
Helping Patients and Caregivers Affected by
Fibrolamellar Carcinoma

 
October Message from the Founder

Dear FibroFighters Community,

Every October, we unite for Fibrolamellar Cancer Awareness Month - a time to spotlight
Fibrolamellar Carcinoma (FLC). This rare and oftentimes aggressive liver cancer must be
treated as its own entity, not grouped with other liver cancers. After years of working with
patients, we’ve seen how late diagnoses and limited understanding impact lives. Awareness is
more than a word; it drives research toward better treatments, empowers patients, and brings
hope to families.

At FibroFighters Foundation, we are committed to serving patients and families affected by this
disease. Here are some recent accomplishments we are excited to share with the community:

We reached our 600th case discussed with our biweekly tumor board panel.
Added metabolic testing to our Nagourney Lab Fibrolamellar Functional Profile assay.
Natera launched its new Signatera ctDNA panel, offering improved monitoring of
disease.
Updated FLC customized patient BostonGene Tumor Portraits to be available by year-
end.
Medical Director, Dr. Paul Kent, and his team are collaborating on key research papers
and abstracts.

We remain steadfast in our mission to
Advocate for patients and caregivers using our unique approach to help achieve better
outcomes.
Educate the global community and medical professionals.
Fund programs that expand treatment options, including our International Tumor Board,
BostonGene Tumor Portraits, Signatera ctDNA monitoring, and Nagourney functional
drug profiling assays.

So, join us this month in spreading awareness! Share stories, participate in events, and support
or create campaigns like #OurPromise4Fibro. We are stronger together as a community,
combining our collective knowledge, resources, and passions to slay the fibrolamellar beast
together!

Sincerely,

Tom Stockwell

Announcements & Upcoming Events

October Liver Cancer / Fibrolamellar Cancer Awareness Month
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25 October Patient-Sponsored Fundraiser in Arlington Heights, IL. Medical
Director Dr. Paul Kent and Patient Advocate Laura Golian will be speaking.

1 November Gianna's 'Nash Bash' in
Nutley, NJ benefitting Gianna's Cheers
for Hope. If you are local and want to
attend, or learn more and donate, visit
giannashope.org/events

 

Community Corner: Recognizing Fibrolamellar
Awareness Month

October is known as Liver Cancer Awareness Month, and at FibroFighters Foundation, we
want to highlight Fibrolamellar Carcinoma during this important month. Since Fibrolamellar is
such a rare type of liver cancer, we must consider it distinct from other liver cancers, like HCC.
Here are some notable distinctions and facts about fibrolamellar carcinoma:

1. Rarity Fibrolamellar carcinoma (FLC) is a standalone cancer and should be diagnosed
and treated as such! There are between two and three hundred cases reported
worldwide per year.

2. Demographics FLC most commonly affects adolescent and young adult (AYA) patients.
We have seen patients as young as five and rarely over 50. However, typically, patients
are between 12 and 30, with the median age at diagnosis between 20 and 21.

3. Etiology FLC is the result of a specific genetic abnormality: the formation of a fusion
gene called DNAJB1-PRKACA. Unlike conventional liver cancer, the etiology is not
linked to common risk factors like viral hepatitis, cirrhosis, or alcohol use.

4. Pathology FLC is characterized by the presence of a fusion protein called DNAJB1-
PRKACA, which was discovered at the New York Genome Center in 2013 and reported
by Rockefeller in February 2014. We have observed hybrid versions with gene variations
in a few cases.

5. Symptoms Common symptoms include upper right quadrant & referred shoulder pain, a
palpable mass, weight loss, nausea, and jaundice. Symptoms can be vague and may
resemble other conditions.

6. Diagnosis typically involves imaging studies (like ultrasound, CT scans, or MRIs) and a
biopsy to check for the fusion protein and confirm the presence of FLC.

7. Staging: FLC cases typically present at stage 3 or 4. We have found in about 20% of
cases that the tumor is small and confined to the liver, making it a strong candidate for
immediate resection.

8. FibroFighters offers a unique multi-step approach emphasizing the best long-term
outcomes. We believe in systemic and local control, and we may recommend a clinical
trial if appropriate. The goal is a complete resection with N.E.D. status. Every case is
unique, and patients should receive individualized care.

With the help of our relentless team and generous donors, FibroFighters continues to support
this incredible community. We support all long and short-term research projects and the use of
clinical trials at the appropriate time for patients. Additionally, we conduct research based on
the use of real-time patient data and maintain a registry using the xCures platform. Importantly,
we continue to educate doctors around the world about our ultra-rare cancer.

There is still a long way to go, but we are proud of all the incredible steps being taken and feel
optimistic about where things can go. We dream every day to live in a world where fibrolamellar
carcinoma is a thing of the past!

https://www.giannashope.org/events
https://fibrofighters.org/community-corner-recognizing-fibrolamellar-awareness-month/


Right Upper Quadrant
with Medical Director Dr. Paul Kent

Have you ever heard, “Only surgery or liver transplant can cure your Fibrolamellar Carcinoma?”
Maybe you've been told “surgery must be done as soon as possible" because “there are no
systemic therapies that are proven to work.” Worse still, have you been told "your Fibrolamellar
Carcinoma is not resectable/transplantable, so you are not curable.” If you have, I am sorry.
These statements are scary, out of date, and oversimplified. They do not reflect our current
understanding and research on Fibrolamellar Carcinoma.

New and exciting systemic therapies developed by FibroFighters Foundation and others, along
with promising data from 240 FLC patients, have provided essential insights into the role and
timing of systemic therapy, radiation, interventional procedures, such as various forms of
ablations, and, of course, surgery in treating Fibrolamellar Carcinoma.

Our research from the American Association of Cancer Research and the American Society of
Clinical Research has made it clear that FLC has a subset (15%) of small (< 10cm) Stage I or II
tumors, confined to the liver, with no signs of spread to lymph nodes or in the blood vessels,
what we called “localized disease,” that can be cured with adequate surgery. 100% of such
patients were alive 10 years after surgery without any additional treatment. For practical
purposes, this behaves like a different disease from higher-stage FLC. For these other 85% of
patients who have “regional,” or “metastatic” (stage III or IV) disease, immediate surgery after
diagnosis relapsed on average 13 months and 4 months from surgery respectively, and did
less well in terms of survival and relapse then those who got systemic therapy after
surgery (adjuvant), before surgery (neoadjuvant) or both. 

These results underline the idea that, with the exception of localized disease, FLC is a
“systemic disease.” This means it is present in the body at a microscopic level that cannot be
seen on MRI or CT. However, it can be detected with more sophisticated testing, such as
‘circulating tumor DNA,’ i.e, evidence of tumor cells in blood, such as “Signatera.” These
microscopic cancer cells need to be eliminated as much as possible before the stress of major
surgery to prevent the disease from recurring quickly.

Our data showed that many of the patients whose disease was thought to be "unresectable"
can be converted to ‘resectable"! In fact, even the group of advanced stage IV patients that
never had surgery, but did have newer systemic regimens, such as “GEMOX-LEN” or “Nivo-
GEM-LEN” did just as well or better, then those who had surgery only. Both of these findings
offer new hope to patients who are deemed ‘unresectable’ at diagnosis.

The obvious question is: “When should surgery be done if not initially?” Our data show that the
best outcomes come after 6-12 months of pre-op multidisciplinary care with these newer
systemic therapies, interventional radiology, and/or radiation. Additionally, delaying surgery
until there is convincing evidence that the tumor is responding both on imaging and
microscopically in the blood is crucial. This approach has proven prudent for patients; we have
not seen new tumor growth prior to surgery using this approach.

In summary, if you have a low-stage, localized FLC, get surgery immediately, and you should
be cured. If higher stage, multidisciplinary care and newer systemic therapies pre-op offer the
best chances for relapse prevention and long-term control. Even if your are told your tumor is
‘unresectable / untransplantable’ do not lose hope! This same approach can convert you to a
surgical/transplantable patient or give a much longer sustained control than previously thought.

Medical Director Dr. Paul Kent responds to Frequently Asked Questions and highlights work in
Fibrolamellar Carcinoma Medicine. Read the entire piece on our website by following the link.

Submit questions via ContactUs@fibrofighters.org or PaulKentMD@fibrofighters.org
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Fighter Feature: Sending It In Chicago!

Send It Day Trip Participants posing together
after an afternoon of climbing. Laura Golian

pictured bottom middle.

Having cancer as a young adult can feel isolating
and lonely. FibroFighters' Patient Advocate,
Laura Golian, knows this firsthand. While going
through treatment after a recurrence and
metastasis, she felt as if no one could understand
what it was like to experience cancer, let alone a
very rare one, in their mid-20s.

She came across the Send It Foundation, an
organization that provides free outdoor
adventures for young adult cancer patients and
survivors. Their mission is to remove patients and
survivors from their cancer experience and create
a space where they can play, connect, and have
fun outdoors.

Laura attended her first Send It trip in March
2023, a free week-long ski trip in Tahoe, CA. The
skiing was exhilarating, and the connections and
community were even better. It was the first time
she was surrounded by a group of people who
knew exactly what it was like to have cancer as a
young adult, and everything that comes along
with that.

To continue the Send It mission across the
country, the Foundation supports alumni to lead
day-trips in their local communities. Laura
successfully led a kayaking event this summer on
Lake Michigan in Chicago, and the group was
eager to keep the momentum going. Last month,
she co-led an indoor rock climbing event in
Chicago. Everyone cheered each other on,
challenged themselves, and most importantly,
had fun and forged connections with others who
"get it."

In partnership with the Send It Foundation, Laura
plans to lead these local meet-ups quarterly to
continue to grow and strengthen the young adult
cancer community in Chicago. These
experiences remind us that no one is truly alone
in this fight, and we are all stronger for leaning on
each other.

One of the participants climbing the indoor
rock wall. Full Send!

If you or a patient you love is interested in learning more about the Send It Foundation or joining one of their
trips, check out their website senditfoundation.org or email Laura laura@fibrofighters.org

 

Support Fibrolamellar Fighters

Your generosity will help provide better treatments, clinical trials, and support

https://fibrofighters.org/fighter-feature-sending-it-in-chicago/
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http://sendifoundation.org/
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important patient-driven initiatives!

DONATE
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