R

. R3S Subec
S PersomaBred Weather

Home ! Opinion ! Sports | Aris & Life | Toledo Business Link Exzclusively Online ! Special Section ! Wheel: ! Contact Us

scribe Friday, Febmary 6, 2008

Local Stock Cuotes E FTRADE' Live . ™™ Fom s Bl Adveriice
Stock Quotes ——rr—— ea ace ; =
F0.84 Traffic - | Listings w=fBSTh e Classified | Classified || |20 With Us
IEnter Symbol or Mame Maps — — Ade Ads S
Family faces challenge of two sons with brain tumors & KeyBank
Written by Brandi Barhite | Specizl Section: Editor | bbarhite@toledofreepress.com
Having one child with a brain tumor could be encugh to devastate a familv.
Hawing two children with brain fumors iz almost nmmagimable. Key Express
Free Checking.

Yet :omehow Chaon and Jodie Steiner of Toledo keep it
together, one dav, one doctor vizit, one bill at a time.

Amazing
Extras.

When thev leamed their first born, Braeden, had a brain
tumor; he was 16 months old.

*Our word was turned upside down when we found ocut about
Braeden. I mean, we didn’t know what to do,” Jodie said.

Their zecend child, Bronzon, was diagnozed with hiz fumor at Eradicate
18 months of age, shortly before Chaun lost his job in January extreme poverty
2008. & hunger
. . Jodie, Braeden, Bronzon and Chaun Steines. SUDDGI’T
We were dumbfounded and again devastated. Braeden had Cancern

just finished ChEﬂlE:- in June .ZI}I}_: EIEld Ergﬂsoﬂ waz diagnosed Worldwide
in September 2007. It was like we hit rewind and we had to go
through it agan.™ Jodie said.

“AMy thought waz, T didn’t smoke, I didn’t donk, T didn’t do anvthing wrong. I ate healthy and I took mv witamins and did
gvervthing T should for the pregnancy, and mv kids have bramn tomors® ™

Both Braeden and Bronson have neurofibromatosiz (INF), a genetic dizorder that affects 100,000 Americans, including
Jodie. All three have the NF tvpe 1 vanety.

The dizcrder affects people differently. Jodie never had anv complications, besides pea-sized bumps on her stomach that
first appeared during pregnancy.
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"We did go zee a geneticizt before we had Braeden™ Jodie said. *Our chances were 30-30 that the child would have NF
and there waz like a 4 percent chance thev would have a worsze caze than what I did™

Both bovs have optic nerve ghoma becausze of the genetic dizorder. Optic nerve ghoma iz a brain tumor on the optic
nerve, the nerve that controls wision. Braeden 1= legallv blind in one eve and wears glasses to prezerve his vision in his
good eve; Bronzon has no Tision problems. Braeden alzo has bowing of his leg and wears a brace because of the fraghty
of hiz tibia. One dav, the bone will have to be replaced with a steel rod.

“Having a zecond child, we thought the odd: of lum having the brain fumor were impozaible,” Jodie said.
‘The little bump’

A dav in the Life of the Steiner family 12 ordinary in every wav, minus the many trps to the University of Michizan Health
Svatem.



“We tell them evervthing that iz poing on with them,”™ Jodie zaid. "We talk about the tumors; we call it the Tttle bump’ in
their head. That iz why thev have to have the MRI, and we tell them thev are going to pet their sleepy medicine™

Braeden’: chemotherapy stabilized hiz tumor for now, while Bronson’s chemo iz reducing the size of his fumor. When 1t's
not chemo, it"s MBIz for both bovs, vizits to the optmologists and other checkups that will confinue for the rest of their
bves.

Braeden, now 3, attends all-dav kindesgarten at Wildwood Environmental Academy in Maumee, while Jodie 1z a
stav-at-home mom with Bronzon, now neasdy 3.

“He doesn’t have anv trouble giving anvthing a frv,” said school leader Ehizabeth Lewin of Braeden. “He does well on the
plavground. He tries really hard with American martial artz. He haz been just fabulons™

The bovz love to plav all kind: of sports, incloding baseball, bazketball, floor hockey, swimming and zoccer. Tthr alzo Lke
plaving Wi and rough-housing with dad.

“What I reallv appreciate in Alr. Stemner, and s0 manv of other parents, is that thev still incorporate the medical piece into
their kives, but ther don't let go of the childhood pieces of life,” said Sheila Morns, a child life speciahst for the University
of Michigan Comprehensive Cancer Center.

While dad loves to be home with hiz bovs, he said getting back to work iz paramount. Chaun lost hiz job az a health
insurance claims manager a vear ago becanze of downsizing. He has been locking for work since, malang do with
unemplovment, which iz about to run ouot, and help from family, friends and strangers. Tthr pav moze than 51,000 per
month for Cobra health insurance, which run: out in thiz spring. The bov: alzo have Medicaid.

“That iz kind of how we have staved afloat, but it is becoming harder,” Jodie zaid, noting that severance, savings and
money from a benefit for the bovs are gone or about gone. “We don’t spend foohshly; we take care of our kids. That iz all
we do”

Wolverines at heart
The Steiners do not consider traveling to Ann Arbor several times per month, 1f not week, inconvement.

"We went and got several opinions,” Jodie said after Braeden wa: diagnosed with his fumor. "We talked to doctors in
Toledo; we talked to doctors at the Cleveland Clinic and we talked to doctors at the University of Michigan ™

For the Steiners, ther felt best about the care in Michigan It': become a home awar from a home, a place their zons look
forward to mating,

“When vou have a familv who iz not plaving victim, it iz 20 inspirational for staff; it 1z 20 inspirational for other families)’
zaid R.E]l‘l Parent, parent coordinator for the University of Michizan Health Svitermn. Chaun serve: on the Mott’s Panent
and Fﬂﬂhl‘_l Advizory Council, which meets repulatdy to identify opportunities to improve relationships among patients,
familv and staff.

Parent =aid the Steiners consider themselres lncky. That often happens with families coping with illness, she said. Tth:
realize it could be even worze.

Both bovs have a good prognosiz as far az hiving, but learning dizabiifies are common with their dizorder, in addition to
more fumors, which may never go awar.

“T would change nothing,” Jodie said. “Cur kads are wonderful and are perfect. I wouldn't change anvthing about them.
ThE*_r have awesome personahties, distinctive laughs and love Lhfe and ther make it a lot more enjovable ™

"We would take 100 more just hke them,” Chaun added.
What is neurofibromatosis (INF)7F

The nenrcfibromatoszes (NF1, NF2 and Schwannomatosis) are a set of distinet penetic dizorders. Individual: with NF1 are
prone to develop bemgn fumors that prow on the nerves a.m‘mhc—re on oz in the body. NF1 can alzo affect other tizzues,
including bones, skin, blood veszel: and eves. MNeardy 30 percent of all people with NF1 have learning dizabilities.



How many people have it?

IWF1 affects about one out of every 3,000 births. NF2 is less common, affecting about one out of every 40,000 births. In
30 percent of cases, NF iz inherited from a parent. The remaning NF cases occur as the result of a mutation in the
sperm or egg cell

S8ignsz of NF1

Familv history

31z or more hight brown spots on the skin
Freckling under the arms or in the groin area
3mall pigmented bumps on the eve’s iris
Crptic ghoma

Skeletal abnormalities

B

Somree: Childvens Tumeor Fowndation
Wavz to Help the Stemer famuly

Team Steiner will again run event: on Mav 2 and Mav 3 at the Flving Pig Marathon in Cincinnati o raize money for
Children’s Tumeor Foundation (CTF).

CTF fundsz NF rezearch, az well as promotes awareness for NF and support: pecple with NF.

Chaun Steiner iz team captain for the Flving Pig this vear. To donate for the marathon, o to help the family in genesal,
contact Chaun Steiner at chaunsteiner(@vahoo.com.
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