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Rt Hon Matt Hancock MP
Secretary of State
Department of Health and Social Care
39 Victoria Street
London SW1H 0EU
16 November 2020
Dear Secretary of State,
We are writing with regard to the urgent need for investment in motor neurone disease
(MND) research. Investment in current MND developments have the potential to transform
treatment for this devastating condition and help to cement the UK as the world’s leading
science superpower.
MND is a progressive terminal illness that can affect an individual’s ability to walk, talk, eat,
drink and breathe. The causes of the disease are unknown and there is no effective
treatment or cure. Sadly, more than half of those diagnosed die within two years, and
almost one quarter of a million of the current UK population will develop MND in their
lifetimes.
However, research into MND is one of the fastest moving sectors in UK health and
biomedical science. Scientists in the UK are establishing world-leading drug discovery
processes, with current trials offering a real promise of licensed treatment for some forms of
MND in just two to three years. Furthermore, advances in MND research are likely to
accelerate treatment strategies across all neurological conditions including Alzheimer’s
disease and other dementias. This progress, however, is largely dependent on sufficient
levels of investment.
Government funding for MND research is very limited. Of the money that goes into general
research for neurological conditions, only a small amount is specifically targeted at MND,
with that amount having plateaued at around £3 million annually.
Historically, charities have provided a much larger percentage of funding. Unfortunately,
financial challenges faced by the sector, which have been exacerbated by the pandemic, will
likely result in a reduction of income by 20 per cent over the next few years. As such,

current funding levels are insufficient to keep the momentum behind existing projects which
have the potential to deliver transformational outcomes.
A cash injection from the Government would maintain this momentum and accelerate the
discovery of new treatments. This would not only reduce the significant costs associated
with health, social care and welfare support when someone is diagnosed with MND but
would also help to establish the UK as a global centre for neurological disease research.
The establishment of a virtual research institute would harness the unprecedented advances
in science, medicine and technology, and consolidate a highly collaborative MND research
community. Many building blocks are already in place, including the MND Register, MND
biomarkers, the beginnings of flexible trial techniques, stem cell models and world leading
biomarker research. All of these are based in the UK.
The proposed Motor Neurone Disease Research Institute would require an investment of
£10 million a year from the Government over a period of five years, amounting to a total of
£50 million. This would be combined with ongoing investment from leading MND charities in
the UK.
We welcome the Government’s commitment to increasing investment in research and
development in order to showcase the UK “as a destination for talent, investment, and a
partner of choice”. The establishment of the Motor Neurone Disease Research Institute
would consolidate the UK’s leadership in research and attract greater investment from major
global pharmaceutical companies.
Please find attached a briefing paper which sets out our proposal in greater detail, and which
has wide-ranging support across the MND community. We would very much welcome a
meeting with you to discuss this exciting opportunity further.
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