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Connecticut Brain Tumor Alliance wants

to help patients and caregivers
by Lynn Woike
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Danbury Mayor Mark Boughton conducts a roll call of brain tumor survivors at this year’s 5th Annual Path of Hope presented by Saint Francis Hospital and Medical Center.

wo women, both diag-
nosed with brain
tumors within seven
months of each other,
along with five of their
family members who
took care of them, formed an alliance
that now provides the support that
wasn't there for them 12 years ago.

Tracey Gamer-Fanning of West
Hartford was 35 in 2006 when she
was diagnosed with a malignant
brain tumor, underwent brain
surgery and was told she had a
three- to five-year life expectancy.
When she came out, paralyzed, she
expected to be embraced by a sup-
portive, loving community of others
who had brain cancer, much the
same way those with breast cancer
or heart disease are supported.

Jennifer Pace of Simsbury was
diagnosed several months earlier
with an anaplastic astrocytoma
brain tumor. Her surgery was followed
by radiation and chemotherapy.

The mother of her neighbor,
Stacey Mairano, was diagnosed with
Stage IV glioblastoma in 2003 and
died 11 months later. Mairano and
her sister, Kim Hodnett, had cared
for their mother and had met Gamer-

Fanning. They introduced her
to Pace.

Together with Pace’s husband,
Andy, and Mairano’s husband, Ron,
they founded the Connecticut
Brain Tumor Alliance Inc.
in 2007, a 501(c)(3)

more than $2 million with a wine
dinner at the Mark Twain House, a
comedy night, trivia events, a gala
and Path of Hope, a 5K walk, run and
family-fun event in Fairfield begun
five years ago. The event, which
draws about
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patients. Our orig-
inal board was all
patients and care-
givers,” Pace said.

Ron donated
office space at his
business, Paragon
Insurance
Holdings in Avon, while a post office
box in West Hartford became the
mailing address.

The group’s first event was a
golf tournament.

Since then, they have raised

There are rarely
survivors of
brain cancer.”

- Gregory Shimer

from others,
including a
nurse affected
by brain
tumors in New
Haven who
raised $3,000
with a raffle,
and two sisters from West Hartford
whose father was bass guitarist Dan
Valente; they collected $1,600 with a
performance by his fellow musicians
to commemorate what would have
been his 65th birthday.

The money raised has been used
in various ways, including funding
brain tumor research and nurse
navigator positions to guide patients
through this diagnosis, to purchas-
ing equipment for hospitals, and
setting up patient assistance funds
at hospitals throughout the state to
pay for things such as basic living
expenses to transportation to receive
treatments so that patients and their
caregivers can focus on receiving the
care they need. “We can't help people
financially directly. They need to
seek out the patient assistant funds
at hospitals,” said Hodnett, the orga-
nization’s secretary.

“I think we've done a good job,” said
Pace, board president. “T'm sure
there’s always going to be more need
than we can meet, but we've done a
really good job to allocate enough
funds to sustain the programs.”

While the money is important,
CTBTA offers something perhaps
even more valuable: real life experi-
ence from brain tumor and brain
cancer survivors and their caregivers.

“Most people who are involved
in the CTBTA have been affected as a
patient or indirectly as a caregiver or
family member. I think only one or
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two people now have not been
affected at all,” said Gregory Shimer,
who serves as the organization’s
co-secretary.

“The key thing about it is they've
continually stepped up. They've kept
stepping up. They don't just write a
check and walk away. They help
other patients. They talk to other
caregivers,” he said.
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Nearly all members of the board of directors of the Connecticut Brain Tumor Alliance are survivors or their caretakers.

Executive Director Christopher
Cusano said, “We've all been touched
by this in some form or another.

We are intimately connected to this
cause and are very passionate about
it, which is unlike other nonprofits
and groups that dedicate themselves
to doing what we do - raising aware-
ness and research dollars.”

In 2008, he had three surgeries

for a brain tumor, one in 2012,
radiation in 2013 and a fifth surgery
in 2015. “Although mine was benign,
I was left with severe cognitive diffi-
culties. I was in law school at the
time. I was told, "Youre not going
back to law school. You will not
graduate law school. You'll be read-
ing Dr. Seuss books for the rest of
your life”

“They were wrong, thank God,”
he said.

“It was through severe per-
sistence and perseverance that [ was
able to overcome all that adversity
and get back to the point of graduat-
ing law school. I took the bar three
times, but didn't pass. I worked for
a law firm for 17 years until I came
here. I felt a desire to give back and
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* Facials
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Holiday Celebration -

Thursday, November 15th, 4-7 p.m.
+ Come and see what we're all about!
+ Specials on procedures and products
* Bring a friend!

Procedures and injections always performed by
Dr. Colleen Jambor, Board Certified Plastic Surgeon

Colleen Jambor, MD
Board Certified Plastic Surgeon

visit us online at www.mdrenewal.com

33 Dale Road
Avon, CT 06001
860.678.1800

Arts Unique is an

Art Gallery
Artisan Gift Shop
and Art Space

where special gatherings
with artists will take place

The gallery is currently displaying
works by local artists Elizabeth
Pite (pastels), Catherine Elliott
(oils) and Deborah Leonard
(acrylics), as well as ceramics

by Vicente Garcia.

The Artisan Shop features hand
made jewelry, clocks, prints,
cards and other very unique
gifts, all created by local artists.

Old Avon Village Shops
41 East Main Street
Avon | 860-470-3189

Artsuniquellc@comcast.net
Ei Arts Unique

STORE HOURS: Tues., Wed., Fri. 9am-3pm; Thurs. 5pm-9pm; Sat. 10am-4pm; Closed Sun. & Mon.
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Susan and David Lemkuil spend a moment with Dr. Michael Twohig and his

L

wife, Marybeth Twohig, at the Gala of Hope in May 2017.

help others and then this opportu-
nity presented itself and there was
no better job. T wouldn't have had it
any other way. This has all been a
blessing in disguise for me,” said
Cusano, who began in July.

“So when someone’s diagnosed
and they pick up the phone like I
did, [wondering], ‘Who do I turn to
and where do I go? We want peo-
ple to know that we're here to help
them. That they can call us and we
will guide them through this jour-
ney, he said.

“The first family we helped
were the Lemkuils out of West
Hartford, and then they joined,”
Shimer said, adding, “They've
been invaluable.”

Susan Lembkuil, a brain cancer
survivor, is on the board of direc-
tors. Her daughter, Emily, organiz-
es Teen Trivia Night at Kingswood
Oxford School. Previously, Emily’s
two brothers conducted the trivia
events at the school.

A Gray Ribbon Club was begun
in 2016 for those with a brain
tumor and those who love them.

“One just got her ability to
speak back and to drive. We're
talking about a woman who was
down, down, down. She’s pulled
herself back up and now she’s
pulling other people back up
with her. And that’s so super
important. I think that’s honestly
what makes us so different,”
Shimer said.

Pace said, “Our main thing is
for people to understand theyre
not alone. We'e here to help.”

“Whether youre diagnosed
with brain tumors or brain cancer,
weTe all inclusive. We're here to
help. Both malignant and benign,
pediatric also,” Cusano said.

“Cancer itself is intimidating,
It's an intimidating cancer be-
cause there is little to no progress.
There is little to no difference. It is
stupid scary. There are survivors of
breast cancer. There are survivors
of lung cancer. There are survivors
of all types of cancer. There are
rarely survivors of brain cancer,”
Shimer said.

“It’s not easy to lick. As it
grows, it affects your emotions,
it affects your cognition, it affects
your ability to move, it affects your
ability to move your bowels. ...
Even if it’s a small, little sucker,
it still affects you in major ways.

It all depends on where it is.

My wife’s is around her motor
stem, so she’s lost all her movement
in her left side.”

Location matters, Hodnett
agreed, explaining, “My mother’s
was millimeters from her brain
stem. ... Your brain does every-
thing for you. It took her before
it took her.”

Pace said the standard care for
brain tumors is surgery. If it’s can-
cerous, then radiation and chemo-
therapy are used as treatments.
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“It’s been that way since 2004. So
here we are in 2018 and they haven't
made any major advancements in
standard of care treatment for a real-
ly invasive brain tumor,” Pace said.
“We want Connecticut to become a
center of excellence for brain tumor
care. In our
efforts to
do that, we have

“We want people

because we wanted to help those
people” and the people who
love them.

Shimer noted there are 13
ambassadors around the state
loosely connected to the alliance.

“It’s not easy for us to get down to
Mystic. We have a
group down there
acting in our

partnered with to know that behalf. We have
hospitals ’ people in Vernon,
throughout were her e to help Torrington,

the state.” Hamden, Fairfield

It’s difficult
to develop a
drug to combat
brain cancer
because it would
be expensive
and only a small
percentage of
people need it,
she said.

“Even though they say there’s a
smaller percentage of
people who have brain tumors, to
those that have them, it’s a challenge
to survive and to live.”

Hodnett said, “We started

them. That they
can call us and we
will guide them
through this
journey.”

- Christopher Cusano

County,” he said,
adding, “We're
always looking
for more.”

Soon those
diagnosed with a
brain tumor will
be wrapped in
comfort, as
Gamer-Fanning
wished she was 12 years ago.

“A recent $2,500 grant from the
Newman Foundation is funding an
important new piece of our patient
outreach program,” Cusano said.
“Three hundred soft gray blankets,

Sarah Quirk, whose father died of a
brain tumor, made this gray ribbon
cookie. Gray is the color of brain
tumor awareness.

embroidered with the CTBTA logo
and gray ribbon for brain tumor
awareness and community, will be
made available to medical teams to
give to brain tumor patients, along
with a brochure about the alliance,
at the time of diagnosis, at the first
follow-up consult or at a later
appointment.

“The intent is to embrace the
patient - literally and figuratively -

o 3 Ji3 ARRAT AR
Onwy AT BEcker's FINE JEWELRY 1N WEST HarTrorD Center #(860) 521-3202
1 | HSL) S M & PR T m |

o

Becker’s Jewelry designed a bracelet,
necklace and pin specifically for the
Connecticut Brain Tumor Alliance,
which receives 20 percent of the
gross proceeds from sales.

with the warmth and support of the
CTBTA, and provide something they
can use again for comfort during
treatment.” WHL

For more information, call
860-264-5776, email info@ctbta.org
or visit ctbta.org.
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at Connecticut
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We have expanded our practice with the
addition of Dr. Nicholas Karter. He is i

now accepting new patients and offering | -

cosmetic consultations free of charge. '«

Dr. Nicholas Karter

100 Simsbury Road, Suite #203, Avon
499 Farmington Ave., Suite #210, Farmington
300 Hebron Avenue, Suite #202, Glastonbury

860-676-2473

Envision

Now offering
tile and an online
design center.

your space, -,
transformed! L
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Gas Firelogs

With the push of a button, you can enjoy the
beauty of a roaring fire right in your home.
Affordable and attractive, gas firelogs provide
your home with warmth without any of the
hassles of burning wood.

> Installation of Gas Line(s)
Installation of Gas Log Sets
Natural Gas or Propane
Maintenance Plan
Working Gas Log Set on Display
in Our Showroom
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