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MOTOR NEURONE DISEASE (MND) 
The condition

· MND is a rapidly progressive, fatal disease.

· The cause of MND is unknown and there is no known cure.

· It is most common after the age of 50.

· More men than women have the condition (3:2)

· 50% of all people die within 14 months of diagnosis

· It is characterised by progressive muscle weakness which may leave a person unable to walk, use their arms, or talk, whilst their intellect frequently remains intact.

Incidence and prevalence

· The incidence of MND is approximately two per 100,000, which suggests that there will be 101 new cases of MND diagnosed each year in the South West.

· The prevalence of MND is approximately seven per 100,000, which would result in 353 currently living with MND in the South West.

There are currently …. people living with MND in the NHS South West that are known to the MND Association. 

The impact on health and social care services

Over the course of their disease, people with MND are likely to require input from a large number of health and social care professionals including:

· Neurology consultant, specialist nurse, specialist therapists

· Occupational therapists

· Physiotherapists

· Dietitians

· Speech and Language Therapists

· Gastro-enterology/endoscopy team

· Respiratory team

· Palliative care services

· Paid carers – for direct care and also for carer respite

A large number of pieces of specialist equipment is likely to be required (eg. specialised wheelchairs, non-invasive ventilators, environmental controls, communication aids).

In the latter stages, funding is frequently required from Continuing Health Care budgets.

The organisation

The MND Association funds and provides research to bring about an end to MND.  In the meantime, it aims to do all it can to enable everyone with MND to receive the best care, achieve the highest quality of life possible and die with dignity.  The Association also does all that it can to support the families and carers of people with MND.

The MND Association has three salaried Regional Care Development Advisers working in the NHS South West area plus a Volunteering Development Co-ordinator and 41 Association Visitors, who are trained volunteers.

There are also …….. Association Branches and Groups in the South West that are involved in fundraising and providing information and support for people with MND and their families and carers.

Other

Unlike many other parts of the country, there is no MND Care Centre within the South West.  It is a priority of the Association to develop two MND Care Centres in the region.

MND Care Centres provide:

· a specialist resource for people living with MND

· access to a multidisciplinary team

· strong links with the local community services and the MND Association sharing of good practice through education and Special Interest Groups

· a focus for clinical research and a centre for clinical drug trials.

Details of all local contacts can be found on the Association’s website at www.mndassociation.org
