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Systemic lupus is a very complex disease. As a result, it is difficult to provide a 
clear and comprehensive overview about it to children or non-specialists. 
This booklet is aimed at families, so that they can help their children, and at 
teens and adults affected by the disease, so that they can better understand 
what lupus is and understand the importance of “taming lupus” in order to cope 
with this chronic autoimmune disease.  

We warmly thank our Indonesian friends, who have allowed us to adapt and 
distribute their booklet “Luppy Sahabatku (yang) Nakal.” You can support their 
efforts by making a donation to account Syamsi Dhuha Yayasan 700 009 24 97 
at the Syariah Mandiri Bank - Hasanuddin - Jakarta, and we invite you to visit 
their website: www.syamsidhuhafoundation.org

Lupus Europe brings together associations of people living with lupus in Europe. 
In almost every European country a national association informs the public, helps 
patients suffering from this disease, and works with physicians to improve their 
quality of life. If you wish to contact your national association, you can visit 
our website www.lupus-europe.org where you willfind their contact details. This 
information can also be found on the last page of this booklet.
Happy reading!

Bernadette Van Leeuw    Dian Syarief
Lupus Europe     Syamsi Dhuha Foundation



Hello, my name is Robin. Today I’m going to 
hospital with Mum and Dad.  It’s not me who 
is sick, it’s my sister, Emma.

She hasn’t felt well for several weeks, suffering with a 
temperature, pain in her arms and legs, and always feel-
ing tired. She has seen lots of doctors, and has had many 
tests and, finally, they have found out what is wrong with 
her. She has now been hospitalised for other examinations 
and to start her treatment. 

‘Come, Robin, we are going to visit Emma.’
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‘Mum, what is Emma’s disease?’ Robin asks in the car. 
‘She has lupus, a rare disease that few people know 
about.’
‘Lupus. What exactly is it? Has it got anything to do 
with a wolf? Has she been bitten by a werewolf?’

‘No, Robin! She has not been bitten by a werewolf. Do you remember 
when you had bronchitis? I told you that in your body, you had 
something like a small army that was going to defend you against 
your bronchitis and help you get better. Doctors call this army 
“the immune system”. Well, with Emma, it’s like this little army 
has decided to attack her, instead of protect her. This can cause 
damage throughout her body. Fortunately, now that they know what 
is wrong with Emma, they can treat her properly, by calming down 
her immune system’s activity.’

Robin nods, even if the explanation doesn’t entirely satisfy 
him. How do you calm an immune system down? By eating fruit 
and vegetables? He hopes that Emma and her doctor can tell 
him more. 
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Finally, we are here. Emma is in a large clinic, 
far away from home. Mum has told Robin that 
lupus has to be treated by doctors who are 
very familiar with the disease, and that you 
can only find them in the largest hospitals.     

‘Emma!’ Robin cries out excitedly. Emma smiles.  
Phew, she doesn’t look too sick. She is reading 
a comic book in bed.  She looks fine, even if she 
is lying in bed.
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Robin touches Emma’s forehead, but it is not hot. 
‘Emma, I thought you would have a temperature. 
What have you got? Why are you pale?’
Emma laughs. She is happy to see her brother. 

Robin sees red marks on Emma’s face and neck, like 
butterfly wings. Is it a butterfly that bit Emma and 
made her sick?

‘I have lupus, Robin, but it doesn’t mean that I will always 
have a fever. And now that I have started my treatment, 
I already feel a little better.’
‘But you don’t look sick. Are you cured?’
‘No, that will take time. People with lupus don’t always look 
sick. We have all kinds of problems going on inside, while 
outside you can’t really see anything.’

54



Then the door of Emma’s room opens. It is Dad, with 
a doctor, who wears a white coat, and who has a 
stethoscope around his neck.

Ha, Robin thinks excitedly. This is Dr Legrand, 
and he is treating Emma. Well, I hope he will 
explain this lupus disease to me, and this army 
and immune system business. 

54

‘Hello, Emma. I see you have visitors!’ he says 
with a big smile. 
‘Hello, Doctor Legrand,’ Mum says. 



‘It’s good that you are here, Doctor Legrand,’ Mum says. 
‘Robin has a lot of questions.’ Luckily, the doctor has time 
and is happy to answer Robin’s questions. 
‘Has Emma been bitten by a butterfly?’ Robin asks. 
Dr Legrand shakes his head, smiling. ‘No, Robin, lupus does 
not come from being bitten by a butterfly.’

‘But why does Emma have red marks in the shape of a butterfly?’
‘Her skin is all red because it is being attacked by her immune sys-
tem.’
Robin shrugs. ‘I don’t really understand the immune system.’
‘The immune system is what usually allows you to stay healthy. If 
you have the flu, for example, your immune system will attack the 
flu virus and eventually it will destroy it. It is as if you had an army 
inside you that is responsible for fighting all invaders: bacteria, 
viruses, germs... Unfortunately, with people who have lupus, this 
army gets the enemy wrong - it doesn’t only attack germs, but also 
someone’s organs. In Emma, the immune system - this is the scien-
tific name for the army - went a bit crazy and is attacking her skin in 
particular.’

‘Oh. If I go near her, am I going to catch lupus, too?’
‘No, definitely not. Emma’s lupus cannot attack you, and Emma did 
not catch her lupus because she met someone who had the disease. 
So you can continue to play with Emma, lupus is not contagious.’
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‘So, where does her lupus come from?’
‘Even the greatest experts do not know exactly why 
someone gets lupus, but we think that a few  things 
can contribute. Firstly, the immune system is faulty. To 
continue with the example of the army, everyone has 
a number of “good” soldiers and a number of “traitors” 
inside their bodies. In general, there are not many 
“traitors” and they cannot do any damage. But in some 
people, there are too many “traitors” for the good 
soldiers to be able to control them. In addition, in people 
who have lupus, the “traitors” are able to multiply if 
someone is exposed to the sun, for example, or if they 

are taking certain types of medication. We still do not know why, but at a certain point, the “traitors” 
take over and begin to attack the person instead of defending them. They cause problems to the skin, 
the joints, bloodcells...’
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‘Who can get lupus, Doctor? Only children and teenagers?’
‘No, Robin, adults can get lupus as well as children. In most cases, it affects young women between 15 
and 40. Emma is a little younger than average. In Europe, around one in 200,000 children have lupus. So 
it is very rare.’
‘It was really unlucky that Emma got sick!’
‘It’s unfair,’ Emma says. ‘But, the doctor told me that 
often, after a difficult period, people with lupus are more 
capable of managing the disease. And my lupus is not the 
most severe type. The doctor told me that within two to 
three weeks, I should be able to go back to school. The 
treatment I have will calm the bad soldiers down. I will 
always have them inside me, but they will not hurt me as 
much.’
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Dr Legrand smiles. He knows very well that Robin is still 
curious. 

‘Robin, if you want to know more, I’ll bring my computer here and 
introduce Lupie  to you. He helps me explain lupus to children.’

‘You will see,’ Emma tells Robin. ‘Lupie has helped me understand 
a lot about the disease. For example, the disease can be like a 
monster - which is the case if the bad soldiers are the strongest - 
or completely harmless - that is what happens if the bad soldiers 
have been defeated. I have to learn to tame the disease - not 
to let it become a monster - and to make it less aggressive.’

Hmm... Who is this, Lupie? Robin wonders. I hope I won’t meet 
a monster. 
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Shortly after, Dr Legrand comes back with his 
computer. He turns it on and something appears on 
the screen. It looks like a butterfly stretching, as 
if it has just woken up. 

‘Look, Robin, I want to introduce you to Lupie.’
Cool, the butterfly waves, smiling, as if it 
recognises Emma. 
‘That is Lupie when he has been tamed. He is 
so quiet you could almost forget he is there.’
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Robin looks at him carefully, but suddenly Lupie turns into a scary monster on the screen! Robin is frightened, 
but then Lupie laughs. ‘Don’t worry, I’m not a monster!’ And he turns back into a butterfly. 
‘Who are you?’ Robin asks. 
‘I am lupus,’ Lupie answers. 

.

‘Lupie is not a monster, even if he can sometimes be 
very nasty,’ Dr Legrand tells Robin. ‘As Emma told 
you, sometimes she feels fine. It is as if the bad 
soldiers are asleep, and lupus is almost as harmless as 
a nice butterfly. Sometimes the bad soldiers are very 
active and then lupus is like a horrible monster. Lupie 
represents lupus, which can sometimes be a harmless 
disease, and sometimes a very difficult one.’
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He hears Lupie say, ‘Here, I have landed on this woman. 
When that happens,the person may have a fever, feel 
weak, and their joints will hurt.’

1312

Robin looks back at Lupie. Suddenly, oops, Lupie 
flies away and lands on a woman. The woman’s face 
turns pale and she starts to shiver with fever. 

‘Hey! Where is Lupie?’ Robin asks.



‘Lupie, you’re not nice,’ Robin shouts. ‘What has Lupie done to 
the woman?’ he asks Dr Legrand.

Dr Legrand pats Robin’s shoulder. ‘If Lupie is not nice, he can 
affect different parts of the body: the skin, the joints, the 
kidneys, the heart, the blood vessels, the nervous system, 
the lungs, the blood... People can have headaches, swollen and 
painful knees or hands, they can have difficulty breathing, 
and they can get tired really easily.’

‘Lupie is horrible,’ says Robin. ‘It is his fault that Emma is 
sick!’
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‘Yes, Lupie can be bad, but it is up to us to control 
him, so that he isn’t horrible. We must do everything 
to tame him.’

Lupie smiles at Emma and Robin. ‘Yes, I can be 
tamed. But if you want to tame me, you have to 
get to know me, so that you know what will calm 
me down, and what will annoy me more, and make 
me even nastier.’
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‘How do we stop Lupie from being mean?’

‘Let me explain, ’Dr Legrand says. ‘First, as Lupie said, we have 
to know the disease well. Not everyone can be a ‘lupus tamer’! 
A lupus doctor has to know a lot about the disease. It is a 
disease that can show itself in many different ways and we have 
to decide on the best strategy to keep someone’s lupus under 
control. We have to give people enough medication to stop the 
immune system from attacking, but it’s not good to take too 
much medication, otherwise the person could get even sicker. 
This is why we need to know a lot about this.’

‘That is why I’m in hospital now,’ says Emma. ‘They have to do 
blood tests and examinations to decide what the best way to 
tame my lupus is.’
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‘Why just ‘tame’ lupus? Can’t we get rid of it completely?’
Dr Legrand clicks on the screen again and pictures of medication 
replace Lupie’s picture. 
‘No, Robin. So far, we haven’t been able to get rid of lupus and cure 
everybody. We must know what part of the body is affected by 
lupus, and whether it is badly affected or not. Then, we can treat 
the symptoms.’
‘Do you have to do that?’

‘Yes,’ Dr Legrand answers. ‘If we don’t give someone the correct treatment, 
the disease can get worse.’

‘One hundred years ago, if someone had a severe case of lupus, which for example 
attacked the kidneys, we knew they would not live very long because there was no 
medicine to treat it. Nowadays, even kidney problems can be treated very well. On 
the other hand, if someone has a severe form of lupus, especially one affecting their 
kidneys, and they don’t take their treatment, unfortunately, they will put their life 
at risk. This is why people should always take the medication prescribed by their 
doctor.’

Robin is still wondering. Then he finally whispers, ‘I’m afraid…Could 
Emma die?’
Dr Legrand looks at him with affection. ‘I’m glad you dared ask that 
question, Robin. I can reassure you immediately that Emma will not die. 
Her type of lupus doesn’t put her life at risk. She has been well taken 
care of and she is going to take her medication, so she will tame her 
lupus.’
‘But does it still mean that some people can die from lupus?’
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‘Absolutely,’ Dr Legrand says. ‘Medication is useful, 
but it often has side effects. This can be seen 
especially after long-term treatment, like this girl 
has had. Her face is very round. In medicine we say 
that she has a “moon” face, which is a side effect 
of a particular type of medication. This type can 
also cause weight gain, high blood pressure, nausea, 
stomach problems, and progressive weakening of 
bones. This drug can also make people catch other 
diseases more easily.’ 

A young girl, who looks older than Emma, appears on the 
computer screen. Her face is round and chubby. 
Lupie appears at her side and says, ‘But medication 
can have side effects.’
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‘It’s such a shame,’ Robin says.

‘Yes, that is why a person with lupus 
must be careful with their medication. 
They should tell the doctor about all 
other medication they take. And, as 
soon as the disease is under control, 
the doctor will be able to reduce the 
amount of medication. Every doctor’s 
goal is that a person gets well as soon 
as possible with the least amount of 
medication possible.’
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Hair loss, blood problems, Raynaud’s phenomenon, 
ulcers, joint pain, fever (above 38 °), swelling of 
the joints, fatigue, skin rashes, anaemia, kidney 
problems, pleurisy (pain when you breathe), hyper-
sensitivity to the sun. 

Lupus 
symptoms: 
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Well, now, Robin knows Lupie and lupus so much 
better. ‘Hey, look, Lupie is still flying. Where is 
he going?’

On the screen, Lupie flies through the hospital 
and enters a lab. What is he going to do?

2120



He approaches a woman who is wearing 
a white coat and goggles. This is Dr 
Lena.

‘Hi, Lupie, what are you doing here?’
‘I want you to meet my new friend, 
Robin. I would like you to explain to 
him what you do.’
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‘Robin, I bet you are wondering how to tell if someone has 
lupus.’
This is exactly what Robin wanted to ask Dr Legrand. 
‘We do laboratory tests to find out if someone has lupus. 
We test all sorts of things in their blood. We count the 
number of red blood cells, white blood cells, and we look 
for antibodies.’
‘Ouch! What does that mean?’

Robin is beginning to understand a little better. 

Dr Lena smiles. ‘It’s almost as if you were trying to get to know 
the army attacking you. Most of the time, the antibodies are like 
good soldiers, but sometimes some are traitors. We need to know 
how many traitors there are and what weapons they use. This is 
why people with lupus should have regular blood tests. This helps 
tell us whether it is severe or not, and which part of the body is 
affected. Blood tests are necessary even when a person shows 
no symptoms because their lupus has been tamed, because if the 
disease starts waking up, it is best to get it under control again 
as soon as possible.’
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‘What makes lupus wake up?’ Robin asks. 
‘Sometimes it is because people forget to take the medication 
that tamed their lupus. But we still don’t always know why. 
Sometimes sunlight or infections can make lupus return. It 
may also become active when a woman is pregnant, or after 
giving birth. But, again, we often don’t know why people get 
lupus or why it wakes up.’

‘What should we do, then?’
‘If someone has lupus, they must be careful 
not to be exposed to too much direct sunlight, 
and not to catch other diseases such as the 
flu, for example.’

No sunlight?’ Robin cries out. ‘Like vampires?’
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‘Yes, Emma and others who have lupus can live in almost 
the same way as healthy people.They simply need to be 
more careful, take their medication, and take good care 
of themselves so that they don’t make their lupus worse. 
If they don’t take cortisone - doctors try to use it less 
nowadays - they have no special diet to follow. However, 
most of them must really protect themselves against the 
sun, even if some patients realise with experience that 

they can have a little sun exposure without provoking their lupus into what we call a flare.’

‘But you can see I’m not a vampire!’ exclaims 
Emma. ‘And I can go outside during the day. 
I simply put on sunscreen, a hat, or I take a 
parasol when I want to stay out in the sun.’
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Lupie flutters on the screen. ‘Do you want to 
know the secret to reducing the frequency 
of my attacks?’

‘Oh, yes!’ exclaims Robin.

‘Shh... The answer is... a secret!’ Lupie shouts 
as he leaves.
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‘Oh, it’s simple,’ says Dr Legrand. ‘Keep away from direct sunlight. Put on sunscreen or a hat to protect 
yourself when you go out. And finally, do physical exercise to stay healthy. Exercise is great against fatigue 
and even pain. Often, when we have lupus, we think we need to rest. Of course, if you have a fever, you need 
to rest. But then, it is really necessary 
to do sports, stay generally active, walk, 
swim... do what you love, but above all 
stay active! Sometimes, it is difficult, 
because you feel tired and cortisone 
might have weakened your muscles. In 
that case you have to start slowly, with 
a physiotherapist’s help. But if you want 
to be fit again, you must exercise.’
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Someone is knocking on Emma’s door. 

‘Come in,’ says Emma.  A woman comes in with a nurse. 
The woman has a magazine with her. 

‘Aunt Anne!’ Emma cries out.
‘I have brought you a magazine,’ says Aunt Anne. 
She is pregnant and her belly is nice and round. 
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‘Do you know that I also have lupus?’ Aunt Anne asks. 

‘Really?’ Robin says. ‘But lupus can harm 
pregnant women. Are you not scared?’
‘Yes, being pregnant when you have lupus 
increases the risks, but my pregnancy has 
been very well managed and my lupus is also 
very well controlled. The doctor says that, 
because of that, the risks are limited.’

2928



‘Yes,’ Dr Legrand says. ‘When lupus is active, it is best to avoid 
getting pregnant. So, if a woman wants to be pregnant, she 
should ask the doctor if her lupus is under control and if the 
drugs she is taking are not dangerous for the baby. If those 
two conditions are respected, the mother can get pregnant. 
She must continue taking medication for lupus - in particular 
Plaquenil - because reawakening lupus during pregnancy can 
be dangerous both for her and the baby. This is why a woman 
who has lupus and is pregnant should be monitored closely by 
a doctor who is very familiar with the problems that lupus can 
cause future mothers. This will allow her to have a pleasant 
and safe pregnancy. Then she can be just like all the other 
future mums.’

2928



After a little while, Aunt Anne leaves. Dr 
Legrand also leaves for a while so that he can 
treat other patients. ‘If you want to learn 
more about lupus while I’m away I can leave 
my computer here with you. But be careful 
what websites you visit, some might give you 
false or out-dated information. It’s best to 
go on official sites instead.’ (You can find a 
list on the last page of this brochure).

3130
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Robin is still angry with Lupie. 

‘How can we tame you, Lupie? You’re hurting 
people!’

‘Yes, but I am not always nasty. And if people 
with lupus have a healthy lifestyle and take good 
care of themselves, I am much less trouble.
It is true, though, that when I am angry and 
nobody can tame me, I can really hurt and be 
extremely tiring… and it can take time to calm 
me down.’
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On the screen, a doctor and a nurse are looking 
after a patient. ‘Lupus is not as awful as it used to be. Now, 

doctors know more about how to treat it. 
Since 1995, treatment has improved greatly. 
We cannot leave the condition untreated, 
though, because severe lupus may put people’s 
lives at risk.’
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‘Here are some tips: Even if you don’t feel sick any 
more, you should see your doctor regularly and take 
medication prescribed for you. If your symptoms are 
not severe, you can have a normal lifestyle. But if 
your lupus is active and severe, you need to slow down 
and reduce your daily activities, so that you don’t get 
overtired or put too much strain on your body.’
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‘But being sick is not fair!’

‘Yes, Robin, you’re right,’ Emma says. ‘But I understand now that I 
have to stop asking myself dozens of questions. At first I thought 
- Why me? What have I done wrong? - Now, I know that even if 
life is unfair, this is how it is - I have lupus, I have to accept it 
and focus my energy, not think about things too much and complain 
about them, but manage my illness and live as well as possible. It 
is not easy, because I am very tired and I can’t play as much as 
I would like with my friends. My body aches everywhere, and it 
makes me sad, but I know that if I need help, Doctor Legrand can 
recommend a counsellor or psychologist who can help me feel less 
depressed or anxious.’
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‘So even if someone is not sick, they should see 
their doctor regularly?’

‘Yes, when leaving the doctor’s surgery, you should 
make an appointment for next time, no more than 
six months later. If, in between appointments, you 
have a high fever, a facial rash, are breathless, 
have headaches, blood in urine, and your hands, 
feet, or legs are swollen and joints are sore, then 
your lupus may be waking up. In that case, you 
need to make an appointment to see your doctor 
as soon as possible.’ 
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‘How can we live well with lupus when it is constantly 
there?’

‘Don’t worry, children. You must learn about lupus, 
and, to stop it from ruining your life, you need to 
keep your body and mind strong. Continue to see your 
friends and carry on with your normal activities as 
much as possible, including going to the occasional 
party. To be mentally able to fight, you must also learn 
to be patient in your battle against the disease. If 
you remain calm and patient, your body will benefit 
too.’
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Emma shakes her head. ‘How can I be calm and patient, 
Doctor? Being sick is really no fun at all.’

‘Emma, it’s important to be able to talk with someone 
you trust about what’s wrong, and to try not to think 
about lupus too much. You can ask your parents to see 
a counsellor or psychologist. It can help a lot. Also, if 
you are religious, you can pray. You can also meditate, do 
relaxation exercises or relaxation therapy. Above all, it is 
very important to keep playing, joking, and having a good 
time with your friends.’

‘What about me?’ Robin asks. ‘What can I do for 
Emma?’

‘You can remind her to take her medication, and, most 
importantly, play with her and tell her funny stories, 
as you always do. Just remember to let her rest if 
she feels very tired.’
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Yes, of course, I can do that, Robin thinks. ‘But, sometimes, it 
really annoys me that Emma is sick. Before, she always used 
to play with me and we had fun together. Since she has been 
sick, she sometimes says she is tired. And also, we won’t be 
able to go on holiday because Mum and Dad have had to take 
lots of days off to go to the doctor’s with her or to look after 
her when she wasn’t well and couldn’t go to go to school. And, 
it’s always her who gets gifts or games because she is sick 
and needs to keep herself occupied. There are days when I 
think I’d like to be sick too, and that people looked after me 
a little more.’

‘Don’t worry, Robin. All children who have a sister or a parent with lupus sometimes think like you. It is 
not always easy to live with someone who has lupus, but try to remember all the good times that you have 
with Emma, and, don’t hesitate to talk about your feelings to someone you trust.’
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Lupie appears on the screen again. The word “secret” 
flashes behind him. ‘If you want to be my friend, I’ll tell 
you a secret. Shh... ’Lupie looks left, then right. ‘That’s my 
secret. You will learn how to make me behave nicely.’

The word “secret” disappears from the screen and now 
the letters “TEDMOIS” start flashing. What does this 
mean? 

Secret

TEDMOIS
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Lupie reappears and says, ‘TEDMOIS means: 
Treatment Every Day, More Often In Shape’

‘Is that true?’ Robin asks.

‘Yes, it is very important to take all your medicine 
regularly, even when you have lots of tablets, and lupus 
symptoms seem to have disappeared. This is what 
will prevent lupus from becoming active again.’
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‘Another important thing is not to be anxious. 
You might sometimes have a headache, stomach-
ache, be tired, or have a rash, but it might not 
be lupus. It is important to believe doctors if 
they tell you that your lupus is inactive, and to 
look for other reasons for what is happening 
to you. As much as possible it is important to 
continue living as you did before, and not let 
lupus take over your life.’
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‘You can learn about lupus in many ways,’ 
says Dr Legrand. ‘Go on recognised websites 
that talk about lupus, read lupus-association 
magazines, and, of course, ask your doctor. If 
you are familiar with lupus, you can learn how 
to tame it.’
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‘It’s really important to find the right doctor. Because the symptoms 
are varied, some patients go from one doctor to another, depending 
on their symptoms. That’s not ideal and it is better to have a doctor 
who knows lupus, who will treat it effectively, and gain control of 
all the symptoms. Of course, they may consult other experts, but 
the most important thing is to have a single doctor, specialised in 
lupus, who decides on treatment.’

Emma nods. ‘How do I choose a good doctor?’

‘A doctor has to be able to explain the disease in a clear and 
complete manner, but you must also help them. Don’t hesitate 
to ask questions, and discuss your symptoms with them. If 
they don’t have much time, you can ask to speak to a nurse 
or an assistant. Avoid asking questions on Internet forums 

and Facebook groups, because sometimes you’ll get answers that will worry you unnecessarily, or even 
completely wrong answers! You should only look at official patient organisation or hospital websites.’
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‘People may suggest “alternative” therapies: homeopathy, 
acupuncture, osteopathy and so on. Some can help relieve 
pain or fatigue, but unfortunately, nothing canreplace 
the medication prescribed by lupus specialists. You 
must never stop your treatment without first talking 
to the doctor who monitors you. Also, keep in mind 
that, sometimes, those alternative treatments are 
very expensive and they have not always been proven 
to be effective.’
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‘You know, Emma, lots of people have lupus.’

‘I know, Mum told me about a support group for 
people who have lupus.’
‘Yes, don’t hesitate to join the group, Emma. Thanks 
to them, you will not feel alone. In the group, you’ll be 
able to share your own experience of the disease.’

‘Where can I find out about it?’
‘There are patient associations and support groups in every 
European country. Look for the address of your country’s 
group at the end of this brochure. If you can’t find it, you 
can write to info@lupus.europe.org and they will help you 
get in touch.’

4544
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‘You know, sometimes I’m tired of having to go to 
hospital and take medication all the time.’

‘Of course, that’s understandable,’ says Dr Legrand. ‘Nobody likes being sick and no one wants to cover 
themselves from head to toe when the sun is shining. But remember that if you take your medication cor-
rectly and put sunscreenon when you go outside, there is a good chance that you can live almost normally, 
and attend hospital less often.’
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Mum and Dad come back into the room. 

‘Your parents are here just in time,’ says Dr 
Legrand. ‘I was about to say that it is important 
for a person who has lupus to have family support. 
Family support means not only comforting someone, 
listening to them, and making them laugh, but also 
encouraging them to stay active, to exercise and 
to see friends when they can. By the way, speaking 
of friends, guess who’s coming?’
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The door opens... Surprise! It’s Emma’s friends. They 
have brought fruit and biscuits for Emma. 

Look, Lupie has disappeared from the screen. Then he appears 
again briefly and disappears again. ‘Well,’ says Robin. ‘For sure, 
Lupie can be very annoying, but at least I know what to do to 
tame him now, and make sure he doesn’t hurt Emma too much. 
One day, I’ll be a doctor, so that I can find new ways to treat 
my sister.’
 *** 
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La Fondation Syamsi Dhuha (Lumière du Matin) (SDF) a été créée initialement fin 
2003 comme un groupe de support aux personnes souffrant d’un lupus et de troubles 
de la vision en Indonésie afin d’améliorer leur qualité de vie. Les activités de la 
fondation comprennent l’éducation et la formation, le support mental et spirituel, 
l’assistance financière et la promotion de la recherche.

L’Indonésie est un archipel qui s’étend sur 5.120 kilomètres d’Est en Ouest, et 1.760 
kilomètres du Nord au Sud. Sur une population totale de 240 millions d’habitants 
environ, le nombre de personnes atteintes d’un lupus est estimé à 400.000. Dans 
un pays aussi grand et peuplé, aider les personnes affectées par le lupus est un 
challenge réel. Cependant, des groupes de soutien tels que SDF ont déjà été établis 
dans les grandes villes et provinces.

L’importance du défi  a poussé les volontaires de SDF à faire les choses autrement 
et à créer des approches innovantes dans leurs activités. Une de ces innovations est 
ce livre «Luppy Sahabatku (yang) nakal ». D’autres  initiatives actuellement mises 
en œuvre par SDF sont une recherche sur les suppléments alimentaires naturels 
en complément du traitement du lupus, ainsi qu’un projet pilote sur l’établissement 
d’un registre/base de données pour les patients atteints d’un lupus.

SDF a reçu de multiples récompenses et prix pour ces activités, dont le “Sasakawa 
Health Prize 2012” de l’Organisation mondiale de la santé à Genève (Suisse).

C’est un honneur pour SDF que ce livre soit adapté par LUPUS EUROPE pour être 
distribué dans les pays affiliés. Nous espérons qu’il pourra aider de nombreuses 
personnes à comprendre le lupus, et de nombreux patients à mieux apprivoiser leur 
lupus pour améliorer leur qualité de vie. SDF espère que cette collaboration avec 
LUPUS EUROPE pourra s’étendre à d’autres formes d’activités. 

De Bandung.
Care for Lupus, your caring saves lives
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Email: end@cbn.net.id
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We hope you liked this brochure. Maybe it has made you want to learn more, or encouraged you to support a lupus patient association. In that case, please contact your national association:

cornet.ah
Typewritten Text
• EUROPE : www.lupus-europe.org• Belgium : www.lupus-belgium.org• Belgium : www.cibliga.be• Cyprus : www.rheumatism.org.cy • Denmark : www.sle.dk• Estonia: www.facebook.com/luupuseselts• Finland : www.sle-yhdistys.fi• France : www.lupusplus.com• France : www.lupusfrance.com• Germany : www.lupus.rheumanet.org• Greece : www.arthritis.org.gr• Hungary : www.lupusz.hu• Iceland : www.gigt.is• Ireland : www.lupus.ie• Italy : www.lupus-italy.org• Netherlands : www.nvle.org• Norway : www.sle.no• Portugal : www.lupus.pt• Slovenia : www.revmatiki.si• Spain : www.felupus.org/• Sweden : www.reumatikerforbundet.org• Switzerland : www.slev.ch• United Kingdom : www.lupusuk.org.uk
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You can also find quality information onlupus at the following addresses:• www.lupus-europe.org (English)• www.lupus.org (English)• www.printo.it/pediatricrheumatology/(Multilingual)
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Syamsi Dhuha (Morning Light) Foundation (SDF) was established in late 2003, initially 
acted as a support group for people with lupus and low vision (visual impairment) in 
Indonesia. Their mission is to improve the quality of life of people with lupus and low 
vision. The Foundation’s activities include education and training; advocacy; mental and 
spiritual support; financial assistance; and research promotion.

Indonesia is an archipelago that stretches 5,120 km from east to west and 1,760 km 
from north to south. With a population of 240 million, the estimated number of people 
with lupus is 400,000 patients. In such large and populous country, helping people 
affected by lupus is a great challenge. However, support groups such as SDF have been 
established in major cities and provinces.

The big challenge facing SDF has encouraged the volunteers to do something different 
and create innovative approaches in their activities. One of such innovation is publishing 
this book, “Luppy, My Naughty Friend”, which has been adapted and translated to 
several languages under cooperation with Lupus Europe. Other activity implemented 
by the SDF is research initiative to find Indonesian herbal as supplements for lupus 
therapy. Other initiative is a pilot project on the database establishment for patients 
with lupus or Lupus Registry.

SDF has received numerous awards for activities that have conducted, including 
“Sasakawa Health Prize 2012” from the World Health Organization (WHO) in Geneva, 
Switzerland.

It is a great honor for us to cooperate with Lupus Europe that enables us to distribute 
this book to countries that are affiliated to Lupus Europe. We hope this book will help 
many people to understand lupus and many patients are able to make “friend” with lupus, 
to improve their quality of life. SDF hopes that cooperation with Lupus Europe can be 
extended in other form of activities.

Care for Lupus, your caring saves lives
From Bandung with Love
Dian Syarief
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