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MEETING OF THE ALL-PARTY PARLIAMENTARY GROUP ON MOTOR NEURONE DISEASE
Wednesday 12 November 2025
14:30 to 15:30
Room Q, Portcullis House
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Meeting notes (condensed for brevity)

1. Welcome and introduction
Ian Byrne MP welcomes colleagues and thanked them for attending the AGM and helping ensure they were quorate. The APPG on MND has received less than £1,500 in funding in their reporting year so the quorum for the group is five Members of either House, including at least one MP. 

2. Accessible housing for people living with motor neurone disease

Ian Byrne mentions that after the inaugural meeting of the APPG on MND, the group launched a survey to better understand the needs of the community and one of the priorities was accessible housing. 

Ian introduces Flora Butler, Senior Policy Adviser at the MND Association to share latest findings and launch their new report A lifeline not a luxury: Delivering accessible homes for people with MND.

FB introduces the topic by explaining that accessible housing isn’t just about comfort, it’s about survival, independence, and basic human dignity. Flora adds that this is an issue that cuts across health, housing, and social care policy, and it needs joined-up action.

FB explains what MND is; a rapidly progressive and terminal neurological condition that attacks the nerves that control movement, gradually robbing people of their ability to move, speak, swallow, and eventually breathe. FB adds that average life expectancy is three years from diagnosis, one-third of people die within a year and more than half within two years. FB highlights that this means people’s needs change in months, not years - within 6 months, someone can go from being fully mobile, to being totally wheelchair dependent, requiring major adaptations to their home.

FB explains that Disabled Facilities Grants (DFGs) are the main statutory route for funding home adaptations in England and Wales, and the equivalent process is managed by the Housing Executive in Northern Ireland. It is designed to fund essential changes like ramps, level-access showers, or extensions to create accessible rooms by making them big enough for wheelchairs to turn around in, or by providing enough space for the equipment and care someone with complex care needs might require.

But FB claims in many ways, the DFG system is failing people with MND and presents latest research from the MND Association. 

Key findings include:
· The maximum DFG award is £30,000 in England and £36,000 in Wales. That cap has not risen since 2008, despite construction costs rising by more than 60% and general inflation rising by around 70% in that time.
· The means test penalises working families and does not reflect the real costs of living with MND, which average over £14,000 per year – just to manage the condition.
· Perhaps most critically, wait times are far too long. From 2023 to 2024, the average time from the day someone applies to the day a large adaptation is completed was:
· 375 days in England – over a year
· 289 days in Wales
· 357 days in Northern Ireland

FB explains, people with MND are waiting longer for essential home adaptations than they are often likely to live. For someone whose life expectancy may be one or two years, FB likens delays to a denial of support.

FB outlines one of the key MND Association recommendations which is for local authorities
to introduce a formal fast track process for the DFG that allows people with progressive or terminal conditions to access the support they need quickly. 

FB also gives examples of best practice demonstrating that local authorities can make a difference. 

FB encourages parliamentarians to support the campaign and write to their local authorities asking them to introduce a formal fast-track DFG process for people with progressive or terminal conditions. FB points to the comprehensive briefing which summarises the research findings as well as a draft letter to your local authority is attached to this briefing. 

To close the MND Association show the APPG a powerful video from Rob and his daughter Charlotte, who is living with MND. They outline the importance of timely access to home adaptations. 

3. Questions following presentation on accessible housing
Ian Byrne MP thanks FB for her presentation and opens the floor to questions. 

Michael Payne MP discusses his experience of being deputy leader of a council for over 14 years and offered his full support to the campaign and suggests the APPG get behind the campaign when it launches. 

The wife of somebody living with MND explains her husband was diagnosed with MND at the age of 32 and highlights that early medical retirement makes means testing, including for DFGs, difficult. Explains that if somebody wants to keep working they will not be eligible for DFG support. Explains that an accessible home is vital to ensure safety of both the person living with MND and their family.

Jonathan Brash MP asked what the pushback from local authorities is likely to be. 

FB suggests they'd most likely say introducing a fast track process will cost them too much money, administrative time etc. when they have limited funding, but ultimately we would argue it will save money in the long run as it will reduce falls, prevent hospital admission, carer burnout/harm and more. FB adds they may also say it is too difficult to do as there are so many elements of the DFG system that would need to be fast tracked, but it’s clear that many other councils are doing it and doing it well, so it is possible. FB also signposts to Foundations who have offered to help any councils that are interested in establishing a fast track, the MND Association are happy to put councils in touch with them.

The mother of somebody who had MND suggests the availability of new build accessible homes is also a problem and that many accessible homes are reserved for over 65s only. She explains her son had to move in with her due to lack of availability of accessible homes. 

FB agrees and outlines some of the national recommendations from the report, including requiring social and private developments to meet M4(2) specifications in England, and for the Lifetime Homes Standard to be extended to private sector developments in Wales and Northern Ireland. The MND Association also recommend England and Wales should set a target for a minimum of 10% of new builds to be to the M4(3) wheelchair accessible standard or equivalent.

IB encourages colleagues to write to local authorities in their constituencies in line with the ask from the MND Association. IB draws item to a close. 

4. Any other business
a. Spinal Injuries Association

IB mentions that, given this meeting is on housing, the MND Association are supporting the Spinal Injuries Association’s amendments to the Planning and Infrastructure Bill on M43 accessible housing. IB highlights the importance of increasing the accessible housing stock more generally as well as facilitating housing adaptations. 

IB suggests reaching out to the Spinal Injuries Association for further information.

b. Link between sport and MND

Following the sad diagnosis of another rugby player, Lewis Moody, IB explains there has been lots of speculation on the link between sport and MND. 

IB suggests the simple answer is we do not know yet and that scientists believe there is not enough evidence to show there is a strong link between the two and more research is needed. 

IB signposts colleagues and other attendees to Dr Nick Cole, the MND Association’s Head of Research who is present if anyone does have any specific questions on this. 

c. MND and Covid-19 vaccine eligibility 

David Setters, living with MND and campaigner, gives the statement regarding access to the covid-19 vaccine for people living with MND.

DS outlines the changing guidance for the Covid-19 booster rollout and that those previously designated as clinically extremely vulnerable  will no longer automatically qualify for the vaccine – including people living with MND. 

DS argues that patients shouldn’t have to fight to get the booster and that leaving the decision to clinicians is creating inequity across the country. 

DS calls on the APPG on MND to write to the Department for Health and Social Care urging him to bring the Covid-19 vaccination policy into line with the existing NHS model for flu that protects all at-risk groups. 

Richard Evans, Director of Engagement at the MND Association, outlines the Association’s position. Once the JCVI had decided to recommend not including people with MND, their view was that they would need to present compelling evidence to stand a realistic chance of persuading it to change its mind.

RE suggests it had long been clear that people with MND are at higher risk from Covid than the general population (as recognised by JCVI including them in the CEV group). But to show it had made the wrong decision, they would have to demonstrate either that: 1) the risk to the CEV population was so great that the JCVI was wrong to decide not to include them; 2) the risk to people with MND was much higher than for the CEV group as a whole, and high enough to justify including along with the over-75s and the immunosuppressed.

The advice from the Association is that people who want to get a vaccine should speak to their clinician, and for clinicians to refer people for the vaccine if they believe they are at high risk.

Ian Byrne and Michael Payne both agree that the APPG on MND should write to the Department for Health and Social Care outlining the concerns raised. IB checks other attendees agree with this approach. Agreement confirmed and item drawn to a close. 

d. Access to tofersen for people living with SOD1 MND

IB mentions that the APPG on MND are fully aware of the ongoing issue affecting people living with SOD1 MND and difficulties accessing tofersen. IB explains that the APPG will continue to work behind the scenes to press ministers on this issue and will continue to work closely with the MND Association.

5. Close

Ian thanks everyone for attending and thanks Flora for her presentation. Ian encourages members to write to their local authorities regarding introducing a motion to fast track home adaptations for people with MND and other rapidly progressing diseases. 

Ian draws meeting to a close.
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