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NARCOLEPSY IS A RARE LIFELONG DISEASE THAT AFFECTS ABOUT 2 TO 5 PEOPLE 
IN 10.000 IN EUROPE. ALTHOUGH IT CANNOT BE CURED, THE SYMPTOMS CAN BE 
TREATED. NARCOLEPSY AFFECTS OUR CENTRAL NERVOUS SYSTEM AND DISRUPTS 
OUR WAKE-SLEEP CYCLE. 

NORMAL SLEEP
We sleep 1/3 of our lifetime and we 
need that sleep in order to recharge 
our batteries so we can learn and 
memorize new things every day. 

NARCOLEPSY AND THE BRAIN 
When you suffer from narcolepsy a small area in the brain is not working properly. 
For example: in type I this is caused by a lack of a certain substance, called orexin. 
Orexin regulates the wakefulness phase and sometimes muscle tone. 
The group of nerve cells that is lost because of narcolepsy cannot be restored, 
but medicine can help relieving the symptoms. 

WE ALL NEED SLEEP TO STAY HEALTHY
Our sleep is divided into sleep cycles, each lasting approximately 90 minutes. Every cycle contains two 
different kinds of sleep, non-rapid eye movement sleep (non-REM sleep) and rapid eye movement sleep 
(REM-sleep). Non-REM sleep is divided into four stages (1-2 is light sleep and 3-4 is 
deep sleep). REM-sleep is normally the last stage of a sleep cycle and this is when we 
dream more vividly. During REM-sleep we are in a deep sleep, but our brain 
activity shows similarity to wakefulness.
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THERE ARE FIVE CHARACTERISTIC SYMPTOMS OF NARCOLEPSY, BUT THEY CAN 
DIFFER FROM PERSON TO PERSON. EXCESSIVE DAYTIME SLEEPINESS IS OFTEN 
THE FIRST SYMPTOM THAT BECOMES APPARENT. 

EXCESSIVE DAYTIME SLEEPINESS (EDS)
Excessive daytime sleepiness means that you feel tired during the day, lack energy and might 
fall asleep suddenly. These episodes can last from a few seconds up to several minutes. 
When falling asleep in such an episode you go straight from being awake into REM-sleep, 
skipping all stages of non-REM sleep that are normally present in between. Excessive daytime 
sleepiness often causes learning difficulties as memory and attention are affected. 

SYMPTOMS

CATAPLEXY
Cataplexy is a short duration (seconds or minutes) where muscle strength and 
control are lost while still being conscious. Cataplexy can be partial and affecting 
only a few muscles (weakness in the knees for example) or total, causing the person 
to collapse. Cataplexy can be triggered by emotion, like laughing and surprise. 
Cataplexy affects approximately 70 to 80% of patients suffering from narcolepsy.

DISRUPTED NIGHT SLEEP 
Night-time sleep may be fragmented, which happens when you 
wake up several times during the night. Sometimes because of bad 
dreams, as well as for no specific reason. The duration of being 
awake during the night can vary.

HALLUCINATIONS
The hallucinations tend to occur when waking up or falling asleep. It can be 
seeing, hearing or feeling things that are not actually real, like dreaming but 
you are awake. The experiences during hallucinations are hard to separate from 
reality. Most commonly they are like nightmares but can also occur as shapes 
and colors changing size and form.

Recognizing narcolepsy can be complicated. 
The symptoms are not always easy to identify. 
Due to the rareness of this disease up to now it 

takes on average ten years to establish 
the diagnosis.

SLEEP PARALYSIS
Sleep paralysis is the inability to move the limbs or move in any way when waking up in the 
morning or from a nap. Sleep paralysis can last from a few seconds up to several minutes. Sleep 
paralysis is a normal situation during sleep that prevents you from moving while you are dreaming. 
But with narcolepsy it can also occur while waking up.



TO DIAGNOSE NARCOLEPSY AND TO RULE OUT OTHER POSSIBLE DISEASES WITH 
SIMILAR SYMPTOMS SEVERAL TESTS CAN BE CARRIED OUT. SOME ARE DONE BY 
YOU AND SOME BY A QUALIFIED NEUROLOGIST.

SLEEP DIARY 
Taking notes of daily habits during at least 3 weeks such as your 
bedtime, time of falling asleep, waking up, getting up, periods 
of sleepiness/naps and the quality of sleep and wakefulness, 
as well as other concomitant medications, alcohol, … 

POLYSOMNOGRAPHY (PSG) 
A sleep recording where brain activity is measured and transitions between sleep stages 
are observed during the night. This is done by placing electrodes on the head and other 
selected places of the body. The physician then looks at sleep patterns and can rule out 
other diseases. The PSG is normally followed by a multiple sleep latency test.

DIAGNOSIS 

MULTIPLE SLEEP LATENCY TEST (MSLT)
This test is done the day after the PSG and measures the time it takes to fall asleep and 
brain activity. During five different times of the day you are asked to try to sleep. The time is 
measured until falling asleep as well as the transitions between sleep stages. This test reveals 
if you go directly from wakefulness to the last stage of sleep (REM-sleep). Together with a short 
time to fall asleep this could be an indication of narcolepsy.EPWORTH SLEEPINESS SCALE (ESS)

A self-assessment questionnaire that is used to quantify and 
assess the risk of falling asleep during 8 situations of daily life, 
such as watching TV or talking to someone. 
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MAINTENANCE OF WAKEFULNESS TEST (MWT)
This test is most commonly used to track how the symptoms change. The 
MWT measures how long a person can stay awake when sitting in a dark and 
quiet room. During the test the physician usually measures brain activity 
to study the sleep stages and transitions. The MWT is performed before 
treatment is started and then the patient is followed up with a new 
test later to hopefully see improvements in the ability to stay awake. 

ACTIGRAPHY
A bracelet that records movements is worn during daily life. By 
using specialized computer programs the recorded data can be 
analyzed to see when the person goes to sleep and how long 
he or she stays asleep.
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CURRENTLY NO TREATMENT EXISTS TO CURE NARCOLEPSY, BUT THERE ARE 
MEDICATIONS THAT CAN HELP RELIEVING THE SYMPTOMS. FOR EXCESSIVE DAYTIME 
SLEEPINESS THERE ARE TWO DIFFERENT TYPES OF MEDICATIONS.

Wake-promoting medications that should decrease the periods of excessive 
daytime sleepiness. It is usually taken one or two times during the day.

Sleep-promoting medication that should help you sleep better in order to 
feel less tired during daytime. It is usually taken before bedtime. However, 
sometimes a further dosage needs to be taken during the night.

LIVING WITH NARCOLEPSY 
There are many aspects of the disease that are not obvious to others not suffering from it. 
It is sometimes hard for those people to understand what a person suffering from 
narcolepsy is experiencing. The difficulties concentrating, and the sleepiness can cause 
learning difficulties, which in turn can lead to depression and feeling inadequate.

TREATMENT OPTIONS

WORK
Narcolepsy can have a significant impact on working life, resulting in impaired performance and increased 
risk of workplace accidents. It is important that manager and colleagues are informed about the disease. 
In some cases, it is useful to adapt the workplace and hours. Think about what kind of job is manageable 
for a person with narcolepsy. Some jobs might not be appropriate, for example: pilot, professional driver 
or jobs predominantly in sitting positions.

SCHOOL AND UNIVERSITY
Narcolepsy can have a negative impact on your studies. Adjustments like naps and breaks may be 
necessary. Always keep in mind that persons with narcolepsy have no control over their loss of attention. 
The thoughts are sometimes affected by a state of confusion that can result in being unable to answer 
simple questions. 

For patients also experiencing cataplexy episodes there are several options for treatment. 
Sometimes the wake-promoting medication relieves cataplexy as well.

Don’t hesitate to contact a sleep lab and in case of need a 
psychiatrist. Feeling low or inadequate can become too 

much for some, and these feelings can eventually lead to 
depression. Therefore, it is important that your family 

and friends keep a close eye on you and if your 
mood changes, they can seek help and support.

DRIVING
A doctor needs to be consulted as drowsiness and 
fatigue are incompatible with driving. It must be 
ensured that the symptoms are under control. 
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Try to sleep at least 
8 hours per night.

HELPFUL TIPS ABOUT 
LIVING WITH NARCOLEPSY

Physical activity is 
important.

Have scheduled naps 
during the day to help avoid 
sudden urges to fall asleep.

Avoid big and heavy meals. Try to eat 
several small meals instead and adjust 
the calorie intake to your physical 
activity.

Alcohol can make the 
excessive daytime 
sleepiness worse.
 

Remember that 
narcolepsy does not 
affect intelligence. 
Learning might just take 
more time while you are 
sleepy. 
 

Inform people in your 
life about narcolepsy 
and associated 
symptoms and tell 
them how to react.

TELL 
THEM

Ask your doctor about 
activities appropriate for you. 
Some activities such as 
swimming, climbing and diving 
might be related with a high risk 
of accidents.

If you wish to get pregnant 
or are pregnant, inform 
your doctor.




