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Executive Summary

Developmental and Epileptic Encephalopathies (DEEs) are severe, genetically driven 
neurodevelopmental disorders. Epilepsy is only one feature of this complex, multi-
system and lifelong condition. Treating DEEs as a subset of epilepsy understates their 
impact and produces the wrong system response. They require coordinated action 
across health, disability, education, research and social systems.

Throughout this Report, DEEs are also referred to as Rare and Complex Epilepsies, a term that 
reflects the severity and breadth of these conditions rather than narrowing them to a clinical 
label. The rationale for this shift is set out in the Introduction.

Australia does not lack expertise. It lacks the national mechanisms to align and 
deploy it. Strengths in clinical care, diagnostics, research, disability, education, 
policy and advocacy are disconnected. Families pay the price for that fragmentation 
through delayed diagnosis, inconsistent multidisciplinary care, disability and 
education systems that cannot respond to complexity, and inequitable access to 
emerging precision therapies. These are not isolated service gaps. They are the 
predictable consequences of a system without national leadership.

The current Senate Inquiry and heightened political attention create a time-limited window for 
reform. That window must be used to secure national recognition, investment and accountability 
for Rare and Complex Epilepsies. Other rare disease communities have shown that a unified 
national voice can convert fragmented effort into policy change.

The DEE Roundtable 2026 brought together patient advocates, clinicians, researchers, 
policymakers, industry and other sector leaders to determine what must happen next. A clear 
mandate emerged: Australia must establish a national organisation with the authority, 
representation and capability to lead the sector.

The National Rare and Complex Epilepsies Collaborative is the sector’s chosen 
mechanism for national coordination. It will bring stakeholders together to align 
Australia’s fragmented ecosystem, agree shared priorities, inform policy and system 
reform, accelerate research translation, improve care and strengthen advocacy for 
equitable access to emerging therapies. Its task is not simply to convene. It is to 
enable expertise and consensus to inform coordinated national action across health, 
research, disability and education.
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Figure 1. Australia's Rare and Complex Epilepsies systems today, and the same systems 
coordinated through the Collaborative.

The legitimacy of the Roundtable process, bringing together stakeholders from across the Rare and 
Complex Epilepsies landscape to collaboratively design the sector's future, is central to the 
strength of the Roundtable consensus and a critical enabler of the reforms it calls for.

This Report is not a record of discussion. It captures the sector consensus to 
move from fragmented goodwill to coordinated national delivery.

This Report establishes the basis for coordinated national action, recording the sector consensus 
reached by stakeholders in the Rare and Complex Epilepsies sector during the Roundtable. It sets 
a direction for the Steering Committee, and the broader sector, to develop the mechanisms for 
national coordination, and provides the evidence base underpinning the Roundtable's 
recommendations: the foundation for advocacy and funding proposals to further develop the 
collaboration model.

The purpose is practical: to turn consensus into decisions, decisions into funded work, and 
funded work into measurable improvements for people and families.

A companion Methodology Report sets out the full design, facilitation approach and data 
collection methods behind this Report's findings.

Purpose

Executive Summary
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Report-at-a-Glance

From system gaps to a connected response
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The Problem1

Across health, disability, education and social systems, Rare and Complex Epilepsies are typically 
folded into the broader category of epilepsy. Neither the evidence nor the lived experience of 
families supports this. Families are not falling through gaps in one system; they are falling through 
gaps in every system, and none of these systems can meet their needs in isolation. Only 
coordinated national leadership can address the cross-system fragmentation currently 
experienced by people living with Rare and Complex Epilepsies (Pierce et al. 2026).

The insights in this report, drawn from the Roundtable and the consultation process that preceded 
it, set out why.

National Coordination

No single system can meet the needs of people living with Rare and Complex Epilepsies in 
isolation. The sector is fragmented, with duplication of effort across organisations and gene 
groups, missed opportunities for shared leadership, and no mechanism to convene or coordinate 
stakeholders. Progress is fragile and uneven, dependent on individual champions rather than 
system design.

National Voice

The Rare and Complex Epilepsies landscape currently lacks a recognised, authoritative voice to 
represent all stakeholders, and particularly families. Advocacy is fragmented, government 
engagement is inconsistent, and policy settings do not reflect the complexity of these conditions. 
Establishing a national coordinated organisation is essential to influence policy, secure funding 
and drive systemic reform.

Figure 2. Five systems impacting patients and families with no formal coordination between them

Pierce et al. 2025


