do to help too.

RND stands for Relex Neurovascula
Dystrophy, also known as RSD Rel3ex
ympathetic Dystrophy, or CRPS Comple
Regional Pain Syndrome

My Personal Story of Pain

One day in Hebrew School, January 29, 2008 to
be exact, my foot started to hurt. | told my parents
when | got home. In typical Chinn-home fashion,
they ignored me. But the pain was still bothering
me days later. My mother eventually took me to
see Dr. Zamarin, an orthopedist. The X-ray was
negative, but the part of my foot that hurt is a joint
that is often sprained by dancers like me. | was
able to use a walking boot to get around. Weeks
later, | was feeling even more pain and it hurt too
much to put the boot on. | couldn!t even put my
foot on the 3oor and | couldn!t stand on it at all.
The pain was burning, throbbing, and terrible. My
foot hurt to the slightest touch. | couldn!t put on
shoes or sleep with my foot under the covers. |
hopped around until we borrowed some crutches.
We went back to Dr. Zamarin who diagnosed a
pain syndrome and told me to start physical
therapy.

My mom started researching Pain Syndromes
and RSD, which no one thought | had because it
comes with another set of symptoms like sweaty,

he pointed out that my foot was swollen, blue, and
cold to the touch. This made my parents really
nervous. For those who think pain syndromes are
all in your head, this was what convinced my Dad
that something was seriously wrong. My parents
found a website for an organization called RSDSA.
They helped us bnd a doctor in our area who
specialized in children with RSD and CRPS. It
turned out my friend and pediatrician, Dr. Mattone,
knew the same doctor at CHOP, Dr. David Sherry
continued on next page....

My Mitzvah poject is to raise awaness about a medical condition called &el3
Neumwovascular Dyswwphy RND. | plan to raise money for twegt oganizations that help
people with this condition. One is RSD&Mich helped me locate a doctor and supports
reseach and awaeness for this condition. The other is CH®Rich runs an intensive, in-
patient, 2-8 week therapygayram for childen suffering fom RND. Pleaseead this, so you ca
learn moe about RND, how it affects me personally and why | want to help, and what you

Thank you for helping! Ellen Chinn

shiny skin. When we went to the physical therapist

RND is a short circuit in the spinal
cord. Usually, pain is a response to an
accident or injury like stepping on a
tack. The damage sends a signal
through the pain nerve to the spinal
cord. The signal is then transferred to
the brain, which recognizes the signal
as being painful. The abnormal short
circuit sends the signal to the brain and
to the neurovascular nerves that
control blood ow through the blood
vessels, causing them to constrict.
This turns the body part blue and cold,
like when you wrap a rubber band
around the tip of your bnger. This
response, the clamping down of the
blood vessels, is controlled by the
Sympathetic Nervous System, which is
what keeps us from bleeding to death
when you cut your bnger. The
decreased blood 3ow causes pain,
which goes across the abnormal ref3ex
and causes a further decrease in blood
ow leading to even more pain.
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My Story cont. My mom found a video on youtube of a girl
and so we were able to get in to see him who had been in Dr. Sherry!s program.
pretty soon. He conbrmed my diagnosis. She was doing DDR (Dance Dance

He made me do a lot of really hard painful Revolution) in the video when she got
things, like wear a shoe, and he wouldn't let home from her stay at CHOP. My parents
me use my crutches. Dr, Sherry said | had got the great idea to make DDR part of my
to resume all of my normal activities while | physical therapy. It forced me to stand,
was doing physical therapy. He runs a shift my weight, balance, and put weight
program at CHOP for RND where kids have on my feet. It hurt A LOT, but it was a

to do 5-6 hours of physical therapy a day, good distraction, because | liked the

but the waiting list is about a year long. | dancing and the music. | would like to
continued to see a physical therapist 3 raise money for the kids at CHOP to be
times a week, but my parents did therapy able to have a WII, DDR, WII Fit, and

with me 3-4 hours a day to help me get Guitar Hero, to make their therapy more
better. After 8 weeks of physical therapy, | fun. My goal is to raise $500 for these
was functioning and the pain was less, but things and $500 for RSDSA which raises
it took even longer to fully go away. Before awareness, supports families coping with

too.

| was extemely lucky to have a Doctor diagnose my condition after yestMeeks éim onset.

Many patients go months and even years with their condition worsening befag diagnosed. |
was also exemely lucky to ird a physical therapist who knew and haghted my condition befer
Though | haven't been thugh the in-patient pgram at CHOH am lucky to have DSherry help
me to get betterl am fortunate to have been able to do the therapy on my own, but many othg
much worse off and suffeetnendous pain while waiting to get inta Bherry's ppgram. Last
Memorial Day | sprained my ankle playing Cagtiine Flag and had aalge of my RND. | went to
see DrSherry and again he made me stop wearing my ankle brace and start walking on it. It
but | got better | still occasionally have RND pain. When | see others with various injuries usij
crutches, it always makes me cringe wondering what happened to them and how long have t
suffering. | hope they don't end up goingtigh what I did.

Thank you felading my story

Ellen Chinn

Any contr ibution you can make t oward the pu rchase of the WIl an d games and
RSD research would be greatl y appreciated.

Please join me for a Walk on Sunday, April 25, 2010 at TBI thatlw ill be ho sting
to raise Money. We're walking f or tho se who can't!

Cash or c hecks made outt 0o CHOP o RSDSA can be broughtt othewalk or sentt o

me at: 105 In terlachen Rd. .
Reflex Sympathetic

Bl ue bell, PA 19422
P—l The Children’s Hospital of Philadelphia’ DYSUOPhY Syndmme
Association

Hope lives here.




