
2nd May 2024
Fenfluramine for treating Lennox-Gastaut seizures in people aged 2 and over [ID1651]
To whom it may concern
On behalf of UK Rare Epilepsies Together, we are writing in support of the Tuberous Sclerosis Association’s (TSA) appeal against the final NICE draft guidance on fenfluramine for treating seizures associated with Lennox-Gastaut syndrome in people aged 2 and over.
Many epilepsy treatments do not work effectively for those with Lennox-Gastaut syndrome. Furthermore, new restrictions around the use of valproate for treating seizures may reduce medication choice further for this group. Valproate is currently recommended as a first-line treatment for seizures associated with Lennox-Gastaut syndrome.
We are conscious that the appraisal process has not been able to incorporate feedback from a
dedicated patient group for those living with Lennox-Gastaut syndrome. Global support is provided through the LGS Foundation, which is based in the United States. We urge you to consider a further
consultation period to seek engagement from UK member families of the LGS Foundation and others that can speak directly about the impact of seizures as part of Lennox-Gastaut syndrome.
Key members of the UK Rare Epilepsies Together (UKRET) network were unaware until a few days ago of this health technology appraisal was taking place, despite our status as key stakeholders having a vested interest in rare and complex epilepsies and treatments relevant to our respective patient communities. Lennox Gastaut Syndrome (LGS) is one of the most prevalent common rare forms of epilepsy. People diagnosed with LGS, either have the clinical diagnosis and an unknown aetiology for their seizures or have a primary diagnosis that may be of genetic or structural origin.
This complex landscape means, individuals and their families are members, and obtain support from, a variety of PAGs. There is no designated LGS patient group based in the UK, though – global patient support is provided through the LGS Foundation based in the US.
Of the following PAGs who were contacted at the start of the consultation process, there is some dispute regarding non-receipt of original invites.

	Brain and Spine Foundation
	Neurological Alliance

	Brain Charity
	South Asian Health Foundation

	Contact
	Specialised Healthcare Alliance

	Dravet Syndrome UK
	SUDEP Action

	Epilepsy Action
	Young Epilepsy

	Epilepsy Society
	



We understand that only the Tuberous Sclerosis Association (TSA) responded to an invite, registering, and participating in the process and providing patient representative testimonies. Whilst this was helpful, the TSA represent a mere fraction of the affected LGS patient community. The six PAGs who have signed this letter all represent communities that would have been able to share
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evidence that could have supported a more informed decision, and we believe the process to involve
the community’s voice in this decision was inadequate.
We hope that NICE will reconsider whether the process used to reach a recommendation has been sufficiently robust and fair and we support the appeal being taken forward by the Tuberous Sclerosis Association. Treatment options for those living with Lennox-Gastaut syndrome are limited and the omission of many relevant patient/carer groups means that some perspectives and evidence are currently missing from the decision-making process.
For an on behalf of the UK Rare Epilepsies Together (UKRET) network XXXXXXXXXX (Founder)
XXXXXXXXXX
Website: http://ukret.co.uk/
Phone: +44 XXXXXXXXXX

The following Patient Organisations are members of the UKRET network and would like to be
recognised as collectively in support of this letter of appeal as they represent patients with an LGS diagnosis within their respective patient communities:

	Logo
	Patient Group
	Named contact

	
[image: A purple text on a black background  Description automatically generated]
	Ring20 Research and Support UK CIO
	XXXXXXXXXX
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	CASK Research Foundation
	XXXXXXXXXX
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	SCN8A UK & Ireland
	XXXXXXXXXX
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	GLUT1 Deficiency UK
	XXXXXXXXXX
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	Hope for Paediatric Epilepsy
	XXXXXXXXXX
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	UK Infantile Spasms Trust
	XXXXXXXXXX
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