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The Importance of Being Informed about Lipedema  

The weight issue started in the beginning of puberty, and of course nobody knew, so 

my mother gave me the most awful things to eat because I was growing. But she didn't 

know what good food was. In those days, dieting was not an issue really, so I had to eat 

strange things, and it didn't help at all. Actually it got worse, and then I, like a lot of 

women, got frustrated. So I developed, for a short while, an eating disorder.  

I suffered years from several things, like very easy growing. My under legs were very 

big and red and hard, and the only thing my doctor said was, "Put a cream on it." And 

that took years. And then one day, I said, "Okay, this is not good," so I went to a 

therapist here that specialized in skin things. And that woman just came back from the 

Feldberg Klinik in Germany, and she said, "Oh, you have lipedema." I said, "Lipedema? 

What's that?" "Well, that's a disease." I said, "A disease? You don't really say that it's a 

disease?"  

And actually, I was glad because I already knew that there must be something wrong 

with me, but everybody just said, "Well, you're just too fat." Well yes, I knew that, but 

then I knew it had a name. But they didn't have much information for me, so then I 

began my search, quest perhaps you can call it. 

 

And then I gradually find out what lipedema was.               
And I was glad it had a name for me, because then you 
understand everything, but I also had a lot of questions,    
too. And I also was angry, so angry. Angry at all those         

doctors who didn’t know and misdiagnosed.  
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And I started reading, and I spent so many hours on the internet, calling people, writing. 

And then I gradually find out what lipedema was. And I was glad it had a name for me, 

because then you understand everything, but I also had a lot of questions, too. And I 

also was angry, so angry. Angry at all those doctors who didn't know and 

misdiagnosed. I thought there must be so many women who suffer from this. I have to 

tell them, but I didn't know how. 

And so I said to my husband, "I want to learn how to make [a] website, because I want 

to have my own website, so I can tell the world, I can tell the women, that this is 

happening to a lot of us, and that this has a name, and that we are not to blame." That 

was also very important. So my husband and I started making [the] website, and then I 

finished it. And the website went bigger and bigger. I added other languages, other 

information, and then people started writing me, "Oh, thank God. I had [a] diagnosis 

because I saw it on your website." 

I made sure that people can print it, so they can print it [for] the doctors, because there 

are still doctors out there who say it's bullshit, and it isn't. And people go to their 

diagnosis because of that information, and it makes me so glad to know that it helped 

women, so that is very nice for me to know. 

 

Confronting Weight Bias  
I hate so much the, how do we call it, the prejudice about fat people, also the lack of 

good health care, because I do believe that some of us don't get the healthcare that 

they need just because they're fat. Most doctors I have don't like fat people. They just 

don't take you seriously. I just have to complain for four years before they send me to a 

specialist. And when I'm at [the] specialist's office, they say, "Well yes, but you're so 

heavy, I can't do anything." So sometimes I just don't go to the doctor because, they 

just will say, "Oh well, you're just too fat." 

 

I believe that if doctors were more serious and                  
more interested, really interested, that the healthcare    

would be a lot better. I really do believe that.  
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And I can't do anything, and no matter what's wrong with you, if it's your foot or your 

thumb, they always say, "That's because you're overweight." But sometimes I quarrel 

with my doctor, and even once I shouted to him. He should realize that fat people can 

be sick, and that it has nothing to do with being fat. Because if that was the case, only 

fat people in the world would be sick, and there are a lot of skinny people who are sick, 

too. So actually, it's stupid. 

Most lipedema women have no problems with cholesterol, [a] diabetic is rare with 

lipedema people. The triglycerides are mostly good, so the blood values are mostly 

good with lipedema patients, and that also tells you that we don't eat [like idiots]. But 

unfortunately, they don't look at that. They just see the outside and sometimes I just 

think, "Well, we're just an easy target to them, and they don't know any better." 

It's not nice. It is just [as] if they don't care, even, and I really want to change that if I 

could. That would be a very big wish, but I really would like that, because I believe that 

if doctors were more serious and more interested, really interested, that the healthcare 

would be a lot better. I really do believe that. 

 

About Tilly Smidt 
Tilly Smidt has been a worldwide lipedema advocate since 2004. She is founder and 

director of an independent national lipedema association for lipedema patients in the 

Netherlands. Tilly and her husband Huub started her internationally known website 

http://tillysmidt.nl in order to reach out and help other women understand about 

lipedema.  She has Stage 4 lipo-lymphedema. Tilly was recognized for her contributions 

to raising awareness about lipedema at the 1st International Gathering on Lipedema in 

Frankfurt, Germany in 2014, for Global Lipedema Awareness. 
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