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Report Title Charter for Motor Neurone Disease (MND) 
Author: Motor Neurone Disease Association (MNDA) 2016

Item for 
decision or 
information?

Decision

Sponsor Teresa Middleton – Gloucestershire Clinical Commissioning 
Group (GCCG) Deputy Director of Quality

Author Liz Ponting –  GCCG Senior Quality and Development 
Manager

Organisation Gloucestershire Clinical Commissioning Group (GCCG)

Key Issues:  
The Gloucestershire Health and Well Being Board (HWBB) will consider the 
Charter for Motor Neurone Disease (MND) as outlined in the HWBB 
“Policy for Our Approach to Review Charters and Policies” 

Background

In 2001 NICE published the Technology Appraisal number 20 (TA20) 
Guidance on the use of Riluzole (Rilutek) for the treatment of Motor Neurone 
Disease. https://www.nice.org.uk/guidance/ta20

Riluzole is recommended for the treatment of individuals with the amyotrophic 
lateral sclerosis (ALS) form of Motor Neurone Disease (MND).

The NICE TA states that: 
“Treatment with Riluzole should only be started by a neurological specialist 
who is experienced in the management of MND. Routine supervision of 
therapy may be managed by general practitioners, but this should be under an 
agreement known as a shared care arrangement with the specialist.”

The implementation of treatment recommended within a NICE TA publication 
is mandatory. Therefore this medication must be available within 
Gloucestershire to patients, where indicated, within the licensed indications

Local availability

Riluzole is listed on the Gloucestershire Drug Traffic Light List and is classified 
as an ‘amber drug’ which means that it must be initiated by a secondary care 
specialist. 
It is recommended as per the NICE TA20 for use in the  amyotrophic lateral 
sclerosis form of Motor Neurone Disease.

Data from CCG finance department confirms that this treatment is being 
prescribed currently (2016-17) by neurologists and has also been prescribed 
during 2015-16.

Therefore with regard to the availability of Riluzole treatment, Gloucestershire 

https://www.nice.org.uk/guidance/ta20
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is compliant with the MND Charter recommendation.

Other non- drug aspects of the MND Charter for consideration

The recommendations within the Motor Neurone Disease Charter are wider 
than just recommending the use of Riluzole.
Others include:

 Early diagnosis and information
 High quality health care and treatments (such as Riluzole or NHS 

Continuing Health Care {CHC}, early access to palliative care and 
multidisciplinary care)

 To be treated with dignity and respect
 Maximise the patients quality of life
 The right to be valued, respected listened to and well supported

Conclusion

The commitments of the Charter have been considered under the HWBB’s 
recently adopted Policy for reviewing charters and policies.  

Gloucestershire is compliant with regards to drug treatment but local 
compliance with other recommendations within the charter may require further 
discussion from the HWBB

Recommendations to Board: 

The Board is recommended to sign up to the Charter for Motor Neurone 
Disease (MND), following additional discussion around recommendations in 
addition to drug treatment with Riluzole.

Financial/Resource Implications: 

Capacity to undertake the commitments under the Charter will be met within 
existing resources concerning the supply of the medicine Riluzole.
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