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This booklet answers common questions about motor neurone 
disease (MND). If you would like further information, or have any 
concerns, please do not hesitate to talk to your MND co-ordinator 
or doctor. 
 

What is motor neurone disease? 
Motor neurone disease (MND) describes several related 
conditions that affect the motor nerves of the brain and the spinal 
cord. It is sometimes referred to as amyotrophic lateral sclerosis 
(ALS).  
 
Motor nerves (also known as motor neurons) send signals to tell 
the muscles of the body what to do. When these motor nerves 
are damaged, the muscles become weaker. Usually, the muscles 
affected first are those in the hands, feet, mouth and throat, but 
this depends on the type of MND. MND does not usually affect 
the senses (sight, smell, taste, touch and hearing). MND is a 
progressive condition, meaning that it becomes worse over time. 
The rate of progression varies from person to person. 
 

How is a diagnosis made? 

There is no single test for MND and it can be difficult to diagnose. 
Other conditions can start with similar symptoms and it is 
important to rule these out before the consultant can make a 
diagnosis. You are likely to have had a number of tests – these 
might have included blood tests, lumbar puncture, 
electromyography (EMG), muscle biopsy or brain scan, which 
helped the consultant to make a diagnosis of MND. You may 
have received the diagnosis at a clinic or as an inpatient on the 
ward in hospital. 
 

What happens next? 

You will be under the care of our dedicated multi-disciplinary 
team who are experts in the management of MND. The team 
includes an MND care co-ordinator, consultant neurologist, sleep 
and ventilation team and nutrition nurses. 



 

 

MND co-ordinator  

Claudia Canova is your MND co-ordinator and your main point of 
contact. Her role is to provide support and information. She will 
ensure that you receive the care you need at the right time by 
liaising with your local health and social care teams and voluntary 
organisations. 
 

Neurology clinics 

Dr Richard Orrell is the lead neurologist for the Royal Free 
London MND service. The service co-ordinates treatment and 
support for patients living in the area covered by the Royal Free 
Hospital. It is part of the Royal Free Motor Neurone Disease Care 
Centre.  
 
While you were having tests and investigations, you probably 
attended a general neurology clinic, or you may have been told 
about your diagnosis during a stay on the neurology ward at the 
Royal Free Hospital. Following your diagnosis with MND you will 
continue to be offered clinic appointments at the Royal Free 
Hospital or your local hospital. 
 
You will also see other members of the multi-disciplinary MND 
team at the Royal Free Hospital (as an in-patient or out-patient) 
or nearer to or in your home. If you live a long way from the Royal 
Free Hospital, you might prefer to be followed up and supported 
nearer to your home. You can discuss this with your neurologist 
or GP, who can put you in touch with local services. 
 

  



 

 

Other health professionals  

There are other health professionals you may meet, depending 
on your needs.  
 
Speech and language therapist (SLT): Can advise on 
techniques to manage swallowing difficulties and how to use your 
voice effectively. They can also advise which communication aids 
may suit you.  
 
Dietitian: If you are having difficulties with swallowing, eating and 
drinking, the dietitian will work with you to help improve your 
intake and maintain your weight. Planning for alternative ways to 
take in sufficient nutrition and fluid in the future may also be 
discussed. 
 
Occupational therapist (OT): To help you to retain as much 
independence with everyday activities as possible, OTs may help 
you find new ways of doing things, or provide equipment or 
adaptations for your home. OTs also consider the needs of your 
family and carers.  
 
Physiotherapist: To maximise your mobility and independence, 
physiotherapists can provide support, training and equipment for 
you and your family or carers. They can also advise on exercise 
programmes to prevent muscle shortening, joint stiffness and 
associated pain.  
 
Palliative care specialist:  If you have an illness that can’t be 
cured, palliative care specialists will help you manage your 
symptoms to maximise your health and well-being. They will also 
support you and your family and carers to manage the physical, 
emotional and psychological needs that you may experience as a 
result of your illness.  
 
Respiratory specialist:  If you are having breathing problems, a 
member of a respiratory team, such as a respiratory consultant or 



 

 

respiratory physiotherapist, can assess your needs and suggest 
therapies and treatments, including ventilation (mechanical 
breathing support).  
 
Counselling and psychology: If you are experiencing difficulties 
with memory, concentration and other thinking skills, you may be 
referred by your consultant for a neuropsychological assessment. 
You will be asked to complete a series of tests, to find out in 
detail about the problems that you are experiencing and what 
might be causing them. The clinical neuropsychologist will 
discuss these problems and any useful support strategies with 
you. 
 

Research  

We are active in research into the causes and treatments of 
MND. This includes basic research and clinical trials. The Royal 
Free Hospital is a member of UCL Partners, Europe’s largest 
academic health science partnership. If you are interested in 
finding out more about MND research and opportunities to 
participate, please ask your MND co-ordinator or doctor. 

 

  



 

 

Where can I find more information?  

The MND Association can provide more 
information for you and your family, friends 
or carers.  
 
Free telephone and email assistance is 
available from the MND Association’s 
MND Connect service; this offers a route to 
free practical and emotional support and 
advice.  
 
Tel: 0808 802 6262  
Email: mndconnect@mndassociation.org   
Website: www.mndassociation.org   
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More information  

For more information about the neuroscience service at the Royal 
Free London visit our website: 
www.royalfree.nhs.uk/services/services-a-z/neurosciences 
 

Your feedback 

If you have any feedback on this leaflet or for a list of references 
for it, please email: rf.communications@nhs.net 
 

Alternative formats 

This leaflet is also available in large print. If you need this leaflet 
in another format – for example Braille, a language other than 
English or audio – please speak to a member of staff. 
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How to contact us 
 

MND co-ordinator 
Claudia Canova 
Tel: 07773 583391  

 

Consultant neurologist 
Dr Richard Orrell 
Secretary: Zoreh Nasser 
Tel: 020 7830 2387 
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