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What is Riluzole?

Riluzole has a modest effect in delaying disease progression, and can
therefore prolong survival in Motor Neurone Disease (MND).

How does it work?

Nerve impulses are transmitted from one nerve to another. It is thought
that excessively high levels of certain naturally occurring chemicals
(particularly glutamate) damage the motor nerve cells, and this is
thought to be a cause of MND.

Riluzole is thought to work by reducing the release of glutamate, thus
helping to normalise the level of this chemical in the nervous system,
and reduce its harmful effects.

How effective is it?

Riluzole does not stop the progression of the disease, it only slows it
down. You will not see an improvement in your symptoms. However, it
is hoped that the rate of deterioration will be slower if you are taking
Riluzole. The medication seems to work best if it is started as early as
possible after diagnosis, although the effectiveness of Riluzole can vary
from one person to another.

How will | know if it is working?

You will probably not be able to tell if it is working. Riluzole does not
have a noticeable effect on the symptoms of MND. It is however hoped
Riluzole will slow down the progression of the disease over a period of
time.
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How is Riluzole taken?

Riluzole comes in tablet form; or in liquid form if you have swallowing
difficulties. The recommended dose is 50mg taken twice a day which
may be taken on an empty stomach to reduce the risk of some side
effects.

Are there any special precautions | need to be
aware of?

Before you start taking Riluzole you should inform the care centre if you
have had any previous liver, kidney or heart diseases. You should not
take it if you are pregnant, planning pregnancy or breast-feeding.

Does it have any side effects?

The most common problem is fatigue (which can be common in MND)
and nausea. Riluzole may cause problems in liver function. The rare
side effects are stomach ache, headache, vomiting, increased heart
rate, sleepiness, allergic reactions or inflammation of the pancreas. If
you are taking the liquid form, it can cause temporary numbness of the
tongue and mouth.

You may also notice you are more prone to infections. There is the
potential for dizziness or vertigo; you should not operate machinery if
these symptoms occur. If you experience any fever you should seek
advice from your GP.

The side effects are usually mild, but if they are troublesome then we
would discuss a treatment plan with the neurology team. There are no
known side effects from either stopping Riluzole gradually or abruptly if
needed.
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Do | have to have blood tests?

The prescribing doctor requires up to date blood results including full
blood count (FBC), urea and electrolytes (U&Es) and liver function
(LFT). These blood tests need to be taken each month for the first 3
months. If everything is normal, the tests are repeated every 3 months
for 12 months and then every 6 months after that.

Can | take Riluzole with other medicines?

Riluzole rarely interacts with other medication. Check with your doctor,
dentist or pharmacist before taking any new medications.

What happens if | take too much Riluzole?

If you accidentally take one tablet too many, it is not likely to have any
effect. If you take several extra, consult your doctor. An overdose of
Riluzole increases the risk of experiencing side effects.

What happens if | forget to take Riluzole?

Take it as soon as you remember, unless it is near your next dose. Do
not take any extra tablets to make up for the tablets you have missed.

Who should get Riluzole?

Riluzole is considered for all patients seen at the MND Care and
Research Centre, but is not always appropriate for everyone with MND.
Riluzole is not safe to use if there are other major health problems such
as abnormal liver function or kidney impairment.

Who supplies Riluzole?

Riluzole is a specialised drug; therefore the MND Care and Research
Centre at Preston will normally provide it on a 2-3 monthly basis. You
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need to ring the care centre when you have 2 week supply of tablets
left. The office number is 01772 522545.

If you are on the liquid form, contact the care centre when you start your
last bottle. This will give us time to check your blood tests in order to
monitor and adjust treatment as needed, get the prescription and allow
for delivery time.

The MND Care Centre will supply the first 12 months of Riluzole, your
GP will then take this over.

Contact details
Should you require further advice or information please contact

Lancashire and South Cumbria MND team on: 01772 522545.
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Sources of further information

www.lancsteachinghospitals.nhs.uk
www.nhs.uk

www.patient.co.uk
www.accessable.co.uk
www.mndassociation.org

Lancashire Teaching Hospitals NHS Foundation Trust is not
responsible for the content of external internet sites.

Lancashire Teaching Hospitals is a smoke-free site.

On 31 May 2017 Lancashire Teaching Hospitals became a smoke-free
organisation. From that date smoking is not permitted anywhere on any
of our premises, either inside or outside the buildings. Our staff will ask
you about your smoking status when you come to hospital and will offer
you support and advice about stopping smoking including Nicotine
Replacement Therapy to help manage your symptoms of withdrawal.

If you want to stop smoking you can also contact the Quit Squad
Freephone 0800 328 6297.
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Please ask if you would like help in understanding this information. This
information can be made available in large print and in other languages.

Cantonese:

I RORA LA ) bRk PG A, SRR M ESS , AR TE.

Guijarati:

R el wl HBA olloy uetl 3 Slileui Anadiell Sust Sla, dl gul 531 2013 Aub 5l Wusel =i,

Hungarian:
Kérjuk, vegye fel velliink a kapcsolatot, ha mas formdban kéri ezt az informdaciot.

Polish:
Jeieli chciat(a)by Pan/Pani otrzymac niniejsze informacje w innym formacie, prosimy o kontakt.

Punjabi:
A 3A faR I9 Trane feu fog Areardt 85 ode J 37 A2 &8 Hudd 996 3 &' fsral
Urdu:

CulaSas (e S adal ) s s S 65 O e U S deala (e gem ) (oS oS ilaglas Gl il 8
._'\_J)S'-:IJAW
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