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Imagine an act i ve and v ivacious teenage girl w ho is as healthy
and v ital as her classmates. Just imagine her be ing an av id soccer
p layer and dancer w ith a dynamic social l ife, one w ho possesses a
cheerful demeanor and a v ibran t smile that cou ld ligh t up a room.
A nd imagine that this girl, at the age of 14, suffers her f irst grand
mal se i z ure; an ominous incep tion of w hat would later be d iag-
nosed as an excep tionally debilitating and progressi ve d isease,
changing her l ife forever. N ow imagine that this beaut ifu l child is
your daugh ter.

She is our daugh ter, C he lsea G erber, a beau tifu l, smiling, sweet
and lov ing, 18-year old Danville girl w ho is dy ing. C he lsea has
Lafora d isease, an exceedingly rare but terribly debilitating form of
epilepsy w hose v ictims number in the hundreds. This genetic
se i z ure d isord er p rese n ts itse lf in u ncon trol lable shakes
(m yoclonus), horrible se i z ures, and trem endous loss of cogniti ve
ability. It typically takes its v ictims w ithin ten years of onset. A s if
such an affl iction were not enough, Lafora d isease cannot be con-
trolled w ith medicat ions. There is no cure.

Lafora has taken so much from Che lsea. Today, four years from
her first se i z ure, our daugh ter is unable to walk w ithou t assistance
and requires the aid of a w hee lchair to go from place to place. O nce
a bubbly and talkati ve chatterbox, she rarely speaks. She se ldom
eats due to her inability to swallow  and rece ives nourishmen t
through a feeding tube. Che lsea, w ho was modest and prou d,
requires round-the-clock care and assistance as she no longer has
the autonom y to care for her personal needs. W hat Lafora has not

taken from Che lsea is her pure and rad ian t smile. W hat Lafora w ill
not take away from us, her family and friends…is hope.

O u t of desperation, w e began a foundation called C he lsea's
H ope-Lafora C hildren Research Fund. Lafora, because of its rare
disease classificat ion, is most often misdiagnosed, rece i ves l ittle to
no governmen t funding, and has only a fe w medical experts in the
world. W ith some d il igent and thorough research (and perhaps a
miracle or t wo), w e connected w ith D r. A n tonio D e lgado-Escueta,
th e w or ld 's fore most Lafora exp er t, doing research at th e
U niversity of California at Los A nge les (U C L A).

C he lsea's H ope was born w ith love and determination to make
a d ifference for the children and the ir families w ho have been d iag-
nosed w ith Lafora. With the he lp of leading researchers, w e have
been able to provide a v ital l ink for both families and neurologists
to gain important medical information as we l l as educate the rest
of the world abou t this painfu l d isease. The families of these chil-
dren had no p lace to go and no community to lean on. In addit ion
to dealing w ith the horrors of this d isease, they w ere isolated in
the ir fears and concerns for the ir children. With C he lsea's H ope,
w e have created a home and a net work for all families w ho live
w ith this horrific d isease.

Though times are tough all over the world, those of us w ho live
in the Bay A rea know that w e are priv ileged. We l ive in an area
w here there are abundan t resources along w ith superb hospitals
and serv ice prov iders. O ver the past several years, Danville and
the Tri-Valley area have joined hands to ce lebrate w ith C aptain
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"Sully " Sullenberger w hen he landed the p lane
in the H u dson and saved so many lives. We col-
lecti ve ly mourned w hen the Pack family lost
the ir beau tifu l children because of a drunk
driver. Today we ask that the wonderful spirit
of our Danville community he lp us w ipe ou t a
d isease.

We are desperate to raise funds so that no
other child has to lose so much, no other family
has to watch the ir be loved child struggle to
u tter a word, and no other researcher loses the ir
job due to lack of funds. Che lsea and all of the
other children around the world suffering from
Lafora d isease deserve to have more stu dies
cond ucted to cur tai l the i r su ffering. M ore
research w ill lead to fe w er children be ing born
w ith this fatal d iagnosis. 

Please v isit us at w w w.C he lseas H ope.org
and donate w hat you can; we sincere ly appreci-
ate any and every donation. A ll con tributions
go d irectly to the Lafora C hildren Research
Fund at U C L A and are tax deductible. See w hat
you can do to he lp and make a positi ve d iffer-
ence in the l ives of these aff l icted children.

"A lone we can do so little: together we can
do so much"…Helen Keller

C he lsea G erber, her father, H oward, mother,
L inda and brother Collin.
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