Thoughts about what the recipient
learned

Reflecting on the ILC Symposium, I came away with a deeper understanding of
the challenges involved in diagnosing and treating Invasive Lobular Carcinoma
(ILC). One key takeaway is the difficulty with current imaging methods, particularly
mammograms, which often miss ILC in dense breast tissue. This is why MRIs and
PET scans are so valuable, as they offer more detailed imaging, but unfortunately,
not everyone has access to these advanced technologies.

The need for better diagnostic tools was another important theme. Researchers
discussed the potential of artificial intelligence and genetic testing to improve
accuracy, which is promising for future patients. However, the lack of standardized
criteria among pathologists remains a challenge. I learned that having consistent
and reliable diagnostic methods could make a big difference in ensuring all
patients receive accurate diagnoses.

These efforts, along with the push for ILC-specific imaging approaches, show a
dedication to understanding and improving ILC care. It's encouraging to know that
advancements are being made, even though there is still a lot of work to be done.
As a patient, seeing this level of commitment from researchers gives me hope that
we’re moving towards better, more individualized care for everyone facing ILC.




Breakout session: Standardization of
pathological diagnosis

This breakout session highlighted ongoing efforts to improve the

diagnosis of Invasive Lobular Carcinoma (ILC). Researchers discussed -
standardizing tests for ILC, the potential role of genetics in diagnosis, and |

the use of artificial intelligence (AI) to better understand and classify ILC. f
Key action points included developing Al tools specifically for ILC,
integrating genetic tests into diagnosis, and refining criteria to enhance
accuracy among pathologists. These steps aim to advance ILC research
and improve patient outcomes.

From a patient perspective, the lack of a standard method to provide a
(correct) pathological diagnosis of ILC is especially worrying, given other
shortcomings such as the difficulty with seeing ILC on regular imaging
methods such as mammograms and ultrasounds. To sum up, efforts to
standardize diagnosis criteria will ultimately enhance the consistency and
reliability of ILC diagnoses, which would benefit patients overall.




Breakout session: Imaging primary
and metastatic ILC

The breakout session on imaging for Invasive Lobular Carcinoma (ILC)
covered challenges and advancements in ILC imaging, particularly with
mammography, MRI, PET, and whole-body MRI. Traditional imaging
methods like mammograms often miss ILC, especially in dense breasts,
leading to more reliance on MRI and PET for detection and monitoring.
New PET technologies and whole-body MRI techniques show promise in
improving diagnosis and treatment planning, though access to advanced
imaging varies globally.

From a patient’s perspective, this session highlighted both the
challenges and potential improvements in imaging for Invasive Lobular
Carcinoma (ILC). Since ILC can be harder to detect with standard
mammograms, particularly in dense breast tissue, more advanced
methods like MRI and PET scans are often needed. However, access to
these advanced imaging technologies can vary, and there are concerns
about radiation exposure and the need for ILC-specific imaging tools.
These advancements, if widely available, could lead to more accurate
diagnoses and tailored treatment planning for patients with ILC,




Experiences working with other
advocates

Working with other advocates at the ILC Symposium was
incredibly motivating, inspiring, and invigorating. The
energy of the 37% advocates was contagious, making our
time together not only productive but genuinely fun.

Collaborating with others who share the same passion for
advocacy reaffirmed why this work is so important to me.
Advocacy is truly my life preserver, giving me the strength
and purpose to continue pushing for positive change.

Attending the 2024 ILC Symposium left me feeling
energized and more committed than ever to our shared
mission.




Using this knowledge/experience to
advance ILC advocacy In the future

Having recently received a proclamation from the Connecticut governor,
officially marking October 15th as Lobular Breast Cancer Awareness Day,
I'm more committed than ever to advancing ILC advocacy.

I am also involved with several grant proposals as a research advocate
for the Lobular Breast Cancer Alliance (LBCA). After attending the ILC
Symposium, I feel confident in my ability to provide valuable input and
feedback from an advocate’s perspective. This experience has deepened
my understanding of the current challenges and advancements in ILC
research, and I'm eager to contribute to these proposals to ensure
patient voices are represented in the research process.

As I prepare to attend the PCORI Annual Meeting, the San Antonio
Breast Cancer Symposium (SABCS), and Escape to Thrive, I'm excited to
represent the Lobular Breast Cancer Alliance (LBCA). These events will
provide valuable opportunities to share insights, build connections, and
further the mission to increase awareness and support for the ILC
community.
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