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ADVOCATE 

HEATHER FERGUSON 
 
Insurance Coverage for Compression Supplies  

My name is Heather Ferguson and I live in Charlotte, North Carolina with my husband 

Brian and my twin boys, Devon and Dylan. I became an advocate for improving 

insurance coverage for compression supplies because Dylan was born with primary 

lymphedema. Of course we didn't know that when he was born. They were healthy 

twins, good size, full-term and everything, and Dylan just had a little bit of genital 

swelling. But the doctor said he didn't feel like it was anything to worry about, that 

babies are often a little puffy here or there and it should resolve in a few days.  

It kept getting worse and eventually he had some scrotal edema, and then the doctor 

felt that he probably had hydroceles, which he did, but that was not the full extent of it. 

So the swelling continued to progress down both of his legs until he had severe pitting 

edema in both legs and feet. At that point, he was two months old and we were there 

for our two-month well-baby visit, and the doctor became very alarmed, worrying that 

his heart was failing, and sent us straight from his office to the hospital.  

 

I was really wanting to fix the root of the problem,               
not constantly battling with an insurance company. 

 

And so we were admitted right away and we spent two nights and three days there 

where they ran every test that they could think of, all coming back perfectly normal, 

which in one sense was a relief, but on the other hand, when they said he might be in 

heart failure, part of me knew that wasn't true because I'd had two months with him at 

that point, and I felt confident that there wasn't anything wrong with his heart. 

Something wasn't right but it wasn't his heart.  
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Lymphedema Diagnosis for Dylan 
So all of that testing gave us no answers whatsoever. Everything was perfectly normal, 

and on the last day, just before they discharged us, the doctor came in and literally 

said, "We've been searching the internet and we found this thing called lymphedema 

and it might be that." And then we were sent on our merry way without any more 

explanation of what lymphedema is, where we could get a definite diagnosis, how we 

would treat him, what this really meant for him.  

So we were back at the pediatric surgeon within a couple of days and clearly he hadn't 

so much as Googled the word “lymphedema” because he seemed to know nothing 

about it and be extremely disinterested and dismissive to us. And after taking a quick 

look at Dylan, he just kind of shrugged and said, "I don't know. Let's keep an eye on it. 

Why don't you come back in six months?" And so at that point, I felt like we definitely 

weren't getting good medical advice and I needed to start taking things more into my 

own hands. 

So I got on the internet, and pretty quickly and easily found that we had a doctor right 

in our city who specialized in lymphedema and we had a clinic there, actually multiple 

locations where he could have been sent for treatment, and unfortunately, they didn't 

even refer us there. So we saw her and she could diagnose him on the spot because it's 

classic primary lymphedema. And from there, she referred us for treatment. So 

unfortunately, there was another wait because there was a wait to get in with a 

lymphedema therapist, so about another month went by. 

 

  I felt like we definitely weren’t getting good medical advice 
and I needed to start taking things more into my own hands. 

 

And we get in for treatment, and even though I tried to read what the treatment was 

going to be like, it didn't prepare me for what it was really going to be like. And I was 

horrified. I felt like he looked like the Michelin tire man, wrapped up, and I felt just 

angry. How could modern medicine not have anything better treatment-wise to offer 

my child? But I had to have faith that everyone was telling me that this was the right 

course of treatment and that we needed to at least try.  
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From day one, we were very strict about adhering to all of the protocols and he did 

respond very well to the compression. And at seven months, the doctor prescribed his 

first compression garment. That was whole other experience in itself because there's 

not a lot of fitters out there who have experience measuring a pediatric patient.  

 

Insurance Coverage for Compression Garments  
Eventually we were able to get some decent fitting garments and that very first set of 

garments was covered by our insurance. Then as soon as we went to order the second 

pair, they were denied. I was like, what's going on? It must be a mistake. We just need 

to re-submit it. So we did, and they came back denied again. And I said, "Well, you just 

covered the last pair. What do you mean these aren't a covered item?" And they said, 

"It was a mistake that we covered those." And I said, "Well, my son needs these. These 

are his treatment for this disease that he's going to have for the rest of his life."  

And so that began my struggle with coverage and my initiation into this world of 

beginning to learn why we have these coverage problems. So I reached out to others in 

the lymphedema community saying, what's going on? Why isn't my insurance covering 

this? I thought it was either a fluke or just a problem with our particular insurance 

company, and of course quickly learned that it was neither, that it was a widespread 

problem and I couldn't fix it by just getting a different insurance company.  

 

So she agreed to work with me to introduce                             
a state legislation in North Carolina to create a     

Lymphedema Treatment Mandate. And we had the very   
good fortune of having the stars all aligned for us, because 

within four months’ time we introduced and passed            
that bill, and had it signed by the governor.  

 

So at that point our immediate need was just to keep him in garments. So I continued 

to pursue the appeals and the denials and after about nine months I think it was, I had  
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exhausted all of my internal appeals and the insurance company was refusing to grant 

me an external appeal. And throughout this whole process I'm providing them with 

letters of medical necessity from the doctor, position papers from the National 

Lymphedema Network, all of the evidence that I could gather to send, and I felt as 

though none of them were even being read. I was just getting form letter denials with 

stock language and that was very frustrating. So already at this point in my mind, I was 

feeling like I'm going to be doing this for the rest of his life. And I was really wanting to 

fix the root of the problem, not constantly battling with an insurance company. 

 

Advocating for Lymphedema Legislation 
So I reached out to my state representative, and I'd never reached out to any elected 

official before. I just found her on the internet. She seemed like a real nice person. The 

website said something like if you or your family needs help, please contact me. And I 

quoted her website when I wrote to her and I literally didn't even know if I'd hear back 

from her. And thank heavens, she's one of the good ones out there. She was incredibly 

responsive, got back to me the next day, and from day one, she just did everything she 

could to help us.  

So she contacted our insurance company, and of course they were more responsive to 

hearing from her than they had been with me, and they agreed to have their medical 

director review the case. So we got that under way and about another nine months 

goes by. Meanwhile, we're talking about in the life of an infant, so this feels like forever. 

So after all that, they finally come to a decision, and their decision is that they're going 

to cover his garments for a year. And I was prepared to lose that battle and have them 

continue to say no, but that kind of answer never crossed my mind. And it actually 

made me more angry because I felt like they were acknowledging the medical 

necessity that he needed them and how important they were, but yet still not wanting 

to step up and fulfill their responsibility. 

So having seen that I had done all I could really do with this insurance company, we 

took our year of coverage for the garments, but I immediately said to my state 

representative, “I want to work on passing the legislation. I can't go through nine 

months to a year or more of a battle every time he needs a new garment.”  
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So unfortunately, we’re left with, really, the most difficult 
path to make these kind of changes is through 

legislation…We need to change the statute so that 
compression supplies can fit into one of these categories. 

And so what the Lymphedema Treatment Act will do is add 
compression supplies to the DME benefit category.  

 

So she agreed to work with me to introduce a state legislation in North Carolina to 

create a Lymphedema Treatment Mandate. And we had the very good fortune of 

having the stars all aligned for us, because within four months’ time we introduced and 

passed that bill, and had it signed by the governor. And it's only now that I've had a 

little more experience that I can realize how truly incredible it is to do that in four 

months, even with a piece of state legislation. 

So I was grateful for being able to pass the state mandate, but I felt that it's unlikely 

that Dylan's going to live in North Carolina the rest of his life, and even if he did, this 

wouldn't give him coverage once he goes on to Medicare, because the state mandates 

don't apply to Medicare. So I really always had my eye on the final goal, which was 

fixing the root of the problem, which was the fact that Medicare doesn't cover these 

items.   

So unfortunately, we’re left with, really, the most difficult path to make these kind of 

changes is through legislation. But that’s what we need to do. We need to change the 

statute so that compression supplies can fit into one of these categories. And so what 

the Lymphedema Treatment Act will do is add compression supplies to the DME 

benefit category, not by changing the general standard of longevity that things need to 

meet in that category, but just making an exception for these items so that they can fit 

somewhere.  
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About Heather Ferguson 
Heather Ferguson is Founder and Executive Director of the Lymphedema Advocacy 

Group. She successfully worked to pass the North Carolina Lymphedema Diagnosis and 

Treatment Act (2009) to ensure insurance coverage for medically necessary 

compression supplies. She is currently raising support for passage of the Lymphedema 

Treatment Act, which will ensure Medicare coverage for compression supplies. 
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