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Lab for FD Research Making Genetic Disease History

Research curtently underway in the Luboratory for FD Re.
Search at Fordham University in New York i providing impor
tant new insighs into the neurological impctof the mutaton in
the IKBKAP gene that causes FD. - We are also generating new
scientific and elnical proof of the ability of the tocotrienols to
improve the health of those with FD,

As 10" What's new” a our Lab, we have discovered the. fon of new
‘compounds capsble offurther reversing the impact of the mutaton that causes
FD. The luboratory is curently focusing on idenifying the mechanism by
which these newly identifid compounds enlhnce the production of the func
tional IKBKAP gene product, thereby helping those with FD t enjoy & longer
and more normal lfe.

One of the identified compounds i present in 4 commonly consumed food
substance, asily obtained and affordsble for all, The fuct that this compound
is routinely ingesed strongly suggests that there will be no danger of oxicity
‘when ingesed by those with FD, and early clinical studics underway indicate
ihis 10 be the case.

“There e many rescarch directons that we can snd should ke in the pursuit
of better health for those with FD. Withthe support of Cure FD, we are mik
ing good progress on some of these fronis

Berish Y. Rubin, Ph.D.
Professor, Department of Biological Seiences

Director, Laboratory for Familial Dysautonomis Researclh
Fordham University, New York

An Invitation

Please visit us OFTEN at our frequently updated website, wwvvcurcfd.
g - we think you'll enjoy our site! Als, et us help you with our ex-
cellent tibute cards for any occasion ($10 or more per card, mled for
‘you within 24 brs.) ---aso order our great logo tee shirts, $10 o more
e shit, 0 help rise avareness. Just call 310-459-1056 o e-mil s at
info@curefd.org.

‘We'd love o hear from you!
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From Our President

)

“This s been & remurkable year. We have experienced th in-
tensifying of the work on narural compounds at the Lub for FD Rescarch at
Fordham, and we ook forwand o the publication this year of 4 mjor artcle
on Dr. Rubin's discoveries. which have the potential t0 impact the many
netic “orphan” diseases which xist in children when they are born.

We hiave worked very hard this year 0 reach out into our community for their
caring and support — with our fll 2007 event, “Mking Music for 4 Cure”.
featuring world-famous magicians Amos Lefkovitz and Goldfinger and Dove,
and ourstanding pianist Yan Steindl of Iruel, with amazing young musical
talent from students at Milken High School. and with a very enthusiastic and
uppreciative audience

Our Annual Stay-At-Home Event in November gamered responses from il
over the country, and s always Cure FD Foundation sent the donations im-
mediately o the Lab st Fordlam University, where two trstments o help the
ehildren with FID have already been tred with very posiive rsults. - Please
Fead about it i the Research section of our website, wovcurefd org

And finlly,this past May, we held our Annual Cure FD “Walk 4 Kids with
FD". Our emcee was Josh Rubenstein, who s regulurly on CBS 2 und KCAL
9 News asthe Weatherman, Josh did sn outstnding job, and so did the host
of talented Kids who danced. sng, and played their hearts out, so that kids
with FD will be able 10 live longer and more normal lives!

“This year we found out how much we miss our wonderful and inspiring “post
er Kid" for FD, Danielu Saokne, who died of FD in March of 2007 at the
‘age of 17, None of us want 0 See that outcome for any of the odher many
hundreds of children born with FD. Because there are so many caring friends
of the children with FD, our uirly new snd small S01(c)(3) organization his
ready helped the dedicated staff o the Fordham Lab with aver $125.000 in
funding.

Ler's understand that this noble mission of ours is 50 very close 1 its suc
cessful conclusion - Dr. Rubin  in the next several years, plans t0 find more
atural Compound that grow the missing protein n the brain (as the frs two.
ompounds ate doing now). The result willbe thit al children with FD will
be abl to lead much more normal lives and wil ive o sce and enjoy thelr
dlt years.

Saving even one child's life s so inspiring. Imagine how saving hundreds
Of kids" lives must fecl! We thank you so much for joining i this hugely hu-
manitarian effort in the past and hope you'll be there for those with FD unil
we all can say, job well done!

Wishing you and yours the very best in e
Mavis Feinbery
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