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Cycling or taking a walk is
not really possible

Melody (29) from Rotterdam has a boyfriend and a two-and-a-half-year-old son. She
lives on a Wajong benefit, also because of her hidradenitis. She was often found in
the hospital, especially during her puberty.

“I had eczema from birth,” says Melody. “And from my ninth year, the inflammations were added. A kind of
pimples in my groin. The GP was not sure what it was. He thought maybe it was the stress, because my
parents were divorced. It wasn't until I was twelve that I was properly diagnosed.”
Countless operations
Over the course of Melody's puberty, the disease increased in severity. “The pimples became real
inflammation, which manifested itself in more places. A month after the diagnosis I already had my first
surgery, because I was having trouble moving. They placed drains at my armpits and groin to drain the
fluid. At least that gave some temporary relief. But usually I was able to start over after a month or two.
Throughout my childhood I was often found in the hospital.”
In recent years, Melody has undergone a number of skin grafts. “That happened in the places where the
worst infections were: under my armpits, in my groin and on my buttocks. They used skin from my thigh
and stomach. I even temporarily got a stoma for that. I really doubted that, but some days I could barely
walk or get out of bed. Then such a choice is made faster. The inflammations sometimes come back, but
the disease has become a lot calmer. The transplants are the only thing that has really helped me so far.”
Need time to recover
As with many patients, Melody's inflammation and scars are under her clothing. “Usually you don't see it.
And yet I always feel it. My skin is much tighter because of all the surgeries. Cycling or taking a walk is not
really possible. I've been doing physical therapy for a long time, but my skin just doesn't stretch anymore.
Before the skin grafts, I never thought I would ever have a child. But now that my son is here, I notice how
heavy it is. Especially now that he no longer wants to sleep in the afternoon – I actually need that time to
recover. Fortunately, I do have help from lovely people around me, for example from my friend who is a
nurse.”
Because of her illness and all the treatments it is not possible for Melody to work at the moment. “One day
I can do everything and the next day nothing. I do want to work, especially since I've been at home for so
long. But at the UWV they also say that it is not possible under these circumstances. Even with
volunteering I had to stop again. I can't promise to be there again next week. That makes it very difficult.”
Find a nice doctor
Melody's self-confidence has been seriously dented by the HS. “Because of the HS I can't exercise and I'm
overweight now. I'm not proud of all those scars either. In the mirror I see a body that I would rather not
see. Yet I gradually learn to deal with it a little better. I don't feel like always hiding in a sweater anymore. I
can't just give up, I also have a son to take care of. I think it is important to tell others what hidradenitis
does to you and what it looks like. At the time when I needed it most, good information was simply not
available. My tip: in any case, find a good doctor who you really trust.”
For privacy reasons, Melody has chosen not to use her own name.
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