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Essential  Information 
This leaflet contains  a summary of some helpful 
information for someone who has been newly 
diagnosed with motor neurone disease. 
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Clinical Specialists Details 

Why me? 
We don‟t know why some people get MND and 
others don‟t.  The cause of MND is not known. 
There is a lot of research taking place around the 
world to try and answer this question. 

 

How long have I got? 
How the disease progresses varies from person to 
person.  About 90% of people live for 3-5 years 
from the onset of symptoms, with about 10% living 
for over 5 years and a number of these living for 
10+ years. 
 

The Internet 
Whilst the internet is undoubtedly a good source of 
information, please be aware that, just because it is 
„published‟ on the internet, not all the information is 
correct or trustworthy.  If you are unsure about the 
information you have found, print it off and discuss it 
with your doctor or MND clinical specialist. Some 
useful sites which have good, trustworthy 
information are:- 
 
MND Scotland 
www.mndscotland.org.uk 
 

NHS Inform 
www.nhsinform.co.uk 
 

International Alliance of ALS/MND Associations   
www.alsmndalliance.org  
 

Motor Neurone Disease Association (England, 
Wales & N. Ireland)     
www.mndassociation.org 
 

ALS Society of Canada              
www.als.ca 
 

ALS Society of Canada, specialist sections for 
children or teenagers         
www.als411.ca 
 

Muscular Dystrophy Association, (USA)  
www.als-mda.org 
 

The ALS Association (USA)   
www.alsa.org 
 

Patients Like Me (A social networking website for 
those with long term disease)    
www.patientslikeme.com Produced at the request of Healthcare Improvement 
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What is Motor Neurone Disease 

(MND)? 
Motor Neurone Disease (MND) is the name given to 
a group of similar illnesses. These illnesses all 
cause damage to the nerves called motor neurones. 
These are the nerves that carry the messages 
which control our muscles.  A common early sign of 
MND is increasing muscle weakness.  This can 
show up in many different ways such as not being 
able to do something you could easily do before.  
Depending on which muscles are affected this early 
weakness could perhaps cause you trouble walking 
or lifting your arms.  In about one case in four, it can 
start in the muscles we use to speak, chew and 
swallow; this can cause slurred speech and eating 
difficulties for some people. 
 
There are many different kinds of problems that 
motor neurone disease can cause.  However, it is 
important to remember that not everyone is affected 
in the same way.  Just because something is 
mentioned here it doesn‟t mean it will definitely 
happen to everyone who is affected by MND.  
Some people with MND never lose the use of their 
hands, others never lose the use of their voice and 
others are always able to walk.   
 
The damage caused by MND is progressive.  This 
means that the damage gets worse with time.  As 
the disease progresses any affected muscles will 
weaken until, perhaps, the muscle can no longer do 
its job.  As well as this, the effects of the disease 
will normally spread to other muscles in the same 
area.  This can often cause the loss of use of that 
limb or part of the body 
 

Why can it take so long to diagnose 

MND? 
MND is an extremely difficult condition to diagnose 
in its early stages because few cases of MND follow 
exactly the same pattern. Which muscles are 

affected, the order in which they are affected and the 
way they are affected can vary so much that there are 
almost no rules to help predict how any one case will 
develop.  The first symptoms can be so subtle that it is 
difficult for a doctor to decide exactly what is wrong.  
As the area of body affected by weakness spreads it 
becomes easier to decide what is, and what isn‟t, 
MND.  An experienced neurologist might be 
reasonably sure that something is or isn‟t MND but 
might want to see the development of more symptoms 
in an early or slowly developing case before being 
sufficiently confident that something is definitely MND.  
There is currently no test for MND.  Where test are 
carried out, these are used to rule out other 
conditions. 

 

What help is available to me? 
Each person who is diagnosed as having MND will be 
given the opportunity to meet an MND clinical 
specialist.  This person has many years experience of 
dealing with MND and is an expert in the management 
of the disease. The clinical specialist might be 
introduced to you at a neurology clinic after diagnosis, 
or should make contact with you within a couple of  
days. 
 
The clinical specialist will assess what help needs to 
be pulled in from community and health services in 
order to give you the support you need to live at 
home.  Once the initial issues are dealt with the 
clinical specialist will keep in contact.  If your 
circumstances or symptoms change it is important 
that you let the clinical specialist know about this 
change as soon as possible.  You will be looked after 
by a team of professionals which can include a 
neurologist, MND clinical specialist, occupational 
therapist, speech and language therapist, dieticians 
and district nurses amongst others. Members of this 
team will change depending on your symptoms and 
needs as the disease progresses.  If you or members 
of your family need to talk to someone  then 
counselling can also be offered. 

What treatments are there for MND? 
MND itself is not curable, but the symptoms that 
come with it can be managed in different ways.  
The only drug available to directly affect MND is 
called Riluzole or Rilutek.  It is thought this drug 
slows down the progression of MND. 
 
The symptoms of MND can often be managed by 
drugs or in other ways.  In general MND tends to 
affect the following areas, although not every 
person with MND will have problems in all of these 
areas, nor in this order. 

Mobility (walking can gradually get more 

difficult) 

Hand and Arms (may become difficult to move 

and control) 

Speech (can become slurred) 

Swallowing (may become difficult) 

Muscles of the Trunk (tummy and chest may 

become weak)) 

Weight Loss 

Changes in Mood or Thinking 

Breathing (may get breathless easily) 

Things can be done to help with each of the areas 
above. 
 

Can MND be passed on to others? 
MND is not infectious, but a small number of cases 
are inherited or “run in the family.”  This type of 
MND is called “Familial MND” and affects between 
5 and 10 people in every 100 cases.  If MND has 
been inherited there will usually be a family history 
of the disease having affected other blood relatives 
before you.  If yours is the first case of MND in your 
family, then you probably have “Sporadic MND”.  
Most cases of MND (90 to 95 out of every hundred) 
are thought to be sporadic. Experience has shown 
there is little risk of the disease being passed on to 
future generations from someone who develops 
this kind of MND. 


