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Five and Twenty-Five: Reflecting and Looking Ahead 

By Brandi Felser, CEO 

Next year, the Sarcoma Foundation of America will celebrate its 25th anniversary. It 

is amazing to reflect on how far SFA has come - an organization that started by three 

passionate Founder’s thanks to an encounter at a medical meeting. Now, the leading 

private funder of research in the sarcoma community, the principal organization 

representing sarcoma patients’ voice on Capitol Hill, and the largest and most 
comprehensive patient advocacy organization representing all sarcoma patients 

regardless of subtype . 

I joined SFA five years ago this month, but my personal patient advocacy journey 

started 14 years ago when my mother passed away from cancer. That is when I 

decided to turn my passion and personal experience into helping others. Then in 

2019, just before joining SFA, I lost my father who also had cancer. I was both a 

primary care partner and a daughter helping her parents navigate a disease and a 

journey none of us understood. 

I have been in the role of care partner, a daughter who lost her parents, and a person 
who had to quickly learn how to advocate for care, manage a health care system, 
make decisions with limited information and frankly, not know which decision was 
the right one. We experienced misdiagnosis, wait and watch until the waiting was too 

late, searching for answers and other options, and the overwhelming feeling that we 
did not know which way to turn. I realized then that I did not want anyone else to 

experience what my family had gone through. 

Most importantly, the thing that sticks with me the most is the feeling that there was 
so much we did not know. A not uncommon experience in sarcoma - a devastating 
diagnosis coupled with a rare cancer with little information. Something I hear from 

people time and time again. And I have committed to doing all I can to ensure that 

SFA supports the sarcoma community so no one else has to share that feeling. 

I have spent time thinking about my journey and SFA’s 25th anniversary. I thought 
how important SFA’s contributions have been over the years. And I wondered where 
sarcoma patients would be today if SFA did not exist. It is difficult to harness the 

impact SFA has had. It is inspiring to consider the impact we’ll have in the future. 

Your support continues to be an important catalyst to SFA’s ability to advance our 

mission and save lives. 

You may have noticed our logo and website look a little different. Over the last five 

years, I have engaged with the Board and staff on strategic planning work. Looking 
toward the future and mapping out our impact and role in the sarcoma community. 
Our Board and staff have spent time reflecting on our accomplishments and 

planning ways SFA will expand our impact. What you see is a recognition of our 

leadership role in the sarcoma community and an outward representation of our 

commitment to expand our work to realize a future where no one else dies from 

sarcoma. 

Three months after I joined SFA, the world was devastated by the COVID-19 
pandemic. And I was wondering how I was going to lead this amazing organization 

through one of the worst times in recent history so that we could continue our 

mission on behalf of people affected by sarcoma. Now, nearly five years later, SFA’s 

impact and growth has been remarkable. And that is because SFA has some 
amazing supporters. 

Your support has brought us to where we are today – the first line resource for all 

things sarcoma. Thank you for joining us, thank you for supporting us, thank you for 

investing in us. More importantly, thank you for your commitment to the many 
children and adults diagnosed, living with, and surviving sarcoma. 

I look forward to our continued work together to reach our shared goals. Together, 

let’s change the world for people affected by sarcoma. For me, this is personal. 

25 Years: Expanded Mission, New Website, and Visual Refresh 

SFA is thrilled to announce a significant milestone as we approach our 25th 

anniversary. This exciting new chapter includes a redefined mission statement, a 

dynamic new website, and a refreshed logo that symbolizes SFA's commitment to 

the future of sarcoma research, improved patient outcomes, patient advocacy, and 

supporting the sarcoma community. 

Expanding Our Mission 
SFA has updated our mission statement to better reflect our growing and expanding 
role in the sarcoma community. As the largest and most visible sarcoma 
organization, our mission emphasizes SFA's dedication to funding and advancing 
critical research, educating and providing resources for the sarcoma community, 
advocating on behalf of the community, bringing together the collective sarcoma 
voice, and growing awareness about the disease, and serving as the first line 

resource for all things sarcoma. 

A Website for the Entire Sarcoma Community 
SFA's new website, which launched in November, is a comprehensive hub designed 
to meet the needs of patients, care partners, medical professionals, and researchers 
alike. Some of the key features include: 

In-depth Subtype Information : Detailed information on all World Health 

Organization-recognized sarcoma subtypes, including symptoms, diagnosis, 

treatment options, and clinical trials. 

Sarcoma Center Details : For years, SFA has been the leading organization 

providing reliable information about sarcoma centers. Based on SFA’s 

extensive criteria, sarcoma centers are listed to inform patients where they can 

find specialists, and institutions that provide a multi-disciplinary team to better 

treat sarcoma. 
Funding Opportunities : A dedicated section highlighting research funding 
opportunities for various sarcoma subtypes. 
New Resources : Essential resources for sarcoma support and information, 

including financial assistance, sarcoma patient organizations, and sarcoma- 
focused medical organizations. 

This comprehensive platform is designed to be a first-line resource for reliable 

information within the sarcoma community. New features and additional updates will 

be added over the coming months. 

Visit the new SFA website . 

A New Look 
SFA's visual refresh reflects our focus and representation of the sarcoma 
community. SFA is grateful for the support from countless individuals and families 

that has brought us to where we are today. These changes are only the beginning. We 
hope that you continue to partner with us as we expand our work to realize a future 

where no one else dies from sarcoma. 

We are excited to announce the launch of our new podcast, Sarcoma Stories! We 
created the “Sarcoma Stories” podcast to highlight the voice and experiences of 

patients, survivors, and care partners - the people directly affected by sarcoma. 
Connect with others who share a sarcoma journey. We're thrilled to welcome our first 

guest, Natasha Allen! Join us as this synovial sarcoma survivor shares her inspiring 

journey, from diagnosis and clinical trials to using social media as a therapeutic tool 

and platform for awareness. 

Learn how to listen and follow at the link below so you can be notified of new 
episodes when they become available. You can also join our Sarcoma Stories 

Facebook group to join us after the launch of each episode to engage in the 

conversation with others in the sarcoma community. 

LISTEN HERE 

Join us in Washington, DC, July 17-19, 2025, for a weekend of advocacy, education, 
and fundraising! Meet with elected officials, learn about the latest sarcoma research, 

and participate in the National Race to Cure Sarcoma. Learn more . 

RESEARCH ROUNDUP 
By Dean Frohlich, PhD 

Most sarcoma subtypes do not respond to a type of immunotherapy called immune 
checkpoint inhibition (ICI) by itself. In this kind of immunotherapy, the drug “releases 

the brakes” that the tumor puts on the patient’s immune system, allowing the body 
to attack the tumor. This month the first three studies that are highlighted utilize ICIs 

in combination with other drugs to increase the efficacy of this type of 

immunotherapy. 

In the first study, “ Histology-specific clinical trial of lenvatinib and pembrolizumab in 

patients with sarcoma ,” the investigators used a drug called a tyrosine kinase 

inhibitor (Lenvatinib), which blocks several cell pathways and as a consequences has 

been shown to change immune cells function in combination with an ICI 

(pembrolizumab) that blocks a receptor on immune cells called T cells, and this 

blocking allows the T cell to target tumor cells. They treated a total of 46 evaluable 

patients with leiomyosarcoma, undifferentiated pleomorphic sarcoma (UPS), vascular 

sarcomas (angiosarcoma and epithelioid hemangioendothelioma), synovial sarcoma 
or malignant peripheral nerve sheath tumor (MPNST), and bone sarcomas 
(osteosarcoma and chondrosarcoma). The primary endpoint was best overall 

response (BOR) rate documented by a standard way to measure the response of a 

tumor to treatment (RECIST v1.1) by 27 weeks in each group of patients. Secondary 
endpoints included progression-free survival, overall survival, duration of response, 
and safety. 

Of the 46 evaluable patients, there were durable responses in synovial sarcoma, 
MPNST, and osteosarcoma with additional responses in angiosarcoma and UPS. 
These results warrant further study to confirm activity and optimize at treatment 
regimen. 

In the next study, “ Anlotinib plus TQB2450, a PD-L1 Antibody, in Patients with 

Advanced Alveolar Soft Part Sarcoma: a single-arm, phase 2 trial, ” the investigators 

evaluate a combination of anlotinib (a different TKI from the one mentioned above, 
but it works in a similar way) and TQB2450, an antibody against PD-L1 so it works in 

a similar way to the ICI above, in treating advanced alveolar soft part sarcoma 
(ASPS) patients. 

In a phase 2 trial, this study, with 28 evaluable patients, achieved an objective 

response rate of 82% with 4 complete responses and 19 partial responses. There 

was an estimated median progression free survival of 35.2 months. These results 

indicate that further studies are needed for this drug combination ASPS. 

In the next study, ” Phase Ib Study for the Combination of Doxorubicin, Dacarbazine, 
and Nivolumab as the Upfront Treatment in Patients With Advanced 
Leiomyosarcoma: A Study by the Spanish Sarcoma Group (GEIS) ,” the investigators 

studied the use of a commonly used drug for sarcoma called doxorubicin, which can 

cause a type of type of tumor cell death called immunogenic cell death (ICD) that 

activates the immune system. They combined doxorubicin with another 

chemotherapy (dacarbazine), which can activate the immune system in a different 

way, and with an ICI called Nivolumanb in patients with leiomyosarcoma who had 

not been previously treated with doxorubicin, or chemotherapies that are related to 

doxorubincin. 

Of the 23 evaluable patients, 56.5% had a partial response, 39.1% had stable 

disease, and 4.4% progressed. This led to a 6-month progression-free survival (PFS) 

rate of 80%. These encouraging results warrant further studies which are already 

underway. 

The last study “ Cancer Immunotherapy Trials Network 12: Pembrolizumab in HIV- 

Associated Kaposi Sarcoma ," looks at the safety and efficacy of the previously 

mentioned ICI pembrolizumab in patients with HIV-associated Kaposi sarcoma. This 

multicenter phase I trial showed that, in the 29 evaluable patients, the ICI had a 

tolerable safety profile. In addition, the overall response rate (ORR) was 62.1%. 
Additionally, the ORR in the eight patients without previous Kaposi sarcoma therapy 

was 87.5%. Overall, median progression-free survival was 28.2 months. These 
results indicate that further research is warranted with this treatment for patients with 

HIV-associated Kaposi sarcoma. 

Sarcoma Foundation of America Announces Two Research 
Funding Opportunities 

Sarcoma Foundation of America (SFA) is pleased to announce two funding 

opportunities to support sarcoma research. 

SFA Research Grants : These grants support pre-clinical, translational, and 

clinical research on the etiology, molecular biology, pathogenesis, diagnosis, 

and treatment of human sarcomas. Funding of up to $75,000 is available for 

one year. 

Last Mile Research Grant : This grant supports future R01 or R01-equivalent 
grant proposals. Funding of $150,000 is available for one year. 

The deadline to apply for both opportunities is February 3, 2025. 

SFA is committed to funding research that will lead to improved treatments and 

outcomes for sarcoma patients. 

You can also find grant opportunities from other organizations and foundations 
on our new website . 

SFA's 2024 Research Awardees: Leading the Way in Sarcoma 
Research 

The path to a cure is research, and research is the heart of the Sarcoma Foundation 
of America. As the largest private funder of research in the sarcoma community, 
every year, SFA awards research grants to advance the most promising research 
toward advancing our understanding of and improving outcomes for sarcoma. This 

year we awarded 14 grants to 13 institutions in 5 countries. 

Our 2024 Awardees: 

Michael Pedrick Memorial Research Award 
Carbon-Ion Radiotherapy for Enhancing Treatment Response to Osteosarcoma 
Daniel K Ebner, MD, MPH, Mayo Clinic 

Chris Langbein Memorial Research Award 
“SCOPES,” Towards a Reduced Treatment Burden for Soft Tissue Sarcoma Patients 

Rick Haas, MD, PhD, Netherlands Cancer Institute-Antoni van Leeuwenhoek 
Hospital (NKI-AVL) 

Don Harp Memorial Research Award 
Functional Validation and Targeting of ENPP1 in Ewing Sarcoma 
Poul Sorensen, MD, PhD, BC Cancer, part of the Provincial Health Services Authority 

Ben Tolkan Memorial Award 
Targeting Ewing Sarcoma Using a Novel CAR T-Cell Therapy 
Sujatha Venkataraman, PhD, University of Colorado Denver, AMC and DC 

2023 Giving Tuesday Donors Research Award 
The Immunomodulatory Effects of RAS Signaling Pathway Inhibitors in MPNST 
Lindy Zhang, MD, Johns Hopkins University 

Jay Vernon Jackson Memorial Research Award 
CD24: A New Therapeutic Target in Dedifferentiated Liposarcoma 
Sarah Watson, MD, PhD, Institut Curie 

Steven Vanover Memorial Research Award 
Identifying EWS:WT1 Control and the Utility of Neogenes in Desmoplastic Small 

Round Cell Tumors 
Danh Truong, PhD, University of Texas M.D. Anderson Cancer Center 

John O'Brien Memorial Research Award 
Mitochondrial Epigenetic Processes and Transfers in Chondrosarcoma Cancers with 

Mutant IDH2 
Mike Stacey, PhD, Old Dominion University 

Tirath Family Research Award 
Hypoxia-Associated Multiomic Changes in Myxofibrosarcoma and Undifferentiated 

Pleomorphic Sarcoma 
David Shultz, MD, PhD, University Health Network Toronto 

Richard and Valerie Aronsohn Memorial Research Award 
Maximizing Responses to DNA Damage-Inducing Therapies in LMS 
Adrian Marino-Enriquez, MD, PhD, University College Dublin – National University of 

Ireland 

Sarcoma Foundation of America Research Award 
Using 3D Bioprinting Technologies to Create an Organ-on-Chip Device for 

Osteosarcoma and Its Surrounding Bone Microenvironment: A Platform for Drug 
Discovery and Therapeutic Innovation 

Fiona Freeman, PhD, University College Dublin – National University of Ireland 

Richard and Valerie Aronsohn Memorial Research Award 
Genomic and Spatial Landscapes of Leiomyosarcoma with Germline Pathogenic 
Variants 

Josephine Dermawan, MD, PhD, Cleveland Clinic 

Technoblade Memorial Research Award 
Reversing Exhaustion of Anti-Sarcoma T Cells 

Joseph Crompton, MD, PhD, University of California, Los Angeles 

Sarcoma Foundation of America Research Award 
Tumor-Specific PROTACs That Exploit Amplified MDM2 in Dedifferentiated 

Liposarcoma 
Samantha Bevill, PhD, Dana-Farber Cancer Institute 

CLINICIAL TRIALS CORNER 
By Kristi Oristian, PhD 

This month SFA is highlighting CHONQUER: Ivosidenib in Participants With Locally 

Advanced or Metastatic Conventional Chondrosarcoma Untreated or Previously 

Treated With 1 Systemic Treatment Regimen . This is a Phase 3, multicenter study of 

a chemotherapy medicine called ivosidenib. This study, sponsored by Servier , is 

open to adults ages 18 and older in the United States, Australia, Brazil, Canada, and 

Japan. Patients must have a diagnosis of locally advanced or metastatic 

conventional chondrosarcoma (Grades 1, 2, or 3), must not be eligible for curative 

resection, and must have a confirmed IDH1 mutation. 

Eligible patients will receive an oral medication or a placebo taken as two tablets 

once a day. Patients receiving the study medication (ivosidenib) will take the 

medication continuously until their disease progresses or unacceptable side effects 

occur. Patients receiving the placebo pills will take the medication continuously until 

their disease progresses, at which point they may be eligible to cross over and 

receive ivosidenib. 

This study will help doctors and scientists understand if ivosedinib is effective for 

patients with IDH1-mutated conventional chondrosarcoma. The medication inhibits 

(blocks the action of) the IDH1 protein mutated in several kinds of cancer, including 

some chondrosarcomas. Ivosedinib is an FDA-approved medication already used for 

the treatment of acute myeloid leukemia and cholangiocarcinoma under the trade 

name Tibsovo. 

Additional eligibility and exclusion criteria, include minimum organ function 

requirements, mutation status requirements, and prior therapy considerations. 

Patients of child-bearing potential will be removed from the study if they become 
pregnant while enrolled. To learn more about this study, patients and/or care 

partners can talk to their doctor, contact the investigator at the site nearest you or 

your primary treatment center, or contact the study coordinator . 

IN THE COMMUNITY 
Remembering Two Champions for the Sarcoma Community: 
Warren “WD” Donner and Louise Duffy 

SFA mourns the recent passing of Louise poured her heart into raising 

Warren Donner (above) and Louise awareness for sarcoma, supporting 
Duffy. WD, known to everyone as SFA, and using her voice and platform 

simply WD, was a longtime supporter to educate and support others. Since 

of SFA and a committee member for 2019 Louise was an integral part of the 

the Stand Up to Sarcoma Gala. WD Stand Up to Sarcoma Gala 

was a passionate champion of the Committee. Not only did she tirelessly 

sarcoma community and a larger-than- work to raise funds, but each year she 

life personality. He used his platform helped fill the room with friends, 

as President of WD-NY to raise family, and a community of vibrant 

awareness about sarcoma, and supporters who would come together 

support SFA and sarcoma research. to honor Louise and help carry forward 

He will truly be missed. her mission. Louise’s strength, 

resilience, and positivity inspired all 

who had the privilege of knowing her. 

Though her time with us was far too 

short, Louise's impact will never be 

forgotten. 

Golf Tournament Brings 
Together Over 200 

Each year Danny Haskell's Pub & 

Grill in Muskego, WI, holds a 

fundraiser for SFA. Earlier this year 

they hosted the 10th 

annual Golf Outing and Fundraiser. 

The event, which included raffles and 

a fundraiser, brought together 

228 golfers. Thank you to Danny and 

everyone who came for your ongoing 
support. It is invaluable to the success 
of our mission. 

Runners Brave the Marine 
Corps Marathon for SFA 

A huge thank you to our incredible 

team of runners – Ashton, Susie, and 

Jude – who participated in the Marine 
Corps Marathon on October 27th! 

Your dedication and perseverance is 

truly inspiring. Because of your efforts, 

we are able to continue our mission to 

improve outcomes for people 
diagnosed with sarcoma to increase 

the number of survivors. We are so 

grateful for your support and for 

representing SFA. 

SFA 2024 Courage Award 
Recipients Receive Shoutout 
from NWBA 

The National Wheelchair Basketball 

Association (NWBA) recently 

acknowledged SFA’s Courage Award 
recipients, Emily Oberst and Nate 

Hinze, on social media . This 

recognition from a leading organization 

in the adaptive sports community 
highlights the impact of our efforts to 

support sarcoma survivors and 

advocates. Both athletes have used 
their platform to raise awareness 
about sarcoma and inspire others in 

the community. SFA is grateful for the 

NWBA's acknowledgement and 

remains committed to supporting 
courageous individuals like Emily and 

Nate. 

SFA NEWS 
Four NFL Players Donned Custom Cleats for Sarcoma 
Awareness 

Four NFL players laced up to support Sarcoma Foundation of America and the 

sarcoma community: John Franklin-Myers (Denver Broncos), Tim Patrick (Detroit 

Lions), Brennan Jackson (Los Angeles Rams), and Trent Williams (San Francisco 
49ers). The players wore their cleats during games in NFL’s week 13 (November 26- 

December 2) and week 14 (December 3-10). 

Each of these players has a personal connection to sarcoma. John wears his cleats 

to honor the memory of his grandfather Billy-Ray Myers, who died from sarcoma; 
Tim chose his cleats in memory of his father who passed away in 2018. Brennan 
chose his cleats to help support his cousin Nicole, who passed from synovial 

sarcoma. Trent is a survivor of dermatofibrosarcoma protuberans (DFSP), a rare form 

of sarcoma. 

Check out some of the cleats below and keep an eye on our social media for more 
photos and content. 

MAKE A DIFFERENCE THIS 
GIVING SEASON 

The countdown to a new year has Employer matching gift programs allow 

begun, which means the countdown for you to take advantage of your employee 
your final opportunity of 2024 to give the benefit to make a greater impact. Many 
gift of hope to sarcoma patients and organizations will match the value of 

their families starts now. While significant charitable gifts made by employees, 
progress has been made, there is still retirees, and/or their spouses. Most of 

much left to do to help people of all ages these programs match contributions 

affected by sarcoma. dollar for dollar, and some will even 
double or triple the amount of your gift! 

Will you help us fulfill our mission to Learn more and see if your company 
improve outcomes for people diagnosed here participates . 

with sarcoma and to increase the 

number of survivors? Time is running 

out. 

Thank You for Making Giving The Combined Federal Campaign (CFC) 

Tuesday a Success and Maryland Charity Campaign (MCC) 
annual charitable workplace giving 

programs have begun, and SFA is We understand just how many deserving 
honored to be an eligible charity! organizations ask for support on Giving 
Consider including SFA in your pledge Tuesday, and we’re honored to 

this year and help fuel our work in announce that in a single day, together 
funding translational research to move we raised more than $20,000 in critical 

closer to finding a cure for sarcoma. funding to support the 2025 Giving 
Every dollar makes a difference! Tuesday Research Award! 

This is the transformative power of 

CFC : Get started at the official CFC shared moments—making a direct 

giving site givecfc.org/ SFA’s CFC # is: impact in funding translational research 
57785. that will lead to new therapies and bring 

us closer to a world where people do not 

MCC : Get started at the official MCC die from sarcoma. Together, we can build 

site at mcc.maryland.gov/ SFA’s EIN # is: off these achievements and continue to 

52-2275294. help patients, survivors, and their 

families, and advance change in the 

sarcoma landscape. 

Thank you for your support on Giving 

Tuesday and every single day you help 

to improve outcomes for people 
diagnosed with sarcoma! 

EVENTS 

With the 2024 Race to Cure Sarcoma events now at a close we want to say thank 

you to everyone who came out and helped raise awareness for sarcoma and 

supported RTCS and Sarcoma Foundation of America. This year, more than 6,000 

people came to our RTCS events. We couldn't continue the important work we are 

doing without your support. 

Check Out Photos from All Our 2024 RTCS Events Below. 

ATLANTA LOUISVILLE SAN DIEGO 

BOSTON MILWAUKEE SAN 
FRANCISCO 

CHICAGO NEW JERSEY 
SOUTH 
FLORIDA 

CLEVELAND NEW YORK 

WASHINGTON 
DC 

DENVER PHILADELPHIA 

SAVE THE DATE FOR 2025 

Austin - 03/22/25 Louisville - 08/09/25 
Atlanta - 04/05/25 Philadelphia - 09/13/25 
Boston - 04/13/25 San Diego - 09/20/25 
New York - 04/26/25 Chicago - 09/27/25 

San Francisco - 05/10/25 New Jersey - 10/05/25 
South Florida - 05/17/25 Sacramento - 10/11/25 
Cleveland - 06/21/25 Denver - 10/25/25 
Milwaukee - 07/12/25 Nashville (Virtual) - 11/01/25 

National Virtual - 07/19/25 Tampa - 11/01/25 
Washington D.C. - 07/19/25 Los Angeles - 11/02/25 

Locations and Dates are Subject to Change. 

FUNDRAISING EVENTS MANAGER 
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