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Little Girl’s Affliction Sparks Flowering of Creativity

By DEBORAH GOPSTEIN
n the close-knit community of
Greenmeadow, Calif., a 2.
vear-old girl diagnosed witha
rare Jewish genetic disease
cannot talk, but her spirit speaks
loudly enough to touch many peo-
ple beyond her neighborhoad.
There is no cure for the disease
afflicting Sophia Herzog-Sachs,
who was diagnosed with Niemann:
Pick Type A in early 2002 and
whose life expectancy is only
three years. Even so, her parents,
Richard Sachs and Karen Herzog-
Sachs, are committed to helping
others who [ace similar chal-
lenges. A foundation they started,
Sophia's Garden, has become the
incubator of a number of projects
that seek to harness the arts to
help Sophia and other children
with deadly genetic discases,
Miemann-Pick Type A is coused
by @ genetic mutation and results
in a build up of a fatty substance,

Tibetan-style flags
and ‘music of
the spirit.”

sphingemyelin, in the spleen, liver
and bone marrow. Type A, one of
four subtypes, is the fatal form
prevalent among Ashkenazi Jews
and is one of the two subtypes that
affect the brain,

One project ercated for Sophia
by a friend of the Sachses, cam-
poser Herl Moore, is an album of
11 short compositions of a type he
calls “genetic music,™ Moore got
the idea for “genethe music” from
a friend and spent the past year
writing music for Sophia’s Gar-
den, the first of what he calls his
"penotic series.” To create the
musie, he wsed the praperly fune-
tioning gene that is mutated in
Sophia's case and correlated cach
molecule of the DNA sequence
with different sounds. By combin-
fng the sounds and varying the
tempo, Moore created slow, sooth-
ing melodics. The 11-track album
is called “Sophia’s Garden.”
4 ar me the and resule is the
tmusie and the spirit of the music

rather than the technical under-

planlng,” he said,

Moore brought over cach track
he recorded for Richard and
Karen to play for Sophia, since he
wanted to create music that would
relax Sophia in the same way as

‘Sophia’s Garden’ Foxndation Surrounds Niemann-Pick Family With Prayer, Dance, Song

his gentle guitar strumming did.

“Sophin really liked it and so
did we. It kind of became a sound-
track for what we are doing, very
calming and supportive,” Richard
sajd.

“Herb just happened to show up
with the sound therapy for Sophia.
She really loved it and so did we.
She could sleep to his music,"
Karen

In the last track of the album,
“Of Sophia’s Seng,” Moore used
recordings of Sophia’s vocaliza
tions.

“Musically her volce is magi-
eal,” said Karen, whe recalled
Moore saying, “She has perfect
;uu:'h She can barely talk, but
she's got perfect pitch

Half of the sales from the
“Sophia's Garden™ album are
going to her foundation. Moore
plans on promoting his music by
offering it as “an invitation for
people to listen to and in some
way connect with the spirit of
Sophia’s community.”

A dance preject directed by
Judith Komoroske, a choreogra-
pher, might soon spin off of
Moore's album and possibly lea-
ture props portraying the intri-
cate  process of genetic
expression. “The arts are 1© help
us muke sense out of life,”
Komoroske said.

O a recent trip Karen, Richard
and Sophia took to the East Coast,
they brought Moore's album with
them when they met with the
director of neuresciences at Gen-
ayme, # drug company. He was so
moved by Sophin, the first Nie-
mann-Pick A child he ever met,
and inspired by hearing Moore's
CD that he ordered copies for his
whole staff,

A neighbor of the Sachses,
Rebin Modlin, has started a
“prayer flag” project for Sophia,
modeled after a program at
Lucille Packard Children's Hospi-
talin Palo Alwe, Calif. Participants
have decorated colorful flags with
prayers for Saphia, According to a
Tibetan tracition, when the flags
fly, they send the prayers all over
the world in the wind, The flags
décorate Karen and Richard’s liv-
ing room.

“It's created an environment
where Karen and Richard fee] like
they're surrounded by all these
peaple and their good wishes,”
Muddlin said,

Another friend is bringing a
prayer (lag to Sofia, Bulgaria, this
SHTmET,

Coining the verm the “Sophia
effect” to describe the communi
ty's reactlon vo the little girl, Mod-
lin said he thinks thar Sophia is
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song cycle for the afflicted baby. A €D of the compositions Is avallable from the foundation started by the Sachs family, Sophia's Garden.

“like a muse for people in their
ereativity."

The Jewish community alio
helps the Sachses by preparing
them dally meals. “We have four
different Jewish congregations
from Reform 1o Orthodox helping
us, bringing us meals, whicl
VOTY Unigue in one community.
‘They're all sharing e-mails trying
to figure out wha's galrlg to do
what, when,”

The feundarion’s 'Wuh site,
sophiasgarden.org, features a
“cirele of healing™ for Sophia thar
combines all these creative pro-
Jeets with trestments from both

Wastern and Eastern medicine
and foods fram thelr owi organie
garden.

“Without one of these links our
lives would be very, very diffi-
cult," Richard said.

Karen and Richard hope to
eventually expand their founda-
tiom and =) it forward" o other
families like their own.

“We're looking at doing more
outreach in terms of penctic test:
ing, but mostly for Ashkenazi Jow
ish distises,” Karen said.

The couple did go through pre.
liminary genctic testing befora
their pregnancy, but they were

not tested for Niemann-Pick A,
which many hospitals, ¢

. Moore compased o

each other,” M‘om-e said, “To offer
hody else’s 1

those in areas without alarge Jew-
ish population, do not offer in
their standard basket of tesis for
Ashkenazi Jews, Karen and
Richard are working to initiate a
policy requiring doctors to tell
patients about all genetic tests,
even those that are not offered an
their institutions,

The flourishing community that
has formed around Sophia leaves
orlookers awestruck and Casel-
nates participants like Moore.
"This is really one of the bost
things that we humans can do for

that at Inaul for a moment ma s
it a little more bearable.”

"It's been an enormously power
ful experience and I wouldn't
change anything about it She s
such a wonderful persen. I'm real-
Iy glad to have had the opporiuni
ty to know her. Our lives arc
forever changed by hes and
enriched,” Karen sild

“Az are probably & thousand
other people that have been
touched and are thanking s all
the time for Sophia,” Richard
added




