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Like proud parents everywhere, Terence and Carolyn Finn speak with pride about the
little girl with sandy brown hair and agap in her front teeth who took center stage in their
lives, littering their neet living room of art books, fresh flowers and Japanese prints with
atoddler'stoys.

Their eyes brighten when they talk about Emily'sfirst canoeride at Lake Mohonk, the
meticulous care she took when deciding which cartoon to watch, the little jokes she made
on the family couch.

But unlike other parents, the Finns must spesak in the past tense about Emily, their only
child.

A rare and severe form of a genetic metabolic disease carried her away from her
comfortable Ossning townhouse at the age of 2 years and two months. The genetic
maady — carnitine acylcarnitine trand ocase deficiency, or CACT deficiency, part of a
larger group of metabolic diseases that affect around 1 out of 15,000 births — made it
impossible for Emily to produce an amino acid that processes fatty acids.

Asaresult, toxins built up insgde her body and destroyed her vita organs. The disease
findly caused her heart to stop April 3, when she went to deep in ahospital room at New
Y ork Presbyterian Hospitd in upper Manhattan with her parents at her Sde and never
woke up.

Emily is dill center stage in the Finn household through the creation of amemorid
medica fund established in her name. The Emily Finn Thanksgiving Foundation, headed
by the Finnsin cooperation with an Episcopd church in Scarborough and the Faity
Oxidation Disorders (FOD) Family Support Group, will promote medica research and
offer assstance to families facing these types of diseases.

The Finns said they fet obliged to honor Emily's memoary by helping others who may
face asmilar predicament.

"It'swhat they cdl an 'orphan’ disease. Ther€s no initiative to study it because it affects
so few people” said Carolyn Finn, 40, who works in human resources for aManhattan
media firm. " She was our beautiful daughter, and through her short life, sheredly
supplied alot of medica knowledge, and a part of me would like to continue that e ement
of Emily, helping doctors to understand her condition. Part of me wants to continue what
Emily garted.”



Terence Finn, 32, an information technology specidist, said support from their family,
church and community was crucid, and it was time to repay the kindness they had
received. "Weve been so blessed, we want to help others,” he said.

The fund, which has dready received severd thousand dollarsin donations, could
provide afew vauable indghts into a condition thet islittle understood.

Dr. Wendy Chung, an assstant medica professor and the director of clinicad gendticsa
Columbia University, said, "We learned alot about the condition from Emily. Because
we only come across children like Emily one or two times ayear, it's hard to make greet
strides forward because the condition is so rare” Small advances into the treatment of the
malady "could be incredibly useful," she noted, and medical progress was often propelled
by committed group of activists. "A lot can be said for people pushing. Often timesit's
the squeaky whed that pushes things forward fagter,” she said.

Since Emily could not est norma food or baby formula, she subsisted on a carefully
prepared mix of nutritiona supplements and oils. The Finns are hoping better trestment
options might be developed in the future, and they are dso promoting public avareness
of metabolic disorders and the need to detect them at birth, since the earlier the diagnosis
is made, the better the outcome.

Newborn screening methods are set by individual states and vary widdly acrossthe
country. Advanced screening methods for babies that can test for more than 40 metabolic
diseases, which cost around $40 to $80, are not required in al states. New Y ork state
requires that newborns be tested for eight metabolic illnesses, as does Connecticut. Some
gates like Oregon, Massachusetts and North Carolina require testing for more than 30,
while Kentucky requires four, Utah only three.

The foundation for Emily Finn hasits address listed at St. Mary's Church in Scarborough,
where the Rev. Hillary Bercovici described Emily as"thislittle pixie of akid, with ared
force of character."

He sad the foundation would be afitting tribute. “Some kind of funding might increase
the life gpan of another child," said Bercovici, aformer paramedic. "'l can't think of a
better way to commemorate her. Thiskind of transformation, losing a child, is something
redly awful and to make it heding for others, it'sagood way to handle grief. To
tranform grief into hope, it'sawonderful thing.”
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