Patient-Family Summary of the Importance of the Publication

Management of Soft Tissue and Visceral Leiomyosarcomas
JAMA Oncology — September 2026

This important new publication brings together an international group of leiomyosarcoma
specialists, researchers, and patient advocates to provide a current consensus on how
leiomyosarcoma (L.MS) should be diagnosed, treated, and studied going forward. It also
identifies the important questions that researchers still need to answer. JAMA Network

What does this mean for patients?

1. Leiomyosarcoma is not one single, uniform disease.

LMS can behave differently depending upon where it begins, its biology, the extent of disease,
and the individual patient. This is why treatment needs to be individualized and ideally guided
by a multidisciplinary sarcoma team experienced in LMS. JAMA Network

2. Surgery remains the cornerstone of treatment when LMS is localized and can be
completely removed.

For patients with localized disease, achieving complete surgical removal remains critically
important. However, decisions about chemotherapy or radiation therapy before or after surgery
are more complicated. There is still not enough prospective evidence to establish one approach
for every patient, and the role of radiation varies according to tumor location and individual
circumstances. JAMA Network

3. For advanced or metastatic LMS, there are several active treatment options.

These include anthracycline-based treatment, gemcitabine-based combinations, trabectedin, and
tyrosine kinase inhibitors. The encouraging message is that there are multiple therapies with
demonstrated activity in LMS. The unanswered question is how best to sequence these
treatments so that patients receive the greatest possible benefit over the course of their disease.
JAMA Network

4. Local treatment may still have an important role for some patients with metastatic
disease.

For carefully selected patients—particularly those with a limited number of metastatic tumors,
sometimes called oligometastatic disease—local approaches to individual tumors may be
considered as part of an overall treatment strategy. This reinforces the importance of
individualized decision-making rather than assuming that every patient with metastatic LMS
should be managed in exactly the same way. JAMA Network

5. Researchers are learning much more about the biology of LMS.

We now understand that LMS has considerable molecular and biologic diversity. Molecular
profiling holds promise for helping researchers identify meaningful subgroups and, ultimately,
treatments that may work better for particular patients. However, molecular testing has not yet
reached the point where it routinely determines treatment for every LMS patient. More
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research is needed to translate these discoveries into dependable treatment decisions. JAMA
Network

6. There are still important unanswered questions.

We need better evidence about treatment before and after surgery, better ways to determine the
sequence and combination of systemic therapies, better integration of molecular information into
clinical care, and—most importantly—more LMS-specific clinical trials. JAMA Network

The Bigger Message for Patients and Families

Perhaps one of the most important messages of this publication is that progress in LMS will
require collaboration.

Because leiomyosarcoma is rare, no single institution, country, researcher, or patient organization
can answer these questions alone. International collaboration among clinicians, scientists,
researchers, and patient advocates is essential to move the field forward.

And this paper itself demonstrates that collaboration: it represents an international consensus
effort involving experts from many institutions and countries, together with patient advocates. In
fact, you and Mitch are among the authors representing the National Leiomyosarcoma
Foundation. JAMA Network

A “Pearl” for Patients -

This publication does not say that we have solved leiomyosarcoma. It says something
equally important: we understand the disease better, we have more treatment tools
available, and we now have a clearer roadmap for what must come next.

For patients, that means there is reason for hope—but also reason to continue pushing for
LMS-specific research, clinical trials, molecular discovery, and international collaboration.
And the fact that the National LMS Foundation is at the helm of the Roundtable, having
founded it in 2018 — means that we are Moving Forward in the Quest for the Cure! The
Foundation points to advancing SURVIVORSHIP by accelerating research initiatives in
this way!

In one sentence:

“This landmark international consensus brings together what we know today about
treating leiomyosarcoma—and, just as importantly, gives us a roadmap for the research
that can lead to better treatments and better outcomes tomorrow.”

In addition to offering Patient /Family Support and Resources - the Foundation’s heart of what it
means to have “Progress with Purpose” - is in this publication - and not just a review of where
LMS treatment stands today; it is also a roadmap pointing toward where the LMS research
community needs to go next.
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