Terry and Deanna Griffen of Inverness founded the lllinois
branch of Andrew’s Buddies, an organization to fund research
for children with spinal muscular atrophy, a little-known dis-
ease that is the leading genetic cause of infant death in the u.s.
Their daughter, Courtney, 4, was diagnosed with the disease a

year ago. Daily Herald Photo/Joe Lewnard

them busy.

The Inverness couple, who met at
the University of Illinois, were enjoy-
ing a life raising their family in the
Northwest suburbs.

But when their 3-year-old daugh-
ter, Courtney, began experiencing
difficulty climbing stairs and per-
forming other movements, the Griff-
ens sought the help of a physician.

It was then that they discovered
that Courtney, a vibrant little girl
with dark hair and eyes to match
her mother’s, had spinal muscular
atrophy, the No. 1 genetic cause of
death for infants in the U.S. The dis-
ease affects 20,000 children a year.

Spinal muscular atrophy is a little-
known hereditary disease that has a
1 in 4 chance of occurrence when
two adults who carry the SMA gene
parent a child.

The disease has three types. At its
worst, it can cause death before the
age of 2. In its most mild form, it

Type Three SMA, the mildest form.
She has difficulty climbing stairs,
falls down often and gets weak when
performing activities such as run-
ning and riding a bicycle. The Griff-
ens moved to a ranch home in Inver-
ness two months ago from Hoffman
Estates to make things easier for
Courtney.

Only one month after Courtney’s
diagnosis, Deanna Griffen was
watching television one morning
when she caught the end of a
“Today” show profile of a boy with
SMA. The boy was Andrew Slay,
whose parents founded Andrew’s
Buddies in 1991 in Richmond, Va., to
fund research for the disease.

Deanna Griffen recalls that she
and Terry were immediately drawn
to the segment and phoned the orga-
nization’s headquarters. They began
receiving literature and information
about the group and the disease.

By the spring of 1997, when

Andrew’s Buddies was that the orga-
nization directly funds research.

In 1991, when Joe and Martha Slay
heard about a researcher at Colum-
bia University who was working on a
gene search for SMA, they raised
the $100,000 needed for a gene
sequencer to make the researcher’s
DNA sorter 20 times faster. Contin-
ued funding led to the 1994 discovery
of two genes that are thought to
cause the disease.

Terry Griffen said their three days
spent in Richmond were an uplifting
event. “(The Slays) provided a great
role model, a great inspiration for
us,” he recalls.

Ten families from across the coun-
try attended the event. There are
now eight branches of the organiza-
tion in six states.

Upon returning home, the Griffens
contacted a number of friends and
relatives to inform them about their
organization and seek help in pro-

date we've raised about $10,000.”

The first fund-raiser for the
Andrews Buddies of Illinois will be
on Halloween night. The event,
“Pumpkin Smash,” will be held at
Goebbert's Pumpkin Farm in South
Barrington and will inciude games,
entertainment and food. The Grifi-
ens chose the location because it is
a favorite of Courtney’s and her
brother, Kevin. They hope to raise
$25,000 from the event .

The Griffens said they deal with
Courtney’s condition patiently and
know when she is ready for the next
step. “We take it day by day,” Terry
Griffen said.

Deanna Griffen said Courtney
does not fully understand what SMA
encompasses, but she knows she
has “weak muscles.”

“She knows there is this boy
named Andrew and when they find
something to help Andrew, it will
help her,” she said.



