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THE REFLEX SYMPATHETIC Dystrophy Syndrome Association held its third annual walk

at Eisenhower Park on Sept. 15.

RSDSA fosters community
support at third annual walk

By BRIAN STIEGLITZ
bstieglitz@liherald.com

The Reflex Sympathetic Dystrophy Syn-
drome Association helped spread aware-
ness and teach hundreds about the rare
disease at its third annual walk at Eisen-
hower Park on Sept. 15.

“It makes me so happy to see that we
are making a difference to educate others
and provide a network of support,” said
Stacey Udell, the co-chair of the event.
RSDSA or Complex Regional Pain Syn-
drome is a disabling and debilitating neu-
ro-inflammatory disorder that Udell called
insidious as it does not always show on the
exterior.

Recently, Udell received a call from a
93-year old woman who has all the signs
and symptoms of the disease, but has
never been diagnosed and simply referred
to her ailment as “Burning Man” syn-
drome.

“She was so elated to learn that her
problem has a name, and a community of
support,” Udell said.

RSDS occurs when the nervous and
immune systems malfunction in response
to tissue damage from trauma, such as
nerve or musculoskeletal injury, surgery,
or immobilization. There is currently no
cure, effective form of treatment and diag-
nosis often takes months and sometimes
even years, according to Jim Broatch, the

executive director of the RSDSA.

“There are so many people affected by it
and it’s important for people to realize that
there’s support out there,” Udell added. At
the walk, participants unified to raise
awareness, fund better treatments, and
find a cure for the syndrome. Based out of
Milford, Connecticut, the organization has
been holding its walk for several years in
Central Park before expanding and mov-
ing to East Meadow.

Because of the rarity of the syndrome,
Broatch explained that many patients are
not receiving effective treatment. Obsta-
cles include accruing funding and proper
medication, as there is no medication sole-
1y used to treat the syndrome.

Recently, however; strides were made in
treating syndrome as it received national
recognition as a “rare disease,” giving
pharmaceutical companies the ability to
extend experimental trials and test new
medications known as bisphosphonates,
including ketamine. Broatch said that this
gives him hope for the future, but, as of
now, there is much more to be done to sup-
port those living with the syndrome.

Educational resources, sponsors, and
health professionals were on hand during
the walk, along with entertainment, raffles
and craft activities for children. While this
year’s donations are still coming in, the
event drew 500 participants and raised
over $8,000 already.
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VIEWFINDER

By SUSAN-GRIECO

THE QUESTION:
Pumpkin spice or no pumpkin spice?

| love to use pumpkin
spices in my baking,
and with apples in
season too, I'll be
baking apple pies, apple
tarts, pumpkin cake and
muffins.

ROSEMARY SENA
Retired

I'm originally from New
England, so | love it! To
me, it welcomes in the
fall and reminds me of
home.

LIZ O’KEEFE
Freelance
Video Producer

No pumpkin spice!
Would you believe I've
never had pumpkin-
spice anything?! The
idea of it is revolting to
me and | don't know
why!

ELLEN DeFRANCESCO
Website Publisher

We used to be each other’ best
ﬁ_‘lend but our relationship has dete-
riorated over the years. Too much
pressure, too many conflicts. Not
enqugh understanding, not enough
loving. Some days all we do is argue;
other days we barely talk to one

an‘otl.ler. If we could improve our j
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medication, as there is no medication sole-
ly used to treat the syndrome.

Recently, however, strides were made in
treating syndrome as it received national
recognition as a “rare disease,” giving
pharmaceutical companies the ability to
extend experimental trials and test new
medications known as bisphosphonates,
including ketamine. Broatch said that this
gives him hope for the future, but, as of
now, there is much more to be done to sup-
port those living with the syndrome.

Educational resources, sponsors, and
health professionals were on hand during
the walk, along with entertainment, raffles
and craft activities for children. While this
year’s donations are still coming in, the
event drew 500 participants and raised
over $8,000 already:

-

g Blocd rreasu:‘esﬁy -
v Donated To:

From: Sout 1
U =] il

h Nassau;

e , = : ; :
GUESTS WERE ABLE to form a network of support and speak with doctors, lawyers and
other medical professionals about the disease and hew to quell its symptoms.
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Speak to Someone Who Can Help

Linda Sapac

Licensed Psy
Individual, Marital, F
Nassau Herald C

www.PsychWisdom.com



