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Itis a/congenital metabolic disorder, a
disease involving the degradation of
meurotransmitters. It isnot fatal.
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' The young women can
- converse on a simple level
and perform daily tasks.
Amber even audits classes
at Brookdale. Her father
| hopes the courses, meally-
. just a formative experi-
| ence for her, will serve as
a benchmark for cognitive
performance when the
- drug becomes available.
. Both women study

- music — I-Ialay guitar and

Amber piano — at Beach

- Music Studios in Belmar,
~ where they learn basxc

- songs over fime.

Both are hvely and

* spirited and act in many.

b

R

ways like any other pair of

siblings.
“Don’t be rude, Am
ber,” Haley said, scol&mg
her sister for some appar-
ent slip.
Haley aﬁtendﬁ Hawk-
- swoed School, ﬁomnerly
, School for Chﬂdren in
. Eatontown. It serves chil-
* dren with autism, multiple
disabilities and preschool
dlsa‘blhues, according to
a the state Department of
- Education.
She cannot read and
- struggles mote than her
. sistet with speech and
8 normal darly activities.
Amber’s reading level is a
J source of debate betWeen

_ley rmght ask-me 10

Sy

Jess believes she is at a
second-grade level, but

~ Karen says she knows

only a few common words.
- Amber works at the

Avon Pavilion snack bar in :
. be were 7 and 9, Kar
LeVine | taughﬁ:th_ 1 to 1i
"“blcycles It took six '

the summer, stocking
shelves, handing out food

and sweeping outside, she

said. She also holds down a
part-time job at TGI Fri-
day’s in Eatontown,

“T like it, Nice people,”
Amber said, struggling to

respond andl being prod-

‘ded by her mother.
Memory problems are
what the LeVines hope
SGS742 can correct. They.
cannot process time,
something the drug might
change. | .
“They could get a
sense, a.gi‘asp:ndi? fime,”
Jess LeVine said, possibly
allowing them to learn|

how to. read and pen'form

Havmg two daughterl .
who need assistance with
most daily activities has
been a strain on both par-
ents.

“When you' eome thome
and yow're tired, you have
to dig deep,” he sald ‘Ha-

-ments
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daughters —JaquelI 29, and
Ali, 26 — help take care of
the daughters.
There have been family
milestones along the way.
When Haley and Am-

months of 2-faot incre-
renimade if a
contest. Affer six months,
they were able to pedal
around the block, she said.

- “Now we all go out once
a week and take a'bike
ride,” she said.

“It's freedom for

ﬁhem,” Ji ess sa1d “Like the

'take fotr granted g

The drug may provide
some f1 eedom*fonqthe
parents, but the women
most hkely will always
require superwsxon :
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