
Lennox-Gastaut syndrome (LGS) is a rare, severe epilepsy syndrome characterized by multiple types of seizures
and developmental challenges. Over the last few years, cannabidiol (CBD) as an add-on therapy alongside
clobazam has attracted attention for managing hard-to-control seizures in LGS. However, navigating eligibility and
access pathways in the UK can be complex, especially given the narrow specialist epilepsy indications, strict
guidance from the National Institute for Health and Care Excellence (NICE), and the General Medical Council’s
(GMC) role in prescribing oversight.

Ever notice how this blog post unpacks key eligibility questions for cbd clobazam use in lgs, clarifies distinctions
between autism versus co-occurring conditions, and reviews the limits of evidence supporting this therapy. It also
explains what NICE guidance says and does not recommend, and the nuances around specialist epilepsy pathways
crucial for families and clinicians.

Understanding Lennox-Gastaut Syndrome and Its Treatment
Challenges
Lennox-Gastaut syndrome is a complex childhood epilepsy syndrome typically manifesting between 3-5 years
old. It is characterized by:

Multiple seizure types, including tonic, atonic ("drop seizures"), and atypical absence seizures.

Severe cognitive and developmental impairments.

Resistance to many standard anti-epileptic drugs (AEDs).

The challenging nature of LGS means treatment aims to reduce seizure frequency and severity, improve quality of
life, and minimize side effects.

Why Focus on Cannabidiol (CBD) in LGS?

Cannabidiol is a non-psychoactive component of cannabis that has been investigated for epilepsy management.
When used as an add-on therapy to clobazam, studies have shown seizure reductions in some patients with LGS.



In the UK, the NICE guidance library contains specific technology appraisals concerning CBD's role in epilepsy, but
these apply only under narrow circumstances and specialist oversight. This is not a blanket endorsement to "treat
epilepsy with cannabis" — a phrase often misused and problematic, especially where outcomes are vague or
measurement plans are absent.

The Role of NICE and GMC in Regulating CBD and Clobazam Use
The National Institute for Health and Care Excellence (NICE) evaluates clinical and cost-effectiveness evidence
to guide NHS use of medicines. Their technology appraisals for cannabidiol add-on therapy focus specifically on:

Lennox-Gastaut syndrome and Dravet syndrome, both rare, severe pediatric epilepsies.

Use only in addition to clobazam, itself an established anti-epileptic drug.

Patients aged 2 years and over.

NICE does not recommend CBD for broader epilepsy types, autism itself, or non-epilepsy conditions. It is
important to double-check whether claims referencing autism relate to epilepsy co-occurring in autistic patients or
to autism directly—the latter currently lacks NICE-backed cannabis-based treatment options.

The General Medical Council (GMC) provides regulatory oversight to ensure prescribers operate within evidence-
based medicine boundaries, including awareness of age-related prescribing rules and consent protocols. So
anyway, back to the point.

Key Takeaways from NICE Guidance on Cannabidiol for LGS

Eligibility is narrow: Only patients with LGS (or Dravet) who continue to have seizures despite other
treatments, and when combined with clobazam.

Prescribing restrictions: Under 18s require specialist epilepsy team involvement; adult treatment is off-
license and generally not recommended by NICE.

Unproven benefits outside these parameters: No NICE endorsement for autism treatment or cannabis use
without clobazam in epilepsy.

Autism vs. Co-Occurring Epilepsy: Clarifying the Differences



It is common for families and even some providers to conflate autism spectrum disorder (ASD) with co-occurring
conditions like epilepsy, sometimes leading to confusion about eligibility for treatments like CBD. Here's what to
keep in mind:

1. Autism itself is not an epilepsy syndrome; while epilepsy rates are higher in autistic individuals, treatments
targeting epilepsy seizures do not treat core autism symptoms.

2. CBD is recommended only as add-on therapy for specific epilepsy syndromes, not autism; claims that
CBD "treats autism" lack evidence and are not NICE supported;

3. Co-occurrence matters: children with autism and LGS could be eligible for CBD clobazam therapy based on
epilepsy diagnosis, not autism diagnosis.

Always verify whether claims refer to autism symptoms or epilepsy seizures, as NICE guidance distinctly separates
the two.

Evidence Limitations and Placebo Effects in Cannabidiol Therapy
A hallmark of quality prescribing is sound evidence, and NICE appraisals are explicit about the current evidence
strengths and weaknesses for CBD in LGS:

Randomized controlled trials (RCTs) show seizure frequency reduction compared to placebo, but the effect size
varies.

Results rely on add-on use with clobazam; CBD’s isolated effect is less clear.

There are possible placebo effects, which can be significant when caregivers report "seems calmer" or "fewer
seizures" subjectively.

Long-term safety data remain limited.

Visit this link

Clinicians and families should adopt objective seizure diaries and standardized outcome measures to monitor
therapy, aligned with NICE protocols.

The Specialist Epilepsy Pathway: Navigating Access to CBD Clobazam
Therapy
Access to cannabidiol add-on therapy for LGS is managed via specialist epilepsy clinics within the NHS. This
specialist epilepsy pathway includes:

1. Comprehensive assessment confirming LGS diagnosis with EEG and clinical evaluation.

2. Documentation of failure or inadequate seizure control with standard AEDs.

3. Multi-disciplinary team (including pediatric neurologists or adult epilepsy specialists) review to assess
suitability for cannabidiol plus clobazam.

4. Shared decision-making with families about benefits, risks, and monitoring plans.

5. Ongoing review and NICE-compliant outcome measurement to validate treatment continuation.

Wading through this pathway can be challenging, but it ensures that specialist expertise guides CBD prescribing
safely and effectively.

https://londoninsider.co.uk/medical-cannabis-and-autism-what-london-families-should-know/


Summary Checklist: Are You Eligible for CBD Clobazam Therapy in the
UK?
Criteria Yes No Diagnosed with Lennox-Gastaut syndrome or Dravet syndrome Age 2 years or older Current
uncontrolled seizures despite standard AEDs Receiving clobazam as part of epilepsy treatment Engaged with a
specialist epilepsy clinic for assessment and monitoring Treatment plan aligned with NICE guidance and GMC
prescribing standards

Final Thoughts
The availability of cannabidiol add-on therapy for Lennox-Gastaut syndrome in the UK represents an important
step forward for some children and adults facing severe epilepsy. However, strict criteria set by NICE and GMC
ensure this is offered responsibly within a specialist epilepsy pathway.

If you or your family are considering CBD clobazam therapy, focus on:

Understanding the precise epilepsy diagnosis and confirming eligibility.

Working with NHS specialist epilepsy teams for assessment and ongoing care.

Using objective monitoring tools to track outcomes.

Avoiding misleading claims about CBD as a treatment for autism itself or outside licensed epilepsy indications.

For up-to-date NICE guidance, visit the NICE Guidance Library. Consult your neurologist or specialist epilepsy
team for personal advice aligned with the latest standards.


