine how that affects your self-esteem. I have received 
inadequate seizure first aid including being kicked out of the hospital and put into a taxi while in a focal 
seizure. I have had to advocate and manage my seizures without medical help. 
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ID 21.  
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
Daughter 23, Infantile Spasms started aged 6months, Diagnosed DUP15Q at 12 months after skin biopsy 
to determine possible causes, treated with [medication] and stopped seizures. Seizures returned at 8yrs 
of age. Seizures are known to be a major part of DUP15Q. Very little known in Australia about Dup15Q 
and even less so by Neurologists. 
 
Transition from Children's to Adults: 
 
Transition from children's to adults did not run smoothly - referral got lost. Yearly reviews were not always 
enough especially when needing to trial more drugs - often supported via exchanging emails and 
messages left for neurologist to respond. 
 
NDIS: 
 
NDIS although given diagnosis did not record epilepsy as one of her disabilities and then initially declined 
equipment requested - finally added and equipment was approved. NDIS should make visible what 
disabilities they have recorded to participants for clarity - shouldn’t need to do FOI or PIA to get 
information - process to correct or update should also be clearer and more transparent. Equipment now 
via NDIS is a risk - at present it seems if you ask to have equipment added to a plan, they will reduce 
funding somewhere else in your plan. 
 
Lack of knowledge by planners/delegates in NDIS sees statements such as asking for an overnight monitor 
to record seizures as a doubling of supports if you have active overnight supports - this is not the case, 
the device is often more accurate and also records data to help inform management of the Seizures 
including type of seizures, durations etc - but there is no process to educate NDIS or have this corrected 
if based on incorrect or misinformed position by the agency. 
 
Co-morbidity of Seizures with other disabilities is also quite challenging to get NDIS to understand the 
functional impact on a person. 
 
Wait times when transferring to a different health catchment for neurology can be lengthy - we were told 
2 years when moving from Brisbane to Sunshine Coast - had 2 transports via QAS to emergency after 
lengthy TONIC and [medication] when we finally got an intake appointment. 
 
Neurology seems to lack much experience or specialty in supporting people with disabilities - be great to 
see some who specialise in Epilepsy from Genetic Conditions to build knowledge for conditions like 
DUP15Q to be better understood and supported. 
 
Access to [medication] should be on PBS for those with Epilepsy especially if they have LGS [Lennox 
Gastaut Syndrome] or tonics and atonic seizures. 
 
Equipment for monitoring seizures should be easier to access and not confined to NDIS participants - 
hospitals should be able to prescribe and some financial support be provided via schemes similar to MASS 
or NDIS for people with epilepsy (if equipment is appropriate for the type of epilepsy and especially for 
children or when SUDEP [Sudden Unexpected Death in Epilepsy] risk is high). 
SUDEP should be discussed with all patients especially newly diagnosed as many are unaware of this. 
 
Would love to see disability as an area they add into Nursing and Medical studies as this is sadly missing 
and often they do not understand adjustments needed to access medical care - sensory adjustments, not 
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all disabilities use disabled toilets some need to use a bed to change and aid, intellectual impairment is 
very different and needs longer appointments, sensory issues make access very difficult especially blood 
tests etc - there should be something on a person’s chart when they enter emergency or hospital to 
highlight this so extra supports can be accessed and tests etc adjusted etc. Being non-verbal is also very 
challenging and combinations of disabilities can mean access is more difficult, does not always result in 
good health outcomes. 
 
Epilepsy should not be treated in isolation - look at the person because often the person may have other 
disabilities, the medications may have side effects impacts that require other medical supports such as 
Gastro Intestinal, reduced appetites, cognition, mental health. Should be a team approach to supporting 
people with Epilepsy. 
 

 
ID 22. 
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
When you have a child who is born with a disability, your world looks, acts and presents so differently. 
Managing medical terms, doctors, specialists, surgeries, medications, symptoms as well as hospital visits, 
stays and emergencies, becomes an everyday part of life. For 19 years we did all this while living 5 hours 
from Brisbane where the necessary medical intervention was needed. At the age of 19, together with 
managing hydrocephalus, cerebral palsy and vision impairment, our son started having some very 
different symptoms that were frightening and long lasting (several hours). Every time these occurred, we 
either had to call an ambulance or rush him to the Emergency Dept.  
 
On all of these occasions, the Paramedics and hospital emergency staff could not tell us why these 
symptoms were occurring. We either had no diagnosis and were sent home once symptoms had subsided 
after the aid of several medications from the hospital or we had diagnoses of sepsis from an unknown 
origin where he had to endure a lumbar puncture. Keep in mind that we were no strangers to hospitals, 
doctors and medical terms after 19 years of living with a son with a disability– but the lack of awareness 
and knowledge of what was happening to this young man was frightening. He had a 3 month stay in 
hospital for a shunt revision at one stage and suffered one of these ‘episodes’ in hospital where several 
doctors came to try to determine and manage what was happening but again, they had no answers. 
 
For at least 2 years, our son suffered these ‘episodes’ where we would always end up in the emergency 
dept because they would not stop without some medication that was not [medication] or [medication]. 
They became increasingly frequent and just before we ended up being seen by a neurologist, they were 
happening every 2 weeks.  
 
The neurologist, who we still see today and is absolutely amazing, was initially hesitant and/or reluctant 
to call what our son had 'epilepsy’ firstly because there was no hard evidence from any source and 
secondly because the symptoms where not ‘typical’ epilepsy symptoms and might just be ‘episodes’. 
Either way, our son was suffering, as we were, and we needed something to be done to try to stop 
whatever was happening. Neither our son nor us could keep living life like this. We would always be on 
edge; we would have to drop everything in life to manage the symptoms and get him to the hospital. The 
next day was always a ‘wipe out’ for our son after the pain and exhaustion that followed from 3 – 4 hours 
of suffering these ‘episodes’.  
 
We were finally put on 1 type anti-seizure medication to see if that would help. It did help reduce the 
frequency of these ‘episodes’ but was making our son so tired that he was not able to function normally 
during the day. He needed to sleep a lot and at times could not keep his eyes open. Over the course of 
the next few years under the supervision of the neurologist, we tried and changed medications and 
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dosages and now also have the resources to stop the seizures at home with prescription medication. Even 
while on 2 types of anti-seizure medications, our son still has seizures and has been diagnosed with drug 
resistant epilepsy. 
 
Living life with and caring for someone with epilepsy who continues to have seizures is a constant 24-
hour job. You always have to be prepared for a seizure to occur and medication to be administered. This 
means you have to know where they are at all times, have medication with you at all times and be 
prepared to cut short whatever you are doing to manage the seizure. As his parents and carers, we find 
it very difficult to do many of the things, by ourselves, that other parents of an adult child would do. We 
struggle to go away on holidays, out to dinner, see movies etc, because if he has a seizure we need to 
rush back and provide medication. He sometimes struggles to participate in activities fully because if he 
has a seizure he needs to be picked up urgently, treated, then go to bed and sleep off the medications. 
 
One of the biggest challenges our son and we have faced in his epilepsy journey is his mental health. 
Depression and tiredness are a constant battle and together they have increased the frequency of suicidal 
thoughts. Since 2019 we have never gone longer than 3 months without having a seizure that required 
medication to stop it. However, shorter seizures that do not last longer than 5 mins and do not require 
further intervention happen more frequently. 
 
We do not profess to know the solutions or have the answers to supporting people who live with epilepsy 
or care for someone who does. Some options might be included it under the NDIS, provide more financial 
support for people with epilepsy, assist with employment opportunities (acceptance, awareness and 
understanding), offer free access to mental health care and assistance with getting the necessary 
resources for medication usage.  
 

 
ID 23.  
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
Our family’s epilepsy journey began one night when our eldest child, then 7 years old, came into our room 
frightened and said, “[My Sister] is shaking the bed in her sleep.” In that moment our world changed. We 
called an ambulance, and in the days that followed we were told that one seizure alone was not enough 
to diagnose epilepsy, but it wasn’t a one-off. When [Our Daughter] had another seizure soon after, the 
diagnosis became real—and so did the fear, uncertainty, and upheaval that has followed our family ever 
since. From that point 22 years ago, [Our Daughter’s] (then 5) childhood became a long road of medical 
trials: tests, scans, specialist appointments, and countless combinations of medications that affect her 
mind, mood, and ability to function day to day. 
 
Medication helped to a degree—it reduced the frequency of [Our Daughter’s] seizures and reduced their 
intensity (from Tonic Clonic seizures to absence seizures). But that small relief came at a heavy cost. Some 
medications severely affected her mental health, contributing to depression, suicidal thoughts, and self-
harm. Others caused drastic weight loss and left her exhausted and unwell. School became another 
casualty of epilepsy: not only because seizures interrupted learning, but because the “fog” slowed 
thinking, and reduced concentration from the medications made it incredibly hard for her to keep up, 
feel confident, and simply be a student like everyone else. 
 
To help you understand [Our Daughter’s] day-to-day reality: she experiences absence seizures that can 
last for tens of seconds. To many people they may look “small,” but for [Our Daughter] they feel like 
earthquakes—sudden, disruptive, and followed by aftershocks that can linger for days. In the moment, 
the seizure doesn’t just interrupt what she is doing; it can wipe her short-term memory. Afterwards, her 
ability to function normally can be impacted for at least 36 hours. During some seizures she has small 
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personal accidents, which has led to humiliating and heartbreaking moments for her. [Our Daughter] has 
undergone numerous MRIs, EEGs, and a sleep study, but despite everything, doctors have been unable 
to pinpoint the source of her seizures. Because the “epicentre” cannot be located, surgery is not an option 
for her. 
 
Despite everything, [Our Daughter’s] biggest wish has always been simple: to live a normal life and 
contribute to her community. She wanted to work. She dreamed of becoming a police officer—until 
epilepsy made that impossible. She then set her heart on becoming a chef—until we were told it was too 
great a health and safety risk. Even getting a basic job has been extraordinarily difficult, with the constant 
threat of a seizure hanging over her, and the added complexity of medications—both their side effects 
and their intended impact (some are designed to slow down brain activity). Each “no” has been another 
reminder that epilepsy doesn’t just affect [Our Daughter’s] health; it affects her independence, her 
confidence, and her future. 
 
[Our Daughter] has been given a wonderful opportunity at Coles, working nine hours a week—work that 
was found with the assistance of a NDIS provider. This role is more than a job; it is a lifeline to routine, 
dignity, and a sense of purpose. [Our Daughter] also receives NDIS support workers twice a week, which 
helps her build skills, manage daily life, and feel included with the family while still gaining some 
independence. [Our Daughter] was able to access NDIS support due to additional disabilities: a hearing 
disability with 40% hearing loss, and a traumatic accident in 2020. Without this broader eligibility, she 
would not have received the assistance she needs—despite the very real and ongoing impacts of her 
epilepsy. 
 
Through all these challenges, my beautiful daughter still finds the courage to get up each morning and 
face a world that often doesn’t understand what she is carrying. With the right supports in place, [Our 
Daughter] can keep building a safe, meaningful, and more independent life—one step at a time. 
 

 
ID 24. 
Person living with epilepsy 
45–64 years old 
Southeast QLD (metro) 
 
I developed epilepsy at 42 and it took me to 48 to get a correct diagnosis.  Now at 52 I have been seizure 
free for 4.5 years with the help of an excellent neurologist whose primary focus is on managing epilepsy 
patients.  He is passionate about it and on our annual check ins his commitment to serve is steadfast.  He 
works in close partnership with my GP in Germany who has cared for me since my early diagnosis and 
through covid when I was unable to return home.  Several of the GPs in the practice in Brisbane I have 
utilized since childhood are less willing to understand my triggers and the care, I actually need to live a 
rich and healthy life.  
 
I have found their desire to see as many patients as possible in a day means I have often had to book 
expensive multi-issue appointment to address a single issue. This is because I have to explain each time, 
I am on epilepsy medication and that has to be noted in the blood test or the referral. Gone are the days 
when you could have a decent conversation with your GP.  It now feels like you are placing an order at a 
fast-food restaurant.  And when you are managing a complex disease, this approach does not work well. 
 
My trigger is immune based. It doesn’t fall in the easily understood causes of the disease. Each seizure I 
have had has been tied to some sort of infection. Not every infection has caused me to have a seizure. 
Covid was a very difficult time for me. During this period, I remained overseas for an extended time. I 
experienced the three largest seizures I have ever had. I was incredibly fortunate to be given amazing 
care in Europe, and I was enrolled in a specialised clinical program in Germany to help manage my 
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immune response and reduce the risk of seizures. This ensured I could be a healthy parent, travel, and 
continue to work. 
 
I work as a humanitarian aid worker (including for the Australian government) and have my own executive 
coaching and leadership training company.  In the past 10 years I have been threatened, abused, faced 
discrimination and shunned for having this disease.  I work in some of the poorest and most troubled 
regions of the world and yet getting adequate health care through a correct diagnosis has been a true 
challenge.  It took me 6 years to get a correct diagnosis from my Australian medical team.  Not because I 
don’t have top private insurance or I was not well informed.  
 
I myself hold multiple higher education degrees to a master’s level.  PHDs are common in my immediate 
family. I was referred by my Australian GP to an Australian neurologist who took a very lazy approach to 
my care.  I was never given a full work up when I first developed the disease at age 42.  Instead of 
conducting the required tests or listening to myself and my family his approach was to prescribe a one 
drug solution and to up the dose each time I had a seizure.  At no time was my quality of life considered 
nor the needs of my family, my children or how to ensure I lived a full rich life.  I was told that the side 
effects were just to be expected and I would just have to learn to live with the breakthrough seizures, 
headaches, extreme personality changes, fatigue, nausea and depression.   
 
Thankfully I am surrounded by advocates who like me kept searching for answers and after a chance 
attendance at a neurological conference I was able to switch to a new neurologist with a passion for 
epilepsy. That first multi-hour appointment with this new specialist was both painful and gratifying as my 
fears were confirmed that I had been very poorly managed and likely had more than one type of epilepsy.   
 
Weeks of tests followed and 4.5 years later I remain seizure free now under the care of a team that 
understands I have more than one type of epilepsy, the likely complexity of my triggers, values my quality 
of life and shares my vision on having a solid partnership in keeping me healthy and strong. 
 
The sad part for me, is it should not be this hard to access quality care.  Each day I need to take a cocktail 
of medication to keep myself seizure free. These are not easy or cheap medications.  They come with 
substantial side effects and like many other persons with this disease I have had to change when the side 
effects have been too great. However, with a trusted medical team, I have now been willing to change 
the medication as I have a care team that can help me make an informed choice.  I need to take vitamins 
each day and exercise a lot to counter the side effects of both the disease and the medicines. 
   
I also need to take care of my mental health.  Society is not kind to those of us with this disease.  In the 
past ten years I have been terminated from work contracts when people have found out I have this 
disease.  I have been excluded from social interactions when others probe why I choose not to consume 
alcohol. I’ve been asked directly if I am cognitively impaired in professional settings.  I’ve even been told 
to pray harder as I’ve clearly done something wrong to deserve getting this disease in my 40s.  I’ve been 
asked how I feel about potentially giving this disease to my children.  As an adopted child myself, I’ve 
been told that it is not surprising I have this disease.  People wonder why those of us with the disease get 
angry, frustrated, sad or despondent.  I ask you, could you stand up to this barrage of harassment, abuse 
or neglect for years?   
 
Perhaps the saddest conversation I have had to date is with my amazing neurologist.  In 2023 he advised 
me to stop disclosing I had the disease publicly.  He said I know in your line of work it is important to be 
strong advocate for others. But it is not always safe for you to be so public about your disease.  It is safer 
for you to remain silent. That I think captures best. That staying silent is currently physically safer for me 
but mentally is not.   And please don’t assume that applies to overseas.  I face as much discrimination in 
Australia as I do in any of my posting overseas.  The difference is those countries do not pretend to have 
the legislative or cultural norms in place to protect me.   
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Thank you for having this senate inquiry.  I ask that you consider the following areas: 
 

1. Increase awareness on the disease beyond just a simple annual campaign.  Help grow 
understanding around those impacted, the diverse range of ages, types, etc. 

2. Strengthen the protocols around the diagnosis of epilepsy.  Understand that a neurologist covers 
many conditions and that epilepsy specialists are few and far between. For a correct and rapid 
diagnosis and ongoing quality of care we need access to neurologist focused specifically on this 
disease. 

3. Review the training that is currently occurring with GPs on what the management of an epileptic 
patient actually requires.  Recognize that not all of us have one type of the disease.  That our 
triggers are not the same.  And understand that having empowered patients is a good thing. 

4. Increase research and training for neurologists in this sub-specialization. 
5. Increase understanding around the costs associated with management of the disease.  The costs 

associated with the new more effective medications.  The costs associated with the follow up 
requirements due to the side effects of medications.  How having the disease increases costs of 
other tests. 

6. And lastly and most importantly please have an open and honest discussion on the level of 
harassment, abuse and discrimination faced by people with this and other hidden diseases.  
Existing legislative provisions are not effective in providing protection.   

 

 
ID 25. 
Parent / family member / unpaid carer of person living with epilepsy 
45–64 years old 
Regional QLD 
 
Dear Committee Members, 
Submission: Epilepsy Care in Australia – Personal Case Study 
 
I am writing to present my son’s experience living with epilepsy, and my own as his mother and carer, as 
a case study to inform the Inquiry into epilepsy care in Australia. 
 
Background 
 
Caring for a child with epilepsy—and, in my case, a child who also has an acquired brain injury—is a 
deeply emotional and demanding experience. Throughout his life, my son has struggled to feel a sense 
of belonging within his peer group and local community. This has been an isolating and emotionally 
complex reality for him, compounded by the persistent fatigue associated with his condition. 
 
As his mother, I have experienced significant emotional strain and chronic anxiety, which has affected my 
ability to maintain employment. I have had to leave multiple jobs due to the ongoing pressure and 
responsibilities associated with caring for my son. 
 
Diagnosis and Medical Experience 
 
My son has experienced a range of seizure types, including absence, focal (partial), and Tonic Clonic 
seizures. Tonic Clonic seizures are particularly traumatic to witness and distressing for him to endure, as 
they are both physically painful and mentally overwhelming. 
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During his childhood, his seizures occurred sporadically, and there was a period in which he was seizure-
free. However, following a severely distressing life event at the age of 20, his seizures returned, and he 
was formally diagnosed with epilepsy. 
 
To manage his condition, my son has been prescribed two anti-epileptic medications. While these have 
been effective in preventing seizures, they have caused significant and life-altering side effects. I have 
initiated a review of his medications; however, this process is both costly and difficult, particularly as we 
live in a regional area with limited access to specialist care. 
 
Impact on Daily Life 
 
The diagnosis of epilepsy has had profound consequences for my son. His driver’s licence was suspended 
for a significant period of time which, to him, meant losing his freedom and independence. He was also 
unable to finish his apprenticeship due to the cognitive and neurological impacts associated with his 
condition. The loss of his employment was a demoralising experience and one that still affects my son to 
this day. Moreover, he developed severe anxiety, depression, anger issues and suicidal ideation which 
impacted his ability to socialise and interact appropriately with others. As a result, he became socially 
isolated and his peers distanced themselves from him.  
 
My son continues to battle with ongoing mental health and medical challenges, which impact his ability 
to secure suitable employment and develop independence and a sense of purpose. In addition to 
managing the physical aspects of epilepsy, he must also navigate stigma, misconceptions, and concerns 
about disclosing his condition. 
 
Challenges in Regional Areas 
 
Living in a regional area presents additional barriers. Access to specialist care, including neurologists and 
epilepsy clinicians, is limited. Travelling to Brisbane for appointments is costly, time-consuming, and often 
requires me to take time off work, which is not always feasible. These barriers significantly affect the 
ability to access timely and appropriate care. 
 
Recommendations 
 
There is a clear need for improved support for individuals living with epilepsy, particularly in regional 
areas. I respectfully offer the following recommendations: 
 

• Provide comprehensive support for people with epilepsy, including regular support groups, 
epilepsy education (including medications), mental health services, connections to support 
networks, financial assistance, workplace advocacy, and coping strategies. Opportunities to build 
social skills and form meaningful connections are also essential. 

• Increase support for carers through accessible peer groups (including outside standard working 
hours), education, and improved access to financial assistance. Local mental health services for 
carers are also critical. 

• Offer targeted assistance for individuals living alone with epilepsy, as well as those working 
towards independent living. 

• Improve access to specialist care within regional communities to reduce the financial and 
logistical burden of travel. 

• Increase public awareness of epilepsy to reduce stigma and misconceptions. 
 
Conclusion 
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My son’s experience highlights not only the medical realities of epilepsy, but also the significant emotional 
and social challenges that accompany the condition. 
 
I urge the Committee to review and strengthen existing policies to improve support, reduce stigma, and 
promote inclusion for individuals and families living with epilepsy. 
 
Thank you for the opportunity to contribute to this Inquiry. 
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