My Experience with the Alwyn Cream

I have a daughter who has Recessive Dystrophic Epidermolysis Bullosa HS. When we
first tried the cream we used it a couple of times, and expected to see results instantly.
The one constant with this disease is that people are always trying to give you things that
they think will either help the condition or cure it. So we have tried many things. SO
when we did not see results right away we just dismissed it as “Oh well this product does
not work” it smells good but that is about it.

Then about 4 or 5 months later while I was in New York for a fundraiser for DEBRA 1
met a woman who had a child with EB who had been using the Alwyn Cream. I was at
that time on the board of Trustees for the DRBRA organization. The woman and I were
having a conversation about DEBRA when she starting telling about the fabulous cream
she was using called Alwyn. I giggled and she asked me why I was laughing. I told her
that it did not work for us. Her child looked really good by the way, little to no bandages
on. She began to ask me question about how I used the product. After further discussion
she informed me that the reason this product did not work for us is because it is not an
overnight notice. That we would've had to use it for a period of at least two months, and
in the same area to see results. So I though Oh, ok that makes sense. Also I did not realize
that you can use this cream on open wounds.

So when we returned home we tried the Alwyn Cream again. My thinking was that well
ok, it has a nice smell, and it does not stain my clothes like the Aquaphor does so what
the heck, we will try it again, but this time with better instruction maybe it will work.

Everyone knows that with EB, and especially RDEB one of the common denominators is
smell. We change bandages every day, and we do a 45 minutes bath soak and bandages
every other day no matter what without fail. Even with this regimen we still have odor.
My daughter hates it, and frankly so do I. It is not a pleasant odor and it just makes her
feel even more in secure about herself. So ok we gave it another try.

This time we concentrated on her hands, and her neck area where it seems we were
having the most difficulty. We were having trouble getting her neck to clear up at all, and
with her hands we were dealing with very dry scaly, tight skin that was webbing fast.
After about 2 to 3 months we noticed that on the red hot wounds on her neck that we had
been using the cream on the skin now looked pink instead of red, and calm, not so angry.
Also the wounds were shrinking and closing and this had been a real problem for us for
some time. My daughter was telling me that it really helped with the itching and if there
was a spot that started to really bother her with itching she began to ask me for some
cream to put on that spot so that her itching would stop. Also the cream provides a
cooling feeling. When we use the cream on a wound that is angry and hot and red, my
daughter says the cream feel cool instantly, and that it helps with the pain of that hot
feeling.

On her hands, they began to get softer and more subtle and the scaling skin seems to
disappear. Also on her neck she was complaining of her neck feeling like it was tight, and







