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ADVOCATE 

WILLIAM REPICCI 
 
The Urgent Need for Lymphedema Advocacy  

I was Executive Director of Services for People with Developmental Disabilities, and 

had done that for about nine years in Alaska, and that's what my graduate work was in 

as well. And prior to this, I actually was in Africa. So I was working with issues, AIDS and 

tuberculosis for the most part, and also malaria. So when I was offered this job, at first 

my sense was, “I don't know why you're talking to me. This isn't particularly my area.” 

But I learned very quickly from the Board of Directors, and in my own experience, 

unfortunately it's not many people's area. 

Although there are up to ten million people with lymphedema, people have never heard 

of it, people who have it don't self-identify with it, and as a result, there's no critical 

mass of people demanding that there be any change. And the other thing that became 

very obvious also in talking to the medical community, is there was some sense that, 

especially for those people who had secondary lymphedema that was a result of cancer 

treatment, this was somehow secondary to the disease of cancer. And over and over 

you would hear the stories of, “Well, I cured you from cancer. This won't kill you. Just 

use your compression garment and be quiet.” And I think too many people accepted 

that advice.  

That's something we really need to turn around, because initially, women come forward 

much more, especially with secondary lymphedema. And my first conversations with 

them very often will be, "Well, it's not so bad. I wear my wrap." And my response 

sometimes has been, "Well, if it's not so bad, why am I spending my time on this?" And 

then invariably you get to the point of them saying, "Do you really want to know what 

it's like?" As if they're so used to people expecting the easy answer and not really being 

interested in anything else that they hold back from giving it.  
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What you begin to see with doctors is that if they              
don’t really understand the system that well, if they really 
don’t have any treatments or cures to offer related to it, it 
doesn’t really inspire them to know a great deal about it.   

The other side of it is people have the disease. People         
are suffering. You need to connect those dots.  

 

But when you allow them to get to that place, you very quickly get, "Well, let me tell 

you. You know what it's like carrying around ten pounds of weight on one part of your 

body that you don't have on the other part of your body? You know what it's like when 

your husband never wants to have sex with you again? And you can't wear clothes, and 

you're afraid to travel and get into airplanes because altitude exacerbates it. Do you 

know what it's like every time you get a little nick to fear that you have cellulitis and 

you may go into toxic shock, and you have to get to an emergency room? Or to have 

people tap you on the street and say, ‘You know you're really disgusting. You need to 

lose weight.’ Or even to go into a restaurant with a compression garment and have 

people say to you, 'You can't wear that in this restaurant.'" And finally they very often 

get to the point of saying, "Actually, lymphedema is worse than cancer. Cancer they 

cure. Lymphedema is forever." And my sense there is you need to say that out loud.  

TALIA: I have primary lymphedema, and it started because my lymphatics didn't 

develop right. So it started when I was about three months old in my right arm. Doctors 

don't really know about lymphedema, so I've been misdiagnosed. 

WILLIAM REPICCI: If even doctors aren't using the term with patients, what you do is 

you prevent that opportunity for people to bond together. You prevent family 

members and friends and colleagues from rallying around it. It robs you of a support 

group, it robs you of people who understand what you have, it forces you more into the 

closet with it. And you never realize that there are millions of people, and that there is 

reason to think that there should be treatments for this. Insurance should cover this.  
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The Lymphatic Education and Research Network 
Our hope at the Lymphatic Education and Research Network is three-fold. Certainly we 

are about research, and we focus very much on funding post-doctoral students in 

research to get them into the field. But secondly, also about education. We need to 

help create that critical mass of people who stand up and say, basically, “I'm mad as 

hell. I'm not going to take it any more. This is important. Make it your priority." And 

thirdly, we need to do advocacy. You would think on one hand, how could there even 

have to be much of a discussion to pass a law that covers one of the only treatments 

that people with lymphedema have available to them, that just happens to fall between 

the cracks? 

 

  Lipedema doesn’t begin as a lymphatic                        
disease; in fact, it can morph into lymphedema, and            

now the lymphatic system is involved in it.  

 

SARAH: I was diagnosed with lymphedema in 2001. My legs looked this bad, and I was 

told it was just my weight. It's been ten years since my last hospitalization with cellulitis 

because I've had the compression garments to manage my lymphedema at home.  

William Repicci: We routinely do get people contacting us because they have been 

diagnosed with lipedema. Lipedema doesn't begin as a lymphatic disease; in fact, it can 

morph into lymphedema, and now the lymphatic system is involved in it. So by doing 

research and doing research grants -- we give these out every year – it's about bringing 

people into the field. By creating the only Chair that exists in lymphatic medicine in the 

world, at Stanford University with Dr. Stan Rockson in the position of the Chair. By 

creating the only professional journal dedicated specifically to the lymphatic system, 

and also with lymphedema. Another huge move to bring it out among medical 

professionals.  

However, I think a big job that still has to be done is to connect the dots with medical 

professionals. One of the things that this organization found early on is that in talking  
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to medical schools and medical professionals, they very freely said, "Actually, in our 

entire medical training, we get about fifteen minutes spent on the lymphatic system." 

What you begin to see with doctors is that if they don't really understand the system 

that well, if they really don't have any treatments or cures to offer related to it, it 

doesn't really inspire them to know a great deal about it. The other side of it is people 

have the disease. People are suffering. You need to connect those dots. It doesn't 

disappear just because you don't know much about it.  

 

  And even small numbers make an impact. So         
everybody who has the disease, everybody who’s family,     
the best thing you can do is you really have to become            

part of the game to create change here.  

 

So for us, developing a national hotline, developing chapters around the country so 

that there are places where people can talk to other people, certainly working with the 

medical profession. The fact that anyone is going in for cancer treatment and walks out 

with no idea that lymphedema can potentially be a side effect – that just can't happen. 

But it happens routinely now. 

If you hide it, the tendency of people around you is, "I'm doing the polite thing by 

pretending I don't see it and not talking about it." We have to talk about it. So not to 

discount your voice can have a huge impact. And I think for politicians, you even hear 

five, ten, fifteen, twenty people calling, that's a lot for them on a particular issue. So for 

people who may think, "What could my one voice be? Certainly it takes hundreds of 

thousands of these voices for politicians to act," it's not true. They do have to react. 

They do have to listen. And even small numbers make an impact. So everybody who 

has the disease, everybody who's family, the best thing you can do is you really have to 

become part of the game to create change here.  
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About William Repicci 
William Repicci is Executive Director of the Lymphatic Education & Research Network 

(LE&RN) whose mission is to fight lymphatic disease and lymphedema through 

education, research and advocacy. 
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