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Dear children, dear parents,
It is not easy finding out that you are ill.
Especially if you hadn’t seen or felt any
different before. The uncertainty is at its
highest if the illness is not well known –
like familial hypercholesterolemia (FH).
Hardly anyone knows what FH is and very
few people know someone who has this
illness – although it really isn’t that rare.
As well as this, doctors often explain
things in a language that patients find difficult or impossible
to understand.
This is why we have made this leaflet available. You and your
parents should know that you are not alone. However, this
brochure cannot and should not replace discussions with
your doctor; rather it should be a helpful additional resource.
It should explain FH to you and also show that you can lead a
completely normal life, even with FH. You can even do some
thing for this yourself – we’ll give you some tips!
On the last pages of this brochure you will find, in addition to
the contact details of Cholesterin & Co e. V., the addresses of
patient organisations worldwide. We are happy to answer your
questions!
Best wishes,
Michaela Wolf, CEO of Cholesterin & Co e. V.
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Hi there!
My name is Lena, I’m 9 years old and I’m in year 3 at school.
I like to dance, read and play with my two little dwarf rabbits.
Since I was born, I have had high cholesterol levels – but my
parents and I didn’t know about this for a long time.
A while ago, when I had a bad cold, my paediatrician took a
blood test to see what exactly was wrong. There, he suddenly
discovered that my cholesterol levels were very high. It had
nothing to do with my cold. After a week, my cold was gone.
I was sent to a specialist, because a child of my age shouldn’t
have such high cholesterol levels. He thoroughly examined
me, my parents and my big sister and found out that we all
have an illness called “familial hypercholesterolemia”. I usually
just call it FH.
If you like, I can tell you more about FH and what cholesterol
does in the body. I can also show you what happens if your
body produces too much cholesterol, and everything you can
do if your cholesterol levels are too high.
Yours, Lena
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What is FH?
Anyone can have FH, regardless of their age, gender or family background. The name familial hypercholesterolemia (FH)
is made up of three parts: “Familial” means that it can be in
herited, so it can be passed from parents to their children,
“Hyper” means “too much”. “Emia” comes from Greek and
means blood. Cholesterol is an important blood lipid. Put
together, the translation of familial Hypercholesterolemia is:
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“Too much cholesterol in the blood”. FH is a hereditary illness
where you already have too much cholesterol in your body
as a child. Just as each child inherits traits from their mother
and father, they can also inherit FH from one or both parents.
If a child inherits FH from one parent, their cholesterol level
is already too high. However, if a child inherits FH from both
parents, the level is often much too high.
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It is estimated that worldwide 14-34 million people are affected. So, you are not alone! Most people don’t even know that
they have FH. This is because having cholesterol in the blood
does not hurt, so they can’t feel it. Even if you can’t feel it,
high cholesterol levels can have health consequences, even
for children. Cholesterol deposits can gather in the large blood
vessels, the arteries, which can only be seen by examining
them with special instruments. But if the illness is discovered
early, you can avoid these deposits.
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The doctor asked my parents exactly who in our family had
high levels of cholesterol. Then, he entered everything into a
family tree. This is how we know who in the family has which
type of FH.
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This is my family tree. I inherited
FH from both parents, but my sister
only inherited it from one parent.
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Heterozygous FH: inherited from one parent
Homozygous FH: inherited from both parents
Not affected by FH
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Maybe you’re wondering whether you are responsible for your
high cholesterol. I say this very clearly: No, of course not! It’s
no one’s fault! Everyone’s parents determine how high their
cholesterol levels are. In other words, you can say that you are
born with FH.
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There are two types of cholesterol. HDL
and LDL cholesterol.
HDL stands for High Density Lipoprotein,
which protects our blood vessels.
LDL stands for Low Density Lipoprotein,
which damages our blood vessels.
For a child under 16 years of age, the LDL
cholesterol should not be higher than 150
milligrams per decilitre (mg/dl).
For HDL: The higher the better!
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Why is there cholesterol in the body?
Cholesterol is a
blood lipid which
is important for
us to survive. Our
body needs it to
make cells and
hormones such
as vitamins. This
is why all cells in
Liver
the body produce
cholesterol. The
liver makes most of them. The intestine takes even more
cholesterol out of our food.

Healthy artery
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First deposits

Bad deposits

What happens if we have too much cholesterol
in the blood?
Too much cholesterol in your blood is not good for you! The
cholesterol can remain on to the inner walls of the blood
vessels (arteries) and settle there. These are called ‘deposits’.
Over the years, the blood vessels can become narrower
because of these deposits, and the blood can’t flow so well.
This can make you very ill. To find out how the walls of your
blood vessels look, the doctor can do some very simple tests.
It doesn’t hurt at all – I promise!
Here you can see the blood
vessels and how cholesterol
can stick to them.
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The tests
Through the tests, the doctor can find out
a lot about you and your illness.
First, the doctor measures my blood
pressure. To do this, he puts an inflatable
armband on my upper arm and pumps
it up. Then there’s a bit of pushing, but
it isn’t bad. Now the doctor can see
how high your blood pressure is.
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The doctor takes some blood so that it can be tested. He pricks
me with a little needle in one of the veins in my arm, the blood
vessel on the inside of my elbow, so that some blood can flow
into a tiny tube.
A laboratory tests the cholesterol level and other important
values in the blood.
17

To see how your heart works, you can get an
electrocardiogram (ECG). For this, stickers
are stuck on your chest and record your
heart activity. This is so the doctor can
see how your heart beats, but you
have to lie still for a while.
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To be able to see your blood vessels and your heart from the
inside, the doctor can do an ultrasound. Here, he moves a sort
of camera over your skin, and it is displayed on a screen. Before
he does this, he puts a gel on your skin which is kind of cold and
slimy. Apart from this, you don’t feel anything during the test.
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I have these tests
done regularly.
This is also important
for you!
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The special doctor who examines you for high cholesterol
is called a “lipidologist”. It is important that you go to them
regularly, once or twice a year. They will tell you and your
parents how often you should come.
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To keep your FH well
under control and to lower
your cholesterol level,
it is important to have a
healthy lifestyle

Nutrition
You surely know that good nutrition is important for everyone.
The topic of “nutrition” takes top priority for people affected
with FH.
You should eat as little animal fats and as many vegetable fats
as possible. At the beginning, my family and I didn’t know what
this meant and weren’t sure what we could and couldn’t eat.
We then went to a dietary advisor and asked her for advice.
She helped us a lot. Now I know what I’m doing and know that
there can be exceptions! Even school trips and sleepovers at
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friends’ houses are not a problem, if I stick to the rules. Sometimes I take a few tasty treats with me that I am allowed to eat.
My family and I quickly got used to eating differently from
before. The change was really not that difficult – and we can
still eat delicious food!
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This list gives you some
examples of which foods
are good for you. The
foods in green are suitable
for you, you can eat as
much of these as you
like. You should not eat
the red foods very often.

Foods

Suitable

Less suitable

Drinks

• Water
• Tea without sugar
• Juice with natural sugars
in moderation

• Juice with sugar
• Lemonade / soft drinks
• Smoothies

Carbohydrates
and fibre

•
•
•
•

Potatoes
Pasta without egg
Cereal without sugar
Wholewheat products
such as bread, pasta,
rice and oats
• Nuts

• Chips
• Egg noodles
• Cereal with sugar
(including cereal bars)
• Crisps and salty snacks
• Baked goods made from
pastry

Fruit and
vegetables

• Fresh fruit
• Fruit compote without
sugar
• Salad and vegetables even raw, grilled and
steamed
• Pulses

• Fruit preserves with sugar
• Fruit compote with sugar
• Salad and creamed vegetables with mayonnaise /
cream sauce
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Foods

Suitable

Less suitable

Dairy products
and eggs

• Skimmed milk and lowfat curd
• Cheese with up to 30% fat
• Only 2-3 eggs per week

• Whole milk and cream
• Cheese varieties with
more than 30% fat
• Hidden eggs in e.g. egg
noodles, desserts, pancakes and many processed
products

Meat and
fish

• Lean types of meat such
as poultry, veal and game
• Lean beef
• Lean poultry sausage
• Cold-water fish such as
salmon, herring, tuna and
mackerel

• Skin and offal
• Duck and meat with
visible fat
• Fatty sausage such as
salami and liver sausage
• Eel, breaded fish, fish
salad with mayonnaise /
cream sauce and seafood

Fats and
sweets

• Vegetable oils such as
rape, walnut and linseed
oil
• Olive oil and olive oil
products
• Vegetable margarine
• Sorbet, ice and skimmed
milk ice cream
• Liquorice and fruit gums

• Animal fats such as lard
and bacon
• Coconut fat and palm oil
• Fatty sauces and dressings
such as remoulade and
mayonnaise
• Ice-cream
• Sugar and syrup
• Hidden fats in ready meals,
gratin, spreads, chocolate,
cake and tarts
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Exercise
Movement is good and important for you! Regular endurance
sport increases the “good” HDL cholesterol in your blood and
the movement has a positive effect on your blood pressure.
If you do sport or exercise for half an hour, two to three times
per week, that’s great. I love my dance club and usually go
to training twice a week. Of course, you can always do more
than this!
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Do you remember the
HDL cholesterol from page 13?
HDL increases when you do exercise
and that is good!
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Smoking
I think smoking is disgusting. And I know that it is bad for your
health. These are reasons to never start smoking. If someone
offers me a cigarette, I say: No! It damages your arteries from
the inside and can speed up the production of deposits we
mentioned earlier. This leads to circulation problems, which
can cause heart attacks or strokes. Smoking also gets you out
of breath really quickly, and I need mine for dancing.
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Medications
With FH, it is often not enough to get exercise and watch what
you eat. For example, I also take medicines which lower my
cholesterol level and help me to stay healthy. Your doctor
decides whether you should take medication or not. He will
explain to you what they are and what they do. Treatment
with medication is intended for children from the age of 8.
Your doctor will discuss with you and your parents when you
should begin.

Some people who have a very severe form of FH need a special treatment in addition to sport, nutrition and medications:
Apheresis…
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As you now already know, your body is always producing
cholesterol. This is why lifelong treatment is necessary to
stay healthy in the long-term.
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Apheresis
During apheresis, also known as dialysis, the excess cholesterol
in your body is “washed” out of the blood using a machine. For
this, a little tube is pushed into a vein in both arms. On one
side, the blood runs into the machine, where the excess cholesterol sticks to a filter. On the other side, the cleaned blood
runs out of the machine back into your body. The cleaning of
the blood reduces the deposits in your blood vessels. Apheresis usually lasts two to three hours. Afterwards you might feel
a little tired – not always though!
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I hope you now know a little bit more about FH and how to
live with it. As we mentioned, there are a few things that you
should watch out for, and most importantly, make sure you go
for your medical check-ups. Otherwise you can do everything
that your friends do. It is good that your FH was discovered
so quickly! The earlier, the better, because now you and your
family have the chance to change things early and lead a
healthy life with FH.
As a member of the patient organisation CholCo e. V., you and
your parents will receive many tips for living
with FH – for example, on nutrition,
exercise and medical care. At
our regular meet-ups you will
receive the latest information on FH and can exchange
information with other members. In our protected member
forum, you can read about how
other children cope with FH
and chat to them.
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If you want to know even more about FH,
take a look at the website www.cholco.de

Right, now I
have to get to
my dance class!
Bye for now,
Lena
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About CholCo e. V.
CholCo e. V. focuses on personal contact with those affected
and members as well as on optimal collaboration between
those affected, doctors, health services, politics, other patient
organisations and influencers. CholCo e. V. has given itself the
task of enlightening the public and doctors regarding FH,
facilitating the active exchange of experiences between those
affected, supporting in the search for suitable doctors and
clinics, and passing on valuable tips in dealing with medical
service providers. CholCo e. V. works continually towards crea
ting a network of international patient organisations for FH,
as well as other organisations which share the same interests,
to allow a better provision of information and eventually to
prevent cardiovascular diseases.

Contact details:
Cholesterin & Co e. V.:
Patient organisation for patients
with familial hypercholesterolemia or
other severe genetic lipometabolic
disorders (CholCo e. V.)
Hoherodskopfstr. 30
60435 Frankfurt
Tel.: +49 (0) 69-95 42 59 45
Email: info@cholco.de
Homepage: www.cholco.de
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Internet addresses of international FH patient
organisations and foundations
American FH Foundation
www.thefhfoundation.org
American Patient Organisation for
Lipoprotein (a)
www.Lipoproteinafoundation.org
Austrian Patient Organisation
FHchol Austria
www.fhchol.at
Belgian FH Organisation Belchol
www.belchol.be
British FH Organisation
www.heartuk.org.uk
Bulgarian FH Organisation
www.fbpf.org
Czech FH Organisation Diagnoza FH FH Czech Republic
www.diagnozafh.cz

Italian FH Group,
Gruppo Italiano Pazienti FH
www.sisa.it
Italian FH Organisation A.N.I.F. –
Associazione Nazionale Ipercolesterolemia
Familiare
www.associazioneanif.it
Latvian Organisation ParSirdi.Iv
www.parsirdi.lv
Norwegian FH Patient Organisation
www.fh.no
Polish FH Patient Organisation
www.hipercholesterolemia.pl
Portuguese FH
www.fhportugal.pt
Romanian FH Patient Organisation
www.fobac.ro

Finnish Patient Organisation
www.sydanliitto.fi

Slovakian FH Organisation
www.rodinysfh.sk

French Patient Organisation Anhet.F
www.hypercholesterolemie-familiale.fr

Spanish FH Organisation
www.colesterolfamiliar.org.

Greek FH Organisation LDL Greece
www.ldlgreece.gr

Swedish FH Patient Organisation
www.fhsverige.se

Hungarian FH Organisation
SZÍVSN Országos Betegegyesület
www.szivsn.hu

Swiss FH Organisation
www.sgfh.ch

International FH Foundation
www.thefhfoundation.org

Turkish FH Association
www.ailevihiperkolesterolemi.org

Irish Foundation Croí,
West of Ireland Cardiac Foundation
www.croi.ie
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This brochure was funded by BAHN-BKK.

CholCo e. V. is responsible for the content.
No claims against BAHN-BKK can be derived from this brochure.

Do you have an inherited high cholesterol level?
Get in touch with us and become a member you are not alone!

