What is Familial .
Chylomicronemia
Syndrome (FCS)? -

FCS is a rare genetic disorder affecting triglycerides, or fat metabolism.
e FCS is “familial,” meaning someone in your family must be a carrier for you to have FCS.
o This can be confirmed through either genetic testing or a clinical assessment.
e “Chylomicronemia,” refers to the large fat droplets that build up in the bloodstream, called
chylomicrons.
» “Syndrome,” means there are a certain group of symptoms which consistently occur together.

Some Possible Signs and Symptoms of FCS:

Possibility of % Brain D
Eruptive Xanthomas* Fog
Acute Swelling of the Lipemic or “Milky”
Pancreatitis Liver or Spleen Blood Appearance
*Eruptive Xanthomas are pea-sized, pink bumps (appearing almost like acne) that develop on the hands, feet, arms, and legs

How Does FCS Put Me at Risk for Pancreatitis?

» With FCS, the Lipoprotein Lipase (LPL) enzyme is missing and leads to fat buildup in the blood,
causing pancreas inflammation (pancreatitis).

e Due to the extremely high triglycerides in FCS patients, accumulation around the pancreas results in
inflammation and pancreatitis.

Abdominal
Pain

Diagnosing FCS:
Because FCS is so rare, diagnosis is often delayed or mistaken for other conditions.
Common diagnostic steps include:
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Living with Familial

Chylomicronemia
Syndrome (FCS) t .
How to Manage FCS:

Every patient living with FCS is different and what works for one does not always work for another.
One reason living with FCS can be so difficult is that it does not follow any of the typical rules.

Medication: Traditional triglyceride lowering medications, like fibrates, don’t work for patients with

% FCS. In December of 2024, the FDA approved the first medication specifically for FCS and other
therapies may be available in the near future. Consult with your physician, ideally a lipid specialist,
about the best treatment plan for you.

What Nutrition May Look Like:
¢ A low-fat diet consisting of less than 10-20 grams of fat per day
o Fruits, lean meat, vegetables
o 10-20 grams of fat equates to just one tablespoon of olive oil per day
= Remember - for patients with FCS, all fats count - even “healthy” or “good” fats can be
dangerous and need to be included when tracking daily fat intake.
e Talk to your Care Team about supplements like vitamin A, magnesium, MCT oil, calcium, and
other fat-soluble vitamins that can become deficient due to eating a specialized diet.
¢ Avoid eating foods that are high in sugar and carbohydrates.
¢ Avoid taking medications that will increase your triglyceride levels.
 Itis VERY important to avoid alcohol and tobacco, as they can increase the likelihood of an acute
pancreatitis episode.

@ Important Care Tips:
% e FCSrequires a multidisciplinary Care Team. Specifically, a Care Team may include an
endocrinologist, geneticist, dietician, lipidologist, cardiologist, primary care physician, mental
health provider and/or pancreatologist. If you need help finding a lipid specialist, the Find a Lipid
Specialist tool (created by the Foundation of the National Lipid Association) may be helpful.
¢ |If you have a family member who has been diagnosed with FCS and you become pregnant, it is
critical to talk to your physician about the possibility of a diagnosis, as well as management.

Support: Living with FCS can be mentally and socially challenging due to diet limits, stigma,
misdiagnosis, and fear of pancreatitis. There are many support groups available to help maintain

7 mental wellbeing and provide a sense of community and support to you and your family throughout
your journey with FCS!
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