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Many ALS pa  ents suff er from muscle pain and tremors. 
However, there is a lot of confusion about what they 
exactly are and how they can be treated. 

In fact muscle pain and tremors only have 1 thing in 
common: they have something to do with muscles. 
Other than that, they are very diff erent. A tremor is a 
strong, rhythmic movement that is o  en no  ceable in 
pa  ents with Parkinson's disease for example. It is an 
involuntary muscle contrac  on and relaxa  on or twit-
ching movement that hinders daily func  oning. Tremors 
can be caused by neurological diseases aff ec  ng parts 
of the brain, but also by the intake of drugs or by lack of 
sleep, too much stress or vitamin defi ciencies. 

Some ALS pa  ents use the term ‘tremor’ also when in 
fact they are talking about muscle failure. When peo-
ple push their muscles to their limits, they can no lon-
ger func  on appropriately and they stop working and/
or start trembling. You can o  en see it in power li  ers 
during the Olympics. However, ALS pa  ents o  en reach 
their limit very fast. Li  ing their wrist of the table can 
already be enough of a struggle against gravity, and the 
muscle contrac  on following that eff ort can look like a 
tremor because the movement cannot be completed as 
planned.

The cause of muscle pain in ALS seems to be a li  le 
more complex. There are many diff erent kinds of mus-
cle pains. Some people experience discomfort in their 
muscles going from cramps to spasms. Everybody has 
cramps every once in a while, for example a  er si   ng 
or lying in an uncomfortable posi  on for a while, or at 
night, and especially ALS pa  ents experience this very 
o  en. Muscle pain can also come up when people use 
all their force to make a movement. In ALS pa  ents this 
can happen even in simple daily ac  vi  es, like brushing 
their hair. Others some  mes experience joint pain, for 
example in their shoulders.

Treatments
Muscle pain treatments generally focus on decreasing 
the muscle tension or muscle tone (a con  nuous and 
passive par  al muscle contrac  on) and spas  city. Of-
ten  mes oral medica  on is recommended, for example 

baclofen and  zanadine (Zanaf ex). Usually treatment 
starts with a low dose that is gradually increased. The 
gradual increase is necessary because the diminishing 
muscle tone causes standing up and walking to be 
more diffi  cult. Baclofen generally has very few side ef-
fects, whereas  zanadine can cause dizziness and a dry 
mouth. The la  er can be an advantage because it helps 
to fi ght excess saliva produc  on. However, some peo-
ple do not react well to these drugs. They can try other 
types of medica  on, such as cyclobenzaprine (Flexeril) 
and metaxalone (Skelaxen). Even if a drug works for a 
while, the eff ect can wane over  me. It is very important 
to have your treatment or therapy reviewed on a regular 
basis as to make sure it is s  ll the best solu  on for you 
and your situa  on.

Another very simple method that works against muscle 
cramps and spasms is suffi  cient hydra  on. Some  mes 
ALS pa  ents don't manage to take in enough liquids, or 
they avoid drinking because of their impaired mobility. It 
is also important to keep the level of electrolytes in the 
body on a healthy level. 

O  en it is useful to talk to a physiotherapist who can 
give some more informa  on about how to avoid muscle 
cramps. If for example your calf muscle starts cramping 
up, you can li   your foot and pull your toes towards you 
which pulls the calf muscle in the opposite direc  on - the 
cause of the cramp is then taken away. The same princi-
ple of crea  ng an opposite force works for most muscles 
that cramp up. Occupa  onal therapy can also be useful 
because it allows you to experiment with adapted aids 
or other strategies to prevent or diminish the discomfort 
of muscle problems. 

Muscle problems are very complex and they can have a 
signifi cant impact on the daily life of ALS pa  ents, there-
fore it is highly recommended to make an appointment 
in a clinic that is ALSA cer  fi ed. In such clinics you are 
welcomed by a mul  disciplinary team, off ering medi-
ca  on, breathing therapy, physiotherapy, occupa  onal 
therapy and medical care. They all work together in or-
der to fi nd the best way to treat your problems.
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