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At some point I really
wasn't myself anymore

Daniëlle (28) lives with her boyfriend and their dog near Eindhoven. Almost two years
ago she was operated on for thirteen infections on her back. She quickly returned to
work at the Tax Telephone Service, but the consequences of the operation were
actually far too severe.

“I think it took two or three weeks after the operation for the pain to manifest itself,” explains Daniëlle. “But
then it was immediately very intense. And the itching got so bad that I wanted to jump in front of the train,
so to speak. I wanted everything, but I was dead tired of the pain and the itching. I left employment sick
and am still on sickness benefit. ”
On the internet I came across HS
It took Danielle quite a while before she really took her illness seriously. “It started with one inflammation
in my groin when I was nineteen or twenty. It was only when the inflammations came to other places that I
went to the doctor. Thanks to a lot of research on the internet I came across hidradenitis. So I got a
referral to a dermatologist. Because I was still in a process with my ex to have children at the time, a skin
transplant was not an option, for example.”
To her amazement, Danielle found out that her sister-in-law also had hidradenitis. “That was three years
ago. She told me that much more is possible than just a skin graft, for example in the special department
at Erasmus MC. More than six months later, I first had surgery there on my back, because the
inflammations are the most painful there.”
Sit comfortably
At this time, the inflammations of the hidradenitis are variable in intensity. “It's now very much in my groin,
a bit under my breasts and there are some new spots on my back. If it's between your buttocks, you can't
even sit normally. At one point I only bought such a nursing pillow, you can put it in a circle to be able to sit
a little more comfortably.”
Daniëlle's partner is an international driver and usually on the road. “During the week I often have to do it
alone. Taking good care of myself is something I sometimes miss out on. I eat quite badly, I often don't
have the energy to cook for myself. I have now called in a meal service, which will deliver three meals on
Monday. So that I eat healthy at least three times. You have to be creative in finding solutions.”
A battlefield
In the very beginning of her relationship, she found it difficult to reveal herself. “And still do. I prefer to hide
my body. My partner is very sweet and he tells me he doesn't care. But even if he says it a thousand times,
it's still in my head that my body is a battlefield. I do step out of the shower naked, but in bed I still find
some things complicated. I'm way too scared that an ignition will just open."
The illness has a lot of influence on Danielle's self-confidence. “The fact that I've gained a lot of weight in
the last eight years, due to medication and lack of exercise, doesn't help either. At a certain point I really
wasn't myself anymore, I fell into a negative spiral. That's why I've been taking antidepressants for two
months now. “Do you notice any change?” I asked my friend recently. Yes, he said, you are finally happy
again. I also feel that I can do more and especially smile more. I still wake up in pain, just have more
courage to start the day. Sometimes you just need a little extra help from such a pill. ”
Do your homework
Daniëlle finds it quite scary to drive out with her story. “I mainly do it for others. I think there are many
people like me who only find out after a long search what exactly is wrong with them. Hidradenitis is still
too unknown to many doctors. I want to tell others: do your homework. And think about what the disease
really means for your body and your life. Be well informed.”
For privacy reasons, Danielle has chosen not to use her own name.
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