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What is Familial Mediterranean 
Fever (FMF)?
Inflammation is a normal bodily reaction to, for example, an infection or 
wound. With some hereditary diseases, inflammation develops 
spontaneously, without a clear cause. This is called an auto-inflammatory 
disease.

FMF is a chronic auto-inflammatory disease with recurring symptoms 
like fever, inflammation at various places and pain. This is called an 
episode. The first episodes often occur in childhood. In 80 - 90% of 
cases, the first episode occurs before the age of 20 years. 

Which symptoms are observed?

FMF episodes generally last 1-3 days. How often an episode occurs can 
differ greatly from person to person. Patients usually do not experience 
any symptoms between two episodes. 

General symptoms include:

•   Fever (sometimes fever is the only symptom in early childhood)

•  Abdominal pain and/or chest pain

 •  Joint pain and swelling of the joints (for example, the knee, foot 
or wrist)

•  Painful skin rash, usually on the feet and/or lower leg

The nature, severity and duration of the symptoms can be different for 
each person and can even differ occasionally in the same child/patient.

The disease generally runs the same course in children and adults, 
although certain symptoms such as arthritis (joint inflammation) 
or muscle inflammation occur more often during childhood.

If FMF remains untreated, inflammatory proteins accumulate in certain 
organs. It’s a severe complication that can lead to poor functioning of 
the kidneys.



What is the cause of FMF?

FMF is a hereditary disease in which a gene mutation produces 
uncontrolled inflammation in the body. We call this gene the 
MEFV gene.

Diagnosing FMF is done after the symptoms manifest. In some 
cases the diagnosis can be confirmed by genetic testing. 
This  disease cannot be prevented. Early diagnostic testing can 
be considered in families with a known history of FMF.

What is the rate of occurrence of FMF?

FMF is a rare disease, occurring in approximately 2.5 in 100,000 
people in Western countries. It originated in the Middle East and 
the Mediterranean region. This disease is often seen in people 
with an Arabic, Turkish, Armenian and Jewish (Sephardic) 
background. One in every 200 people with this background lives 
with FMF.







The effects of FMF on daily life
Frequent bouts of fever, inflammation and pain can sometimes have 
a  negative impact on family and social life, on the ability to continue 
working or going to school and on emotional wellbeing.

As children grow up, the symptoms of FMF usually decrease in intensity, 
and with a suitable treatment, most patients can live a normal life.

Despite a successful therapy, full recovery from FMF is usually not 
possible. Lifelong treatment will be required. A strong feeling of trust 
in the treating doctors will make coping with FMF easier and improve the 
general feeling of well-being.

What can you expect?

Daily activities: With the right treatment daily life with FMF can generally 
continue as usual. It is possible that you will have to adjust to the 
conditions when an FMF episode occurs, for example by working less, 
getting more rest and avoiding some social activities. 

Sport/physical exercise: This is recommended for people with FMF, 
with the type of physical exercise adjusted to the situation: for example, 
walking can be a better idea than running if you feel fatigued, or swimming 
in chlorinated water can be uncomfortable when you have a skin rash. 

School/work: FMF episodes can cause flu-like symptoms, which may 
require rest (bed rest) for several days. With the right treatment, FMF 
may not have a negative effect on going to school or work. The severity 
of the symptoms can vary from person to person. Patients and caregivers 
can actively inform the school / workplace about this and discuss how to 
deal with the situation. 



Healthy lifestyle

Activities that support a healthy lifestyle, like a regular sleep rhythm, 
healthy diet and emotional well-being (having fun and avoiding stressful 
situations) are important for everyone, including patients with FMF. 
Try  to avoid stressful situations, cold temperatures, oily food and 
infections that are known to trigger the disease. Episodes can still 
occur, which is why it is important to enjoy life and be as happy 
as possible.

Supporting highest quality of life

Confirming the diagnosis is the first important step to 
understand the FMF symptoms better and start the right 
treatment. The right approach can help ensure a high quality 
of life.

Family and friends

FMF is not always visible on the outside, so it is essential to talk 
to family members and friends. By explaining what FMF is and what 
it means to live with this disease, people will be more understanding 
and can offer more support.





When these characteristics become evident, 
contact your GP, because FMF must be treated.

Characteristics of FMF

 □ Recurring high fever 
38-40 ºC, for 12 hours to 3 days with 
weeks and sometimes years without 
symptoms 

 □ Chest pain

 □ Abdominal pain

 □ Joint pain (usually in the hands, 
knees and ankles)

 □  Painful and severe redness of the 
skin (usually on the feet and calves)

 □ Family members with the same symptoms

 □ The disease occurs most often in 
people with an Arabic, Turkish, Armenian 
and Jewish (Sephardic) background.



More information
For more information, visit this website:

www.KAISZ.nl



Other sources of information
Additional information about auto-inflammatory diseases, 
including FMF, can be found at:

• http://www.kaisz.nl/index.php

•  https://www.terugkerendekoorts.nl

•  https://www.jessazh.be/deelwebsites/ 

belgian-networkfor-auto-inflammatory-diseases

•  Rare Connect  

https://www.rareconnect.org/en

•   Autoinflammatory Alliance  

http://www.autoinflammatory.org

•   Eurordis, the European organisation for rare diseases 

http://www.eurordis.org

•   International research organisation for paediatric 

rheumatology (PRINTO, Paediatric Rheumatology 

International Trials Organisation)  

https://www.printo.it 

https://www.nhg.org/thema/zeldzame-ziekten/

autoinflammatoire-aandoeningen





Creation

This brochure was developed in collaboration with the Nether-
lands Patients’ Organisation ‘Stichting KAISZ’, Ms Elizabeth 
Legger (Beatrix Children’s Hospital, Paediatric Rheumatology/
Immunology Department, UMC Groningen), Dr Merlijn van 
den  Berg (Emma Kinderziekenhuis, Paediatric Rheumatology/
Immunology Department, Amsterdam UMC) and Dr Karin 
Mulders-Manders (Adult Medicine, Internal Medicine Department, 
Radboud UMC Nijmegen). Published by Novartis Pharma BV.

Responsible publisher - Novartis Pharma B.V. - Haaksbergweg 16 - NL-1101 BX Amsterdam

10
21

ILA
32

16
12


