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I don't like to expose myself

Hidradenitis started with lab technician Jill (26) from Amsterdam with a nasty bump
on her buttock. Because her Asian parents hardly speak Dutch, she had to figure
everything out on her own. She still finds it difficult to show her body, but is
gradually learning to deal with her illness.

“When I was thirteen I was there on my own, with the dermatologist,” says Jill. “Not only did I suffer from
the inflammation on my butt, but also severe acne on my forehead. In the course of my puberty, the
disease spread to more and more places. On my groin, in my pubic area, in my armpits, on my breasts…
But also random places such as on my head… I struggled with that for years. It would have been great if a
healthcare professional had guided me in this process.”
Stabbing pain
Active inflammation still hinders Jill from normal activities. “For example, if I have a spot on my buttock or
in my groin and I sit incorrectly, I immediately suffer from a stabbing pain. I often have trouble walking or
cycling. I've had many surgeries to get rid of inflammation. As a result, I have scar tissue in several places.
Not only is that ugly, but it also sometimes hinders my movement.”
The inflammations and scars almost always remain hidden from the outside world. “Hidradenitis is largely
an invisible disease. It is mainly in places where you wear your clothes over it. I remember when in second
grade we went to the pool with a group of friends. Then I made up an excuse, because I didn't want others
to see me in a bikini."
Get intimate
At the moment Jill is not in a steady relationship and still lives in a student apartment. On a date – in her
case with a girl – she often has to cross a threshold. “I don't like to expose myself literally and figuratively. I
used to think that no one wanted a relationship with me. Before we get intimate, I have to tell you that I
have a lot of scars and active spots. Soon they will think it is contagious. Fortunately, most girls are
understanding when I tell them.”
Jill herself also feels less confident when she's not wearing any clothes. “I don't like to stand naked in front
of the mirror. Although I also have acne scars on my face, luckily I can look a little better at it. I am slowly
learning to deal with my illness.
Especially by being more and more open about it. Despite the fact that people usually don't know how to
react to the fact that I have a skin disease. They don't expect me to be in pain or very tired at times, they
know me as a cheerful and enterprising person.”
Good to be open
Jill keeps his spirits up by holding on to the thought that life always goes on as usual. “Of course I've had it
with the daily routine of greasing creams, disinfecting, taking medicines… But in general I manage to pick
up the thread of my life again and again. I want to show people that this disease exists. And even though
you usually don't see it, it does affect how you feel and your energy level. I would like to tell other patients
that it is good to be open about hidradenitis, especially to the people in your immediate environment. It's
nice to talk about it, then it feels like your illness is allowed to be there.”
For privacy reasons, Jill has chosen not to use her own name.
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