Five Myths about ALS

While recent years have brought a wealth of new scientific understanding regarding the
physiology of ALS, there is still some mystery and misinformation surrounding the disease.

Below we break down five of the most common misconceptions about ALS.

1. ALS is strictly hereditary.



In reality, the majority of people diagnosed with ALS have no family history of the disease.
About 90 percent of ALS cases are sporadic, meaning the cause or causes are unknown. The
remaining 10 percent of ALS cases are familial and inherited through a mutated gene. In
those families, there is a 50% chance that each offspring will inherit the gene mutation and
may develop the disease.

There are several research studies - past and present - investigating possible risk factors
that may be associated with ALS. More work is needed to conclusively determine what
genetics and/or environment factors contribute to developing ALS. It is known, however,
that military veterans are approximately twice as likely to develop ALS.

2. Only older people are affected by ALS.



http://www.alsa.org/als-care/veterans/military-white-paper.html
http://www.alsa.org/als-care/veterans/military-white-paper.html

Most people who develop ALS are between the ages of 40 and 70, with an average onset of
55. But there are many cases of people in their twenties and thirties who have been
diagnosed with ALS. This “young onset” ALS typically refers to people younger than 45
years old and accounts for about 10% of all cases.

Although the life expectancy of a person with ALS averages about two to five years from the
time of diagnosis, the disease is variable. Many people can live with the disease for five
years or longer. In fact, more than half of all people with ALS live more than three years
after diagnosis.

3. ALS does not affect brain funtion.
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While not common, approximately 20% of individuals with ALS also develop
frontotemporal degeneration (FTD) which is characterized by changes in personality,
behavior and speech. Another rare form of ALS, known as ALS-parkinsonism-dementia
complex (ALS-PDC) is characterized by signs and symptoms of ALS in addition to



movement abnormalities (slow movements, stiffness and tremors) and loss of intellectual
function. Cognitive and behavioral impairment in ALS can vary widely from individual to
individual.

Some people with ALS develop a symptom called “pseudobulbar affect.” They may cry or
laugh at inappropriate times or notice how once they start feeling an emotion, it is difficult
to suppress it and not express it. Pseudobulbar affect is common in ALS and is the result of
a brain reflex no longer working correctly. People with ALS can have pseudobulbar affect
and no other cognitive, behavioral, or psychological symptoms.

4. Muscle loss and paralysis caused by ALS means you can’t feel pain or experience
other sensations.

People with ALS, even at an advanced stage, can still see, hear, smell, and feel touch. The
nerves that carry feelings of hot, cold, pain, pressure, or even being tickled, are not affected
by ALS. ALS is a disease that affects the parts of the nervous system that control voluntary



muscle movement. Involuntary muscles, those that control the heart, GI tract, bowel and
bladder function, and sexual functions are not directly affected by ALS.

5. ALS affects everyone the same way.

From the initial symptoms to how the disease progresses, ALS can affect people very
differently. In fact, no two individuals present exactly the same. Some people’s disease
progresses very slowly, while others have changes that happen more quickly. Some
individuals have severe involvement in one area before the disease spreads, while others
experience rapid progression throughout their body. Some people may have severe
weakness of one area, but little in others (e.g., unable to swallow but still able to walk and
drive), and still others may demonstrate a similar severity of involvement of different
areas.

Eventually, ALS takes away the ability to walk, dress, write, speak, swallow, and breathe.
How fast and in what order this occurs is very different from person to person.

ALS is a complex disease. For more detailed information about ALS, and the programs and
services available to help people with ALS live a fuller life with the disease, please visit

alsa.org.
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