Letter for MPs to send to local authorities

Motor Neurone Disease (MND) leaves people locked in a failing body, unable to move, talk and eventually breathe. Access to timely and affordable home adaptations are vital to ensure people with MND can live safely, independently and with as much dignity as possible in the time they have left.

Please send this letter to your local authority to encourage them to introduce a fast-track process for people living with MND and other rapidly progressing diseases. 


Dear [Leader of the council/Cabinet member for Housing], 

I recently attended the All-Party Parliamentary Group on Motor Neurone Disease (MND) meeting where the MND Association launched their new report A Lifeline Not A Luxury on accessible housing and Disabled Facilities Grants (DFGs). 

This new research from the MND Association has found the Disabled Facilities Grant (DFG), which funds essential home adaptations, is largely unfit for people with rapidly progressing conditions like MND.

The MND Association has found that in England, large adaptations take on average 375 days from application to installation; in Wales, 289 days; and in Northern Ireland, 357 days. Concerningly, the time taken to complete a large adaptation has increased by 13% over the three-year period, with the average waiting time rising to over a year by 2023/24.

MND kills a third of people within a year of diagnosis and half within two years of diagnosis. These lengthy timelines leave people trapped in unsafe homes unable to live independently and safely in the time they have left. 

I am writing to urge you to consider implementing a formal fast-track process for people with progressive conditions such as MND. This process should ensure rapid decision-making and delivery of adaptations, supported by training and education for staff so that fast-tracking is applied consistently and appropriately. 

You can find more information on how to implement a fast-track process, including examples of best practice, a motion for council and government guidance on delivering DFGs here: www.mndassociation.org/UnlockTheDoor 

MND is a devastating diagnosis with no cure. It is vital we do all we can to support our local constituents living with this brutal disease.

If you need further advice or guidance please reach out to the MND Association: campaigns@mndassociation.org.  

I look forward to hearing from you. 

