As a parent navigating the complex world of health treatments, it's crucial to have clear, measurable ways to
evaluate whether a prescribed medication is genuinely benefiting your child. This is especially important when it
comes to cannabis-based prescriptions, which have gained attention for treating certain pediatric conditions.
However, the waters here are muddy — not only due to the limited evidence but also because of

misunderstandings about what cannabis can and cannot treat, especially in conditions like autism.

In this post, I'll walk you through practical steps on how to measure if a cannabis prescription is helping your

child, focusing on:
® Understanding autism versus co-occurring conditions
* NICE guidance on cannabis prescriptions and what it advises against
* The narrow epilepsy indications recognized by regulators
* Evidence limits, placebo effects, and the importance of monitoring arrangements

e Setting clear, measurable target symptoms and reviewing progress systematically

Along the way, I'll refer to advice and standards set by essential UK bodies — the NICE (National Institute for
Health and Care Excellence), GMC (General Medical Council), and their comprehensive NICE guidance

library.

Why Defining the Target Symptom Matters: Autism Versus Co-
occurring Conditions

One of the most common claims you might hear is that cannabis “treats autism.” Stop right there. Autism
spectrum disorder (ASD) itself is a neurodevelopmental condition characterized by differences in social
communication and restrictive, repetitive behaviors. Currently, there is no approved medication that “treats

autism” as the primary diagnosis.

What's important to recognize is that children with autism often have co-occurring conditions — sleep difficulties,
anxiety, epilepsy, or severe aggression, for example. These are separate diagnosable symptoms or conditions that

may be considered for treatment.

® Stop point: Identify and name the precise symptom or condition you want the cannabis prescription to

address. Is it severe epilepsy seizures? Sleep disturbance? Anxiety?

Many families report anecdotal improvements in behavioral symptoms, but these often lack objective
measurement. Clear definitions pave the way for setting measurable goals and knowing when a treatment is — or

isn't — working.



Why Co-occurring Conditions Must Be Measured Separately

Because autism itself is not what cannabis is licensed or recommended to treat, any measurement of effectiveness
must focus on those distinct symptoms. For example, the seizure frequency in a child with Lennox-Gastaut

syndrome or Dravet syndrome — two rare forms of epilepsy — can be objectively logged.

If your child has sleep difficulties or anxiety, validated sleep diaries or anxiety assessment scales may be used. This
reduces the risk of conflating unrelated observations, such as “seems calmer,” which can be subjective and

influenced by factors unrelated to the medication.

What Does NICE Say? Understanding NICE Guidance and Its Limits

The National Institute for Health and Care Excellence (NICE) produces rigorous evidence-based
recommendations on how to treat a wide range of health conditions. Their guidelines are a trusted source for NHS

clinicians and parents alike.

Regarding cannabis-based products, NICE advises carefully and only in the context of specific licensed indications.

Crucially:
* NICE does not recommend cannabis for treating autism or behavioral symptoms associated with autism
spectrum disorder.

* |t strongly recommends cannabis-based products only for certain severe pediatric epilepsies like Dravet

syndrome and Lennox-Gastaut syndrome, and always with caution and specialist oversight.

® For other symptoms or diagnoses, NICE highlights the insufficient evidence to support routine prescribing.

Reference these lines in the NICE guidance library: Specific technology appraisals and clinical guidelines

provide further detail on cannabis-based medicinal products.

Narrow Epilepsy Indications: Dravet and Lennox-Gastaut Syndromes

Among the pediatric conditions where a cannabis prescription may be clinically appropriate, two epilepsies stand

out:



Epilepsy Syndrome Key Features Evidence & Outcome Measures Dravet Syndrome Severe, treatment-resistant
epilepsy starting in infancy
® Reduction in number and frequency of convulsive seizures

* Measured seizure diaries used as parent-reported but clinician-validated
Lennox-Gastaut Syndrome Childhood epilepsy with multiple seizure types, cognitive impairment

® Reduction in drop seizures or tonic-clonic seizures, carefully logged

* Quality of life scores sometimes used alongside seizure counts

Both conditions have received some degree of validation in clinical trials for cannabis-based medicines such as
cannabidiol (CBD) derived from cannabis plants. However, the benefits tend to be moderate and not universally

experienced.

Key Measurement Points for Epilepsy

1. Keep a daily seizure diary, noting type, duration, and severity
2. Use consistent recording methods — paper or electronic — avoiding retrospective estimates

3. Discuss interim results with your child’'s neurologist regularly to adjust treatment or assess alternatives

The General Medical Council (GMC) recommends that doctors actively involve parents in these monitoring

arrangements and ensure transparent communication about risks and limitations.

Evidence Limits and Placebo Effects: Why Measurement Matters Even
More

The hardest thing about subjective symptoms — such as anxiety, sleep, or behavioral changes — is that they are
vulnerable to bias and placebo effects. Parents understandably wish for a dramatic improvement, and any positive

change can lead to an unconscious reinterpretation of normal variations as “treatment effects.”

Currently, the evidence base for cannabis products beyond certain epilepsies is limited, with many anecdotal
reports and small-scale studies lacking the rigour to definitively prove benefit or safety. This is why systematic

measurement with objective, validated tools is crucial.

* What to watch out for: Unmeasured claims like "he seems calmer," "she sleeps better," or "less aggressive"

without a clear plan to measure and review these.

* Potential risks: Overlooking adverse effects by assuming improvements are due to cannabis, or missing

regression because of lack of structured follow-up.

Doctors have a duty to document expected outcomes BEFORE starting treatment, then assess these at agreed
intervals — a principle highlighted in GMC guidance about prescribing unlicensed or off-label medications,

including cannabis-based products.

Setting Up Monitoring Arrangements: A Checklist for Parents

To truly understand whether a cannabis prescription is helping your child, it's vital to establish a clear, systematic

monitoring approach. Here's a checklist you can use:

1. Define the measurable target symptom e.g., number of seizures per week, hours of uninterrupted sleep,

validated anxiety scale scores.



2. Choose measurement tools - Seizure diaries

- Sleep logs or actigraphy - Parenting questionnaires/questionnaires completed by clinicians for behavioral

changes or mood
3. Set a baseline Collect data about the symptom BEFORE starting cannabis, ideally over 2-4 weeks.

4. Agree a review schedule Regularly meet with your child’s healthcare team every 4-6 weeks initially to

evaluate progress.

5. Record all side effects or adverse reactions Notes should be objective and detailed, including new

symptoms or changes in behavior.

6. Keep communication open Share data openly with doctors and ask about NICE guidance or recent evidence

updates.

Parent-Reported Outcomes: Strengths and Limitations

Parents know their children best, but subjective observations can be influenced by hope and expectations.
Complement parent reports with objective measurements wherever possible, and londoninsider.co.uk remember

that validated rating scales used by clinicians add robustness.

The GMC encourages shared decision-making and transparency about uncertainty. It's okay to ask your child's
doctor to explain how they will measure and review cannabis treatment, and to clarify their threshold for

continuing or stopping the prescription based on results.

Summary: What Every Parent Needs to Know

® Beware of claims that cannabis “treats autism” — it does not. Focus on co-occurring symptoms or diagnoses.

* NICE only recommends cannabis-based medicines for very narrow epilepsy indications (Dravet and Lennox-

Gastaut syndromes).
e Set clear, measurable target symptoms and collect baseline data before starting treatment.
® Use seizure diaries, sleep logs, or standardized questionnaires rather than vague impressions.
® Understand the limited evidence and be vigilant for placebo effects and side effects.

® Ensure your child's healthcare team follows NICE guidance and GMC prescribing standards for monitoring.
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* Regularly review progress, and ask for specific, documented evidence of benefit before continuing.

By forming a partnership with your child’s clinicians and grounding treatment in evidence and measurement, you
take an important step toward knowing whether cannabis is genuinely helping your child — beyond wishful

thinking and hearsay.

Remember that health decisions can evolve, and staying up-to-date with publicly available NICE guidelines and

seeking second opinions is always within your right and sometimes recommended.

Author’s note: For more information, parents can visit the NICE guidance library and review the latest clinical

standards regarding medications and prescribing practices.



