John Hudson update

1.

So what does a typical 4 year old with Epidermolysis Bullosa (EB)
deal with on a daily basis? Some things are better this year, some
things are worse. So here goes…..

What’s not so good?
John Hudson’s weight is not keeping up as it should. This is a
result of the internal blisters which affect his esophagus,
stomach and intestine. He is on high calorie drinks to force
more calories and protein in, but with little success.
Throat problems persist. Rough and sharp foods can
damage the esophagus leading to blisters, occlusion,
choking and vomiting. John Hudson loves potato chips –
but they can be deadly for a kid with EB.
John Hudson has two dysplastic nevi on his face, which are
considered risky and ? pre-cancerous. In anyone else, they
would be removed, but with EB, they are monitored and
photographed to monitor changes. Uugghhh.
John Hudson had his first bought of dental work due to
cavities and gum erosion. This is expected, as the teeth are
made of the same epithelium as the skin. We are trying hard
to manage his teeth so that he can eat well to gain weight –
this in spite of the constant blisters in his mouth and
tongue.
John Hudson’s fingers are continuing to curl and loose
shape. In spite of O.T. and attempts to wear hand splints, his
web spaces are closing and he is having trouble with fine
motor skills. We are hoping hand surgery to straighten the
fingers is far off.
John Hudson’s Zinc levels remain below normal in spite of
doubling his daily dose of zinc. This is likely interfering
with his wound healing and skin integrity.
Feet and shoes remain another problem. He has been
wearing the same pair of custom made shoes for over a year.
Multiple attempts to make new shoes, which he can tolerate
and walk in, have not fared well. This is an ongoing problem.
Dressing changes and baths remain a daily painful,
agonizing ordeal with relentless amounts of fear,
screaming, and crying. Pain medication did not work, nor did
anti-anxiety meds, so this goes on in a terrible, heartbreaking fashion.
The most difficult problem John Hudson is having of late
concerns his eyes. The corneal erosions are becoming more
frequent and lasting longer. These are very painful and
require days to heal while he is medicated and kept in a dark
room unable to see. There is no treatment for this (as with
all things mentioned above)
over for the GOOD news ----->

Thank God with the bad, there is always something good as well.

So what is better?…….
John Hudson is attending Pre-School 3 days a week (when he
is well) and having a great experience. He has a few little
girl friends who look after him and his nurse, Diane, is there
with him to get him through the day.
The most recent blood work showed John Hudson’s iron
levels have improved slightly. Good news for wound
healing and for battling anemia.
We are having some luck treating his wounds with Manuka
Honey which is a medical grade honey from New Zealand. It
is Hard to acquire and expensive, but has wonderful healing
properties.
A trip to the cardiologist for an echocardiogram showed
John Hudson’s heart is not enlarged, as was suspected.
Skin infections have been a bit better this year, perhaps
thanks to the wonderful job done by his nurses, his new
bathroom and the honey. VERY good news.
John Hudson finally toilet trained a few months ago and is
doing very well. As a result, his butt is doing well also☺
John Hudson’s bathroom downstairs is finished and
fabulous. There is room for supplies, he is using the tub and
we are in the process of installing a humidex to remove
mildew from the air. What a relief to have him out of the
kitchen sink!
Hudson’s Hope Foundation, Inc., named after John Hudson,
is still waiting for IRS approval. It could be any day, week
or month. We are waiting for this to become a reality as
there are so many kids and people who will benefit from the
Foundation, not to mention the awareness and research
for a cure that the Foundation will support.
John Hudson received a wonderful WISH from the Marty
Lyons Foundation and will be going to Disney World – with
the whole family in February. He so deserves to have some
fun and forget about the pain and daily suffering. Kalilla
and Teak and excited and we cannot wait to go!
That’s all the news for now. Thank you for remembering John
Hudson and please keep him, his nurses, Doctors and researchers
in your prayers.
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“Where there is doubt, let me sow faith,
Where there is despair……HOPE.”
-St Francis
www.johnhudsondilgen.com

