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Helping Patients And Caregivers

Affected By Fibrolamellar Carcinoma

Summer Message from the Founder

We hope our summer edition finds you well and enjoying the summer. It seems to always go by far too
quickly.

| would be remiss not to recognize the many incredible young people we have lost to this relentless and
unjust cancer this year. Each loss profoundly affects their loving families, whose lives were forever
changed. These patients and families have become dear to me, sharing their highest highs and darkest
moments. | hold them close to my heart as | recommit myself and our team to building an advocacy group
dedicated to making as positive an impact for our Fighters and their families as possible. As my deep
sadness transforms into resolve, | am reminded of the families still actively dealing with Fibrolamellar,
relying on our team along with the many dedicated clinicians and researchers working to improve
outcomes.

Our goal is to provide better care today through new treatments, innovative procedures, and
testing, recommending the best designed clinical trials, and supporting the many ongoing long-term
research projects working tirelessly in the background.

Read the entire Summer message from the Founder by following the link below.

Read Full Message

Announcements & Upcoming Events

e |saac Strong Forever Car Show in Tennessee Aug 17th, 2024 Celebrating the 6t annual
Isaac Long Car Show sponsored by Emily Meyers, Isaacs sister. FibroFighters’ very first
donation came from this fundraising event and Tom and Carrie will be attending in person
for the first time since the show began. FibroFighters cannot thank Emily, her family and all
the participants enough for their annual support.

e Camino de Santiago Fundraiser Walk Sept 2024 The Neal family supports FibroFighters
each year. This September, the Camino Pilgrims will tackle the Portuguese “Spiritual”
Camino route — an approximately 100-mile journey starting in Tui, Spain, and culminating at
the Cathedral in Santiago de Compostela, Spain. Also, in addition to direct financial
support, we invite you to join in by walking around your town and community. Ask your
family and friends to support our Camino trek and/or your local walks with a very small
pledge per mile walked. Giving to a great cause while getting fit and improving one’s mental
and spiritual health — what's not to like? It's easy to set up your own fundraiser through our
donation page link below: https://secure.givelively.org/donate/fibrofighters-foundation-
inc/neals4fibro

e Monthly Virtual Caregiver Groupled by our lead patient advocate Joy Funkhouser and
hosted by caregivers. Open to anyone providing care and support to a fibrolamellar fighter.
Check our social media for the latest details.

e Monthly Virtual Patient Group led by two of our Patient Advocates, Laura Golian and
Corey Robison. Open to anyone who has received a Fibrolamellar diagnosis. First Monday
of each month (excluding holidays) - the next meeting will be Monday September 9th!
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Upcoming case study on the use of an IL-6 inhibitor called Tocilizumab in
Fibrolamellar.

BostonGene and FibroFighters will be presenting a case study based on information
obtained during BostonGene tumor portrait testing and implemented into the clinic for over
25 patients.

xCures introduces new Al and Machine Platform improvements for Clinicians and
Patients during the fall of 2024

FibroFighters Community Resources
Virtual Patient Meet Ups

Written by Laura Golian, fibrolamellar survivor and FibroFighters Patient Advocate.

| was diagnosed with Fibrolamellar Carcinoma in September 2019. After an initial resection, | was
told things looked good and no treatment was needed, but scans were needed every three months.
Things looked good at my 3 month, 6 month, 9 month, and year scans. | thought | was in the clear.
Then, on that year and three month scan of my abdomen, it was revealed there was a recurrence. |
was terrified, lost, and didn't know what to do. | desperately wanted someone to talk to, but | didn't
know anyone else with cancer, let alone fibrolamellar. | started scouring the internet and finally
found others who shared my diagnosis through a Facebook group. | posted about my experience,
and someone asked - did they scan your chest? My medical team at the time hadn't ordered a chest
scan so | asked for one, and sure enough, the chest scan revealed metastasis to the lung. That
question was critical for my care.

| started messaging and talking with more people, both patients and
caregivers. It was so empowering to connect with others who knew what
it was like; | didn't need to explain what fibrolamellar was, or how scared
| felt. One of those people was a fellow patient named Corey. We
discovered we have remarkably similar cancer experiences and were on
the same treatment. Despite living in different states, we forged a
friendship and found comfort and support in each other. We wondered
how many other people were out there who were seeking connection
with other patients, and the Virtual Patient Zooms were born!

Monthly patient meet ups are hosted on Zoom and are open to anyone who has
received a diagnosis of FLC in their lifetime. These meet ups are meant as a
safe space to talk with others who have been through a similar experience. And
it's not just about FLC! Discussion at virtual meet ups are lead by the group,
sometimes we talk about treatment or side effects, sometimes we talk about
completely different topics: video games we like to play, food we like to eat,
places we want to visit.
If you are interested in connecting with others who know what it's like, join us!
The first Monday of each month at 5pm Pacific, 6pm Mountain, 7pm Central,
8pm Eastern. The next meeting will be Monday September 9th. Follow us on social
media for the latest updates. We hope to see you there!

Fighter Feature: Meet Taylor Epperson
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Hello everybody, my name is Taylor. | am 24 years old. | am from Texas
And | was diagnosed with fibrolemellar on April 10th, 2023 when | was 23
years old. | currently have taken 21 chemotherapy treatments. | still am
continuing to do treatments. | will have my 22nd treatment tomorrow
actually.

FibroFighters has helped me from the very beginning of my journey with
this disease. | was lost. | was unsure of where to start or who to go to and
they had reached out to me and offered to help. And they have guided me
on the right track to starting treatment and what treatments worked and
what treatments would work for me specifically. They have worked with my
oncologist at MD Anderson and | am just truly grateful for all of the support
and help that | have received.

| wish that through my journey | can spread positivity and God's love to
everybody that | come in contact with. | believe that | was chosen to go on
this journey for a reason and even if | may never know what exactly that |

reason is | choose to just be as positive as | can about it and you know try Taylor is a fibrolamellar \1 i [ \

and help people the way that | have been helped along the way and | wish patient living in Texas.
the same for all of you. | just wish that even though we all have to go

through this journey and as hard as it is, and as heartbreaking as it feels, |

just wish that everybody finds this sense of positivity and clarity and uses

their journey to spread kindness and positivity too.

The Fighter Feature section is a space for fibrolamellar fighters - at any part of their journey - to
share their story, in their own words. Read the entire piece on our website by following the link.
Interested in sharing your story? Email laura@fibrofighters.org

Right Upper Quadrant

with Medical Director Dr. Paul Kent
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What is Next Generation Sequencing?

What is BostonGene? What is Next Generation Sequencing (NGS)? How do these reports help us to better
understand new treatment options currently available for Fibrolamellar Carcinoma?

To answer these important questions, we need a a little background information. We know that all cancers

have a mutation or genetic defect in their DNA, usually many such defects. This is called a “somatic %
mutation” or "tumor mutations." It's important to know that this does not mean there is a mutation in the non- ”
tumor cells and normal cells. The mutation cannot be passed on to other children, it does not come from
either parent. In fact, even if the person has an identical twin, they would not have this ‘somatic

mutation.” On the other hand, a mutation that is in every single cell in your body, for example in Down
Syndrome (thinking of my amazing daughter right here!), every single cell has an extra chromosome o
twenty-one. This is called a “germline” mutation, from the Greek word for "seed." A germline mutation can \\\
run in families or be just a one-time event. Very rarely do we see germline mutations in FLC.

So how does this relate to FLC and the work of BostonGene? Read the whole piece to find out!


https://fibrofighters.org/meet-taylor-epperson/

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

Support Our Efforts

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

important patient-driven initiatives!
Donate Today
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