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Living with Lipedema Pain 

The pain I experience with lipedema, it's changed my life, and not in a good way, 

because I was a schoolteacher, and I taught kindergarten and first grade. And if you 

don't know about that age group, you're on the floor a lot, you're squatting, you're 

picking them up, you're running, literally, after them, and your day is nonstop, and so 

you're on your feet. And I did that day in and day out, loved it. Teaching is such a gift 

that I feel I have been given, and I'm so good at it, but I didn't really experience any 

pain.  

I'm trying to remember now. I've always bruised very easily my entire life, but I did not 

experience pain until I flew to Vietnam to teach there in 2008. And all by myself, I flew 

there to teach little Vietnamese children. But my body reacted to the thirty-hour flight 

in a very bad way, and then their weather there is very hot, over 100% humidity and 

over 100 degrees heat. And that, I believe, is what triggered my lipedema, and pain, 

excruciating. Mostly, for me, it's from the knee to my ankle. The touch, it hurts. Even 

just, say, a little kitty stepping on me, or a person – I've had people grab my leg and I 

want to sock them it hurts so bad. 

Anyway, I had to come home from Vietnam right away because of my body, it just blew 

up and they thought I had DVT. I was in the hospital there and they couldn't find any 

clots, so they flew me home with shooting myself in the belly with – I think it was called 

Lovenox – and when I got home, they also said, "Oh, you definitely have blood clots 

somewhere." Ran the tests, they could not find any. And they, of course, ask you all 

these questions. And I did not have the symptoms of other Lymphedemic people. I had 

too much pain, they said, but they didn't obviously know about lipedema. So they said, 

"You have lymphedema." 
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I spent hours and hours and hours on the laptop,          
reading about the liposuction done in Germany by               

the doctors. And all you wonderful women on those 
Facebook pages – you have been my lifesaver,                    

and I realize now that information is power.  

 

And they sent me for MLD, and wrapping, and compression hose. I could not wear the 

compression hose. I couldn't even get them on due to the pain, so I just said, "Oh well," 

and tried to do research on the internet. And at that time there was nothing. Nothing. 

And I knew no one like me, so I did read on that one site about lipedema, and it said it 

was incurable. And I just said, "Okay, well, Cynthia, you have to just live your life. You're 

not going to succumb to this. You're not going to let it get you down." 

So I took a teaching job right away at a school, teaching first grade, and immediately 

from the get go was suffering. And the doctor said, "Oh, well you've got flat feet, and 

with your weight, it's made your feet worse, and they've collapsed. You have no arches 

now, and your tendons are diseased and we need to do total foot reconstruction. You 

also need new knees. Your knees are bone on bone," and the pain was great with them. 

He said, "But we have to do your feet first." So 2010 August, they reconstructed this 

foot, and I was in a wheelchair for a long time and then graduated to crutches. And I'm 

on disability during this time because obviously I could not work. And then after that, 

he said, "You may not ever return to the classroom. I don't think you're going to be able 

to do that." But I told them, "Watch me." 

And for a couple years, I sat at a little table at Sylvan. Loved it, teaching little children 

after school. But I missed the classroom. So this summer, just this past summer 2013, I 

took a job at a little church school by my home, and they wanted me to run the summer 

program.  
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  I hopped on the internet, and I found Lipese.com, and I 
found Lipedema Sisters USA and the other groups on 

Facebook, and it brought me great hope. 

 

Well, so I had no idea what I was in for. A summer program, you're out there, outdoors 

with the children, on your feet in tennis shoes, and blowing a whistle, and playing 

games with them. Very, very, very physical. It wasn't the typical, I'm in my classroom 

teaching. And I had from preschool through eighth grade, and it was challenging. But 

even after the first week, I was in tears and lay awake in bed with the pain, and the pain 

wasn't just the touching at this point. I felt like I was on fire. Especially the lower leg and 

the foot, but the pain would start at the hip joint and radiate all the way down. It's hard 

to explain that kind of pain. It's like it's deep in your bones. I was, before that, taking 

Aleve, but the Aleve didn't touch it. 

So finally my husband said, "You're going to put yourself back in the hospital. You're 

going to kill yourself. I can't allow you to do that. You need to quit." So, after July, I quit 

August 30th. It crushed me, because I want to teach. So I quit and went on disability. I 

still have hopes of returning, but when I quit that job, I said to myself, "There has to be 

something to help me."  

 

Information is Power 
My husband sat me down and he said, "I'm willing to do anything, anything." He says, "If 

I have to push you around in a wheelchair the rest of your life, I will, but I believe if you 

hop on that internet, you're going to find some answers." And he says, "Maybe 

liposuction or something. I don't know," So I did that Labor Day weekend, I hopped on 

the internet, and I found Lipese.com, and I found Lipedema Sisters USA and the other 

groups on Facebook, and it brought me great hope. 

But the more I read, because I'm quite a researcher, I spent hours and hours and hours 

on the laptop, reading about the liposuction done in Germany by the doctors. And all  
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you wonderful women on those Facebook pages – you have been my lifesaver, and I 

realize now that information is power.  

Education is power, and as an educator, I know that. I know how I can change 

someone's life by the education I give them. So I should not be sad about all this that 

I'm learning. I should be happy because not only me, we be able to help my pain – 

whether it's through liposuction or whether it's just by changing my diet or a 

combination of all those things, and maybe some of the supplements that Dr. Herbst 

can help me to take. I do have hope now. 

And if I can't return to the classroom, I will accept that, and I will find another way I can 

educate. And if it can't be children, adults. I can educate women maybe, and adults, 

about lipedema, and teach them how they can rise above it.  

Mostly though, I'm grateful and happy. I feel like I'm going to save my daughter's life. 

She's only twenty-seven, but she has it in her legs and her arm, but when you see her, 

no one would ever guess she has it because she's so thin and model-like in her body. 

Beautiful inside and out.  

 

Conversations with Dr. Herbst 
DR. HERBST:  This is a mother and a daughter, and they both have lipedema. 

Lipedema is an inherited condition. It's passed down in families from mothers to 

daughters in an autosomal dominant manner. Usually in a family, all the daughters are 

affected, although a mother can pass it down to her son, who can then pass it down to 

his daughters.  

I want to point out that Mom has lipedema stage 3. She has multiple lobules in her fat 

tissue, and a cuff of fat at her ankle. Her stemmer sign is negative on her ankle, meaning 

that she does not have lymphedema.  

Her daughter looks completely normal. You would never guess that she has lipedema, 

but if you palpate here on her abdomen, she has nodular fat. If you palate in the cubital 

space right here, she has nodular fat as well, and you can also find some nodules in the 

fat on her legs.  
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Usually, we think that women in a family with lipedema might have lipedema if they 

have trouble losing weight when they change their diet or exercise a lot, but they still 

can't lose the fat. If Mom has lipedema and a daughter is having those problems, then it 

is very likely that that daughter also has lipedema. 

 

Lipedema is an inherited condition…Usually in a family, all 
the daughters are affected, although a mother can pass it 

down to her son, who can then pass it down to his daughters. 

 

JESSICA: I just thought, "Oh, I bruise easily on my calves. They're just very sensitive," 

and I thought my legs were bigger than the rest of me. I've always had thicker ankles… 

CYNTHIA:  Like all the women in our family. 

Jessica:  I just kind of felt that it was hereditary and that's just how it was. I'm just very 

happy to know now that I have it because of my mom's situation, and that I can work 

towards managing it, and I don't have to worry about getting to any of the other 

stages. So it was a little surprising to me to find out where I had it yesterday. She had 

let me know that I had it in my tummy and my arm, so that was... 

CYNTHIA:  As well as your legs. 

JESSICA:  Yeah, well... 

CYNTHIA:  We knew it was the legs, but to hear that the tummy and the arm... 

JESSICA:  It was a little overwhelming I do have to say myself.  

CYNTHIA:  She has accepted that she has it, and is willing to make the changes in her 

diet and her lifestyle, so she is to be highly commended for that. But I do not want her 

to end up like this with the pain, because as you know – chronic pain, it is hard to keep 

a smile on your face and to keep going day by day, and not be bitter and angry at the 

world. But I refuse to be that. I will not give in. 
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About Cynthia Harmon Weller and Jessica Noelle Harmon 
Cynthia Harmon Weller was an elementary school teacher in Lemon Grove, CA until she 

had to leave her work due to lipedema pain. After two surgeries, she is feeling better 

and appreciates greatly increased mobility. Jessica Noelle Harmon is Cynthia’s 

daughter and resides nearby in Murrieta,	  CA. 

 

About Karen L. Herbst, PhD, MD 
Dr. Karen Herbst is a board-certified Endocrinologist and Adipose Tissue Disorder 

Specialist. She practices at the University of Arizona Medical Center in Tucson, AZ. 
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