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Transplants transform a family
New kidneys give a Big Island brother and sister hope after years battling a devastating
condition
By Steven Mark
POSTED: 01:30 a.m. HST, Sep 18, 2014
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The miracles of modern medicine sometimes need
a bit of help from serendipity.

MEGAN SPELMAN / SPECIAL TO THE STAR-ADVERTISER
Now free to play like other children, Dominic Faisca, left, and sister
Julia roughhouse with brother Alex in the yard of their home in Hawi
on the Big Island.

Just ask the Faisca family of Hawi on Hawaii
island, now enjoying a life free of the worry and
anxiety that had dogged them for nine years. The
family's two eldest children, 9-year-old Julia and 8year-old Dominic, have survived a diagnosis of
terminal kidney failure and are now thriving with
transplanted kidneys they received in separate
operations over the past year and a half.
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Laughter comes easily now for Natasha Faisca as
she talks about the children she is raising with her
high school sweetheart and husband, Kapono
Faisca, in the tiny town at the northernmost tip of
the Big Island.

"They're so different now than before transplant,"
she said. "With my daughter, she was so quiet, she
didn't really do much. ... Now she wants to get into hula, she wants to wear makeup, she wants to do
dress-up -- typical 9-year-old girl things.
"With Dominic, he reminds me of one of those kids on the (Bill) Cosby show, 'Kids Say the Darndest
Things.'"
It was in the midst of a flu outbreak nine years ago that Julia, then just 6 months old, stopped eating,
recalls her mother. After a few weeks the infant was still unable to keep food down, and her weight,
normal at birth, was dropping. Even extended hospital stays couldn't turn things around.
Julia was medivaced to Honolulu and admitted to Kapiolani Medical Center for Women & Children "to
make her comfortable so we could say our goodbyes,"Natasha Faisca said. "They told us she was in
complete renalfailure."
But at Kapiolani, additional testing -- which took almost a month, with Julia hanging on -- revealed she
was suffering from cystinosis, a rare hereditary disease that causes crystals of cystine, an amino acid,
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to build up in the body. There are only about 800 cystinosis patients in North America, including
another one in Hawaii, said Dr. Paul Grimm, medical director of the pediatric kidney transplant program
at Lucile Packard Children's Hospital Stanford in California, where the Faisca siblings were treated.
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Dominic, born 20 months after Julia, was found to have the same condition but with complications. He
had to have a shunt placed in the back of his head to relieve a buildup of fluid around the brain, which
made him overly sensitive to light and gave him headaches.
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Over the years, the Faiscas' lives were consumed with finding help for their children. They went online
to find out about cystinosis and consulted with online support groups. They traveled to Honolulu
frequently and to the National Institutes of Health in Maryland for checkups.
Their physician here, Dr. James Musgrave, recommended they go to Stanford, where they were given
advice that enabled the children to keep their kidneys for several years.
"There are treatments that can be used to get the child to nearly optimal health," Grimm said, citing
mineral supplements, tube feeding and growth hormones. "Some people who are kind of lucky, they
make it without a kidney transplant ... but for the most common kind of kid, they need a transplant
before or just into their teenage years. The kidneys just burn out despite the best medical
management."
For Julia, that began to happen in early 2013. She was put on the transplant list and received a new
kidney at Stanford in the summer of 2013. Her recovery since then has been "awesome,"said her
mother. "She's grown just about 6 inches and gained 23 pounds in the first year."
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A few months after Julia's transplant, Dominic's kidney functions began to deteriorate, and though he,
too, was on the transplant list, doctors determined he needed to go on dialysis.
Like

53k

Dialysis can be particularly hard on children, Grimm said. Dominic would have had to remain attached
to the dialysis machine for four to six hours during treatment, three days a week. To accommodate the
machine, a catheter is inserted into the skin, and with Dominic's shunt, the catheter would have to go
into his heart.
So when the Faiscas landed in California on a mid-June evening for Dominic's initial treatment and
noticed a nurse from Stanford had texted them during the trip, they reacted with a bit of gallows humor.

‘Soul Sessions’ featuring Tavana

"We thought they were just checking in," Faisca said. "We were just joking around, and so we replied,
'We just landed. Do you have me an organ?'
"She didn't answer, so we get our luggage, head to the Super Shuttle, load everything and then she
calls me: 'How soon can you get to the hospital?' I was like 'You have to be joking!' They told us they
had an offer from Pennsylvania for him."
By the next morning, Dominic was on the operating table for the 51/2-hour transplant surgery.
"It's never routine," Grimm said. "It's always exciting when you put in the kidney and you see the first
few drops of urine. People are clapping when that kidney wakes up."
Faisca recalled, "The doctor comes out and said, 'Well, Mom, everything went well. He peed all over
the OR. ... That's a good thing. That means the kidney is awake.'"
Not only is his kidney awake, but to Dominic it seems to be an entity unto itself. He named it Sam, and
"every time someone came into the room and starting talking about his kidney, he'd say, 'His name is
Sam,'" Faisca said.
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The children still need to go to Oahu every couple of months and to Stanford twice a year for checkups.
The life span of a transplanted kidney is about 20 years, so they will need additional surgery.
Though insurance paid for the transplants, treatment and other major expenses, the Faiscas drained
their bank accounts and moved in with family to save money. Fundraising drives have helped some,
but Kapono and Natasha Faisca, both 29, have been unable to keep steady jobs, as they've needed to
go off island for their children's health care.
"We end up digging ourselves a pretty big hole, and then we try to climb out of it slowly but we never
fully get out of it," Natasha Faisca said.
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Still, it's worth it to see the kids thrive. Dominic is not allowed to run yet, and he and his sister will have
to avoid activities that involve frontal contact, but otherwise any activity is allowed. The Faiscas have a
third child, Alex, 6, who is not afflicted with cystinosis. He looks out for his siblings.
The children are back in class at Kohala Elementary School, which has provided them with school
supplies and takes extra care to watch over them.
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"Everyone there knows what's going on," Faisca said. "They knew when Julia was sick; they knew
when Dominic got sick. Everybody came together."
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