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CONQUIER: the patient woice provides an open forum for patients with cancer and
cancer survivors to address issues directly affecting their daily lives as they navigate
their diagnosis, treatment, and life as a cancer survivor. The official patient publication
of the Academy of Oncology Nurse & Patient Navigators (AONN+), CONQUER
features articles by and for patients with cancer, cancer survivors, caregivers, and nurse
navigators. This magazine is focused on issues affecting patients, their family members/
caregivers, and cancer survivors, featuring real-world stories from patients and cancer
survivors. CONQUER further provides updates on various tumor types, support services,
timely cancer news, and life planning for patients and survivors. This magazine is an open
invitation to all patients with cancer to share their experiences with others and take an
active part in their treatment and survivorship.
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EMPOWERMENT THROUGH KNOWLEDGE

The Cholangiocarcinoma Foundation:
An Invaluable Resource to Patients
and Professionals

An Interview with Stacie Lindsey, President, and Melinda Bachini, Advocacy
Coordinator, Cholangiocarcinoma Foundation

Stacie Lindsey

holangiocarcinoma (CCA)

is cancer of the bile duct,

a thin tube that connects

the liver and gallbladder
to the small intestine. The major
function of the bile duct is to
move bile from the liver and
gallbladder to the small intes-
tine, where it helps digest the
fats in food. About 8,000 people
in the United States are diag-
nosed with CCA each year, but
the actual number may be
higher, because these cancers
can be hard to diagnose and
may be misclassified as another
type of cancer.

Treatments for CCA are avail-
able, and research into new ther-
apies is ongoing. The treatment
of CCA depends on the size and
location of the tumor, whether
the cancer has spread, and the
person’s overall health. In many
cases, a team of doctors will work
with the patient to determine the
best treatment plan.
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Thus, it is important
that patients with CCA,
and the healthcare
teams that treat them,
fully understand the dis-
ease and its freatment
options, are aware of
available clinical stud-
ies, and receive the
support they need to navigate
this disease. The Cholangiocarci-
noma Foundation has been pro-
viding education and support
for patients with CCA and
healthcare providers alike since
2006, with the goal of being a
resource for all stakeholders in-
volved in this type of cancer,
and ultimately to find a cure.

Recently, CONQUER: the pa-
tient voice met with Stacie Lind-
sey, President and Founder of
Cholangiocarcinoma Founda-
tion, and Melinda Bachini, Chol-
angiocarcinoma  Foundation
Advocacy Coordinator, to talk
about how the foundation came
into being and the many activi-
ties the foundation is involved in
to improve the lives of patients
with CCA.

CONQUER: Stacie, can you
provide the history of the Chol-
angiocarcinoma  Foundation,
how it was formed, and the goals
you've set for the organization?
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Stacie: In the beginning, the
foundation was not a founda-
fion, it was just a discussion
board. My older brother Mark
was diagnosed with CCA in the
fall of 2005. | went online,
searched Google, and found a
few scientific articles; however, |
noficed the researchers’ names
at the bottom of those articles
and began to reach out and
contact these people. We got
together as a family and decid-
ed that there wasn’t enough in-
formation on CCA for us to help
Mark; we needed to contact
other families who were strug-
gling with CCA, gather informa-
tion, and find out where the best
places were to receive treat-
ment. This is how it started.

In 2005, we set up a discussion
board, and within the first week,
18 people were participating,
and they were all young. We
started having monthly phone
calls to share the different protfo-
cols and institutional direction
we were all getting. We were
gathering the information and
organizing it, and as fime went
on, more people were consis-
tently coming on the discussion
board from all over the world. At
that time, if you were Googling
“cholangiocarcinoma,” you were

conguer-magazine.com



going to find a few scientific arti-
cles, and us.

Three months before Mark
passed away, we were driving
home from chemo and he said,
“Stacie, what are you going fo
do when | pass awayg What's
going to happen to all the infor-
mation we've gathered, to all
these relationships you devel-
oped? We need to start a foun-
dation, because there are going
to be people who don't have
families like ours, who don't have
the help they need. How will
they make these connections,
and how will they get this infor-
mation? We have to do some-
thing to help them.”

The next week, we went info
Mark’s law firm and they helped
us set up the foundation. When
they asked us, "What do you
want to call the foundation,” we
had not even thought about it. |
asked Mark, “Should we name it
after you2" He said, “No. I'm go-
ing to pass away. This foundation
isn't for me; it is for everyone that
comes after me. We need to
name it so people can find it,” so
we named it “Cholangiocarci-
noma Foundation.” It was born
out of love for people my broth-
er would never know, but he felt
strongly that there would be a
great need.

CONQUER: How would you de-
fine the mission of the Cholangio-
carcinoma Foundation?

Stacie: The Cholangiocarci-
noma Foundation was founded
in 2006, and its mission is to find a
cure and improve the quality of
life for those affected by CCA.

CONQUER: Melinda, how did
you become the Advocacy Di-
rector of the foundationg

conqguer-magazine.com

A Interviews
- Interview:»Adv

EMPOWERMENT THROUGH KNOWLEDGE

Melinda: | was diagnosed with
CCA in 2009. | Googled “cholan-
giocarcinoma,” and happened
to stumble upon the Cholangio-
carcinoma Foundation. | re-
member getting on the discus-
sion board right away, reading
and gathering information.

| was a paramedic before my
diagnosis, so | had some medi-
cal knowledge. | knew that be-
ing diagnosed with this disease
wasn't good. | reached out and
started posting on the discussion
board, | began volunteering with
the foundation, and started in-
teracting with patfients and
caregivers on the discussion
board, helping them to navigate
the disease and providing peo-
ple whateverinformation | could.

Two years ago, | joined the
foundation as the full-time Advo-
cacy Coordinator. My role is to
talk to patients and caregivers
and help them navigate the dis-
ease. We provide the specialist
maps so that they can get sec-
ond opinions that are critical in
this disease. | help them look for
clinical trials. The biggest ques-
tions when | get contacted are,
“Where do we go? Who do we
see? Who are the experts in this
disease?” and "How do | find a
clinical trialg”

CONQUER: Let's review the
Cholangiocarcinoma Foundation
website (hitps://cholangiocarcino
ma.org). The foundation’s web-
site is an incredible tool for pa-
fients. Can you discuss the ele-
ments of the site, and how you
develop content?

Stacie: The confent for the
website comes from our Science
and Medical Advisory Board, as
well as from the publications we
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read and the conferences we
attend. We're taking in all this
information and frying to make it
understandable for patients. We
fry to give all patients who are
looking for help the answers for
any questions they may have.
The website also provides infor-
mation for healthcare profes-
sionals. Often, scientists, doctors,
and nursing professionals are
looking for information fo help
their patients. We provide them
with current information, includ-
ing professional, up-to-date, sci-
entific, peer-reviewed publica-
tions.

For example, “Mutations Mat-
ter” is a section of our website in
which we help educate patients
and community oncology pro-
viders on genomic profiling. We
wantfed to help community pro-
viders understand why it is so im-
portant that their patients with
CCA undergo molecular bio-
marker testing.

Mutations Matter has 3
prongs. The first is to educate
patients with CCA about the
importance of genomic testing.
Second is to educate communi-
ty oncologists who see these
patients. The third prong is a
version that covers all cancers in
which genomic festing is impor-
tant and for which a genomic
mutation in the tumor is a criteri-
on to be eligible to join a clinical
trial. We did 3 videos about mo-
lecular mutations, each cover-
ing one of these prongs, and the
version that covers all cancers
was sent to all the nonprofit or-
ganizations we had contact
with. We told them that this was
a gift, and that we wanted them
to share it widely within their
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FIGURE. Mutations Matter

FOUNDATION®

For patients with cancer, molecular profiling may provide access to effective,

personalized treatment options.

For more information visit https://cholangiocarcinoma.org/mutationsmatter.

communities, so that it would
help educate their patients
(see Figure).

Melinda: Our website also in-
cludes a section called “Cholan-
gioConnect,” which stemmed
from a caregiver who lost his
wife to CCA. When he reached
out to me in the beginning, he
had tried desperately to make
connections with people and
find information. When his wife
passed away, he was a single
father of a young boy, and he
felt strongly that he needed to
connect with someone who was
in the same situation. He pro-
posed the CholangioConnect
mentorship program, which
matches mentors to mentees
when they are requested. It's not
about giving medical advice,
it's about providing support and
the network that a patient may
need, especially when being first
diagnosed. The mentors help fa-
cilitate direction and are there
to listen. This has been very suc-
cessful for patients and for their
caregivers.

CONQUER: Please tell us
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about the Cholangiocarcinoma
Foundation Annual Conference,
which draws hundreds of health-
care professionals as well as pa-
tients and their caregivers.

Stacie: We are planning the
annual conference from the min-
ute the previous conference
concludes. We are diligently
monitoring the most recent news
from relevant clinical trials, pub-
lished articles, and meetings with
industry partners and other con-
ferences. We're watching for the
“next big thing” for our communi-
ty, in terms of what clinicians and
patients need to know. As far as
the speakers, we take informao-
tion, suggestions, and ideas from
the chairs, our Science and Med-
ical Advisory Board, and other
seasoned professionals.

For the 2020 Annual Confer-
ence, Rachna Shroff, MD, is @
co-chair, and she was an obvi-
ous choice. She is the principal
investigator in an important on-
going clinical ftrial for patients
with CCA, among several other
things. The other co-chair for
2020 is Jesus Banales, MD, from
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Spain, who is running a couple of
impressive scientific groups in Eu-
rope—the Europeans are doing
a lot of CCA research right now.
The US researchers and the Euro-
pean researchers have not been
very well-connected, yet this is a
global disease, so one of our
goals is to bring these research-
ers together at our annual con-
ference. We want this meeting
to be global in its reach and its
impact. | want the meetings to
be innovative, and | want the
chairs to feel that it is their meet-
ing. We work closely with them,
but we give them creative Ii-
cense to incorporate fresh ideas
intfo the conference—that is part
of the magic of the meeting.

Melinda: The first year, about
40 patients and caregivers
showed up, and the next year
we had more than 100. Last
year, we had more than 200 pa-
tients and caregivers at the con-
ference. They absolutely love it. |
always describe it to people as
a kind of a family reunion with
people you've never met. It's an
indescribable feeling for patients
and caregivers to be able to
connect with other people who
are in the same situation. Every
year at the conference, we do a
program called EPIC, which
stands for Engaging Patients in
Cholangiocarcinoma. In the
EPIC meeting, patients sit at the
table with researchers, physi-
cians, and industry representa-
tives, and they discuss topics
such as understanding clinical
trials or their molecular biomark-
er testing results. Including pa-
tients in the foundation’s annual
conference is a highlight of the
meeting.
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Stacie: About 3 years ago,
one of the researchers from Asia
approached me at the confer-
ence and said, “I've never met
a patient with CCA before.” He
put his hand over his heart and
said, "You've put CCA in my
heart.” This is what the confer-
ence is all about—creating the
opportunity for all the stakehold-
ers to be in one room, learning
together and making this per-
sonal. These interactions add a
level of depth and meaning to
everyone's work.

For patients who attend the
meeting, the truly hopeful and
motivating thing is watching and
listening to expert scientists and
clinicians from around the world
interact. These are professionals
whom the patients have only
heard about, and who are at
the forefront of CCA research. It
gives patients hope to watch
them make a presentation, and
then watch experts from distin-
guished institutions all across the
globe asking questions, sharing
ideas, and collaborating on fu-
ture projects. One of the core
values of the Cholangiocarcino-
ma Foundation is collaboration,
so the last couple of minutes of
every presentation is about col-
laborative opportunities regard-
ing what was just presented.

CONQUER: The Cholangiocar-
cinoma Foundation also funds
research and clinical investiga-
fions. According to the foundao-
fion's website, almost $2 million
in research and educational
grants has been awarded to

conqguer-magazine.com
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date. Can you describe these
activitiese

Stacie: We fund Research Fel-
lowship Awards for young investi-
gators, and these awards are for
clinical and basic science inves-
tigators. We funded 4 basic sci-
ence fellowships and 3 clinical
fellowships this year. We provid-
ed $365,000 in funding this year,
and we want to increase that
every year. We need the bright-
est, most innovative talent in this
field, and we need fo keep them
working on new, innovative
treatments for CCA. For exam-
ple, we fund the Mayo Clinic
Biorepository, which houses all
the information for our Interna-
tional Cholangiocarcinoma Re-
search Network (ICRN). All CCA
information that’s housed at the
Mayo Clinic Biorepository can
be accessed by any of the insti-
tutions or clinicians who are in-
volved in the ICRN.

CONQUER: You also fund edu-
cational activities?

Stacie: Yes, we fund many
pafient programs. We host re-
gional symposia; in fact, we
have just completed a sympo-
sium at the Cleveland Clinic.
We've hosted them across the
country, including Washington
University, the University of Cali-
fornia at San Francisco, and the
University of Chicago. The re-
gional symposia are mini-confer-
ences in which local community
clinicians can get updates on
what’s going on in surgery, clini-
cal trials, and radiation therapy
from cancer experts. There is
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also time for patients to ask
questions, and we fry to facili-
tate a gathering for the patients
with CCA within that geograph-
ic area to meet together.
Melinda: We want every per-
son diagnosed with CCA to
have the correct information
about this cancer, to understand
the treatment options, and to
have as much support as they
need. If they reach out to the
foundation, we can help them
every step of the way. It is very
important for people to know
that they are not alone. This
made all the difference in the
world to me when | was first di-
agnosed with CCA. If | could
wave a magic wand, | would
want every patient to connect
with us as soon as possible.
CONQUER: Thank you both for
your time today, and for all the
great work that the Cholangio-
carcinoma Foundation is doing.

PATIENT RESOURCES .

Cholangiocarcinoma Foundation
https://cholangiocarcinoma.org

Stacie Lindsey, President &
Founder
Stacie@cholangiocarcinoma.org

Melinda Bachini, Advocacy
Coordinator
Melinda.Bachini@cholangiocarcinoma.org

The Cholangiocarcinoma
Specialist Map
https://cholangiocarcinoma.org/misc2/
specialist-map

The 2020 Cholangiocarcinoma
Annual Conference
April 1-3, 2020; Salt Lake City, Utah
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