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Dear Friends, 

Welcome to the latest edition of the MMRF Accelerator. It’s an exciting time for 
the MMRF, as we accelerate our search for a cure for each and every multiple 
myeloma patient.

As you will see in this issue, our research model continues to generate 
incredible momentum. In our Clinical Trial Highlights (page 9), we spotlight 
several new trials – including novel and molecularly targeted therapies and 
immunotherapies – that are cause for optimism for patients at all stages of 
the disease. The MMRF CoMMpass StudySM Update (page 6), highlights the 
insights gleaned from our landmark $40 million effort – creating the largest 
genomic dataset in all cancers.

You will also learn about two more new MMRF programs to speed 
multiple myeloma research. The first is a $15 million investment in the 
field of immunotherapy, a treatment approach that harnesses the power 
of each patient’s immune system, to fight and kill cancer cells. The MMRF 
Immunotherapy Initiative (page 4) invests in an Immunotherapy Network of 
Excellence – a collaborative effort to utilize immune approaches to treating 
multiple myeloma and use that data to drive new treatments in the clinic. 
The second, the MMRF Prevention Project (page 10), is focused on detecting 
multiple myeloma in its earliest, most treatable stages and, ultimately, stopping 
the disease before it progresses.

These exciting, innovative advances are possible because of the commitment 
and collaborative spirit of our many partners – scientists, researchers, 
pharmaceutical companies and, most importantly, individuals who support our 
research. I look forward to continuing to share our progress with you in the 
months to come.

Thank you for your generous and sustained support of our critical mission.

Sincerely,

 
 

Paul Giusti 
President and Chief Executive Officer 
Multiple Myeloma Research Foundation

A letter from Paul Giusti



accelerator
The Magazine of the Multiple Myeloma Research Foundation  |  Summer 2017

Features

4       IMMUNOTHERAPY 
Advancing the fight 
against myeloma

6  MMRF COMMPASS STUDYSM 
The latest news

10   MMRF PREVENTION PROJECT 
Speeding toward early detection

SPONSORS  We thank our sponsors for their support of Accelerator, The Magazine of the Multiple Myeloma Research Foundation.

Scientific Advances
4  IMMUNOTHERAPY

6  MMRF COMMPASS STUDYSM –  
THE LATEST NEWS

8  IN THE CLINIC – 
NEW AND ONGOING STUDIES

10  MMRF PREVENTION PROJECT

MMRF News
11   CANCER FIGHTERS AND 

CONFERENCE ROUNDUP 

12   MMRF RESOURCES

14  LEADERSHIP NEWS

16 AMBASSADOR SPOTLIGHT

17 RESEARCHER SPOTLIGHT

MMRF Events
18 SIGNATURE EVENTS

19 MMRF TEAM FOR CURES: 
 ENDURANCE EVENTS

20 INDEPENDENT EVENTS

21  MMRF TEAM FOR CURES: 
 5K WALK/RUN

23 CALENDAR



4 THEMMRF.ORG

Advancing the fight against myeloma:         

Immunotherapy

COLLABORATION AND INSIGHTS FROM THE MMRF IMMUNOTHERAPY MEETING

The goal of the meeting was to identify ways for all of these groups to form 
innovative partnerships to overcome barriers and speed immunotherapy research 

so that the best treatments reach cancer patients more quickly. To meet this goal, 
the group discussed the need to engage the brightest cancer researchers to answer 
important questions around the potential benefits and challenges of immunotherapy. 

While the current results of immunotherapy research, clinical trials, and treatments 
are very encouraging, many questions remain. For example, the MMRF is seeking 
to determine why certain immune approaches benefit some patients but not 
others. With the robust investment of the MMRF in immunotherapy and this new 
collaborative approach powered by our end-to-end Precision Medicine Model, 
proven to accelerate development of new treatments, we are poised to deliver on 
the promise of immunotherapy, leading to precisely the right treatments, not only for 
myeloma patients but across all cancers.

TO INCREASE THE EXCHANGE OF 
KNOWLEDGE AND INSIGHTS IN THE 
FIELD OF IMMUNO-ONCOLOGY, 
the MMRF convened the top minds in cancer 

at the “Accelerating the Next Generation of Immune 
Treatments in Cancer Summit” in Boston, MA, held in April.
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WHAT IS IMMUNOTHERAPY?

Immune cells defend the body by 
setting off alarms, killing invading cells, 

and generating specific antibodies that 
remain in the body, so the cells can 
be recognized and killed in the future. 
However, cancer cells are very good 
at hiding and evading these defenses. 
Immunotherapy seeks to improve this 
protection by blocking the ability of 
cancer cells to hide and by enabling the 
body’s immune system to recognize 
cancer cells more easily. The MMRF 
is actively pursuing new avenues of 
research to rapidly bring the most 
effective of these strategies to patients.

MAKING STRIDES FORWARD

Building on the results of this 
meeting, the MMRF is committed 

to investing at least $15M over the 
next three years in a new MMRF 
Immunotherapy Initiative to rapidly 
advance promising therapies to the 
clinic. The cornerstone of this initiative 
will be the creation of a network of 
leading immune centers of excellence, 
which will collaborate on the following:

 ■ Standardization of immune 
assays across centers and trials

 ■ Translational research to better 
understand the role of the immune 
system in cancer defense and how 
to augment this protective activity

 ■ Planning and conducting 
innovative immunotherapy 
trials using the most promising 
combinations of immune agents

IMMUNOTHERAPY IN THE CLINIC
ANTIBODIES
Monoclonal antibodies for myeloma 
help the patient’s own immune 
system recognize cancer cells 
and flag them for destruction.

 ■ Approved: Darzalex (daratumumab) 
and Empliciti (elotuzumab)

 ■ Under investigation: 
indatuximab, isatuximab, 
milatuzumab, and tabalumab

IMMUNE CHECKPOINT 
INHIBITORS
Cancer cells can hide from the immune 
system by turning “off” the signals 
usually seen by immune cells that allow 
them to attack intruders. Checkpoint 
inhibitors work to turn “on” the body’s 
immune response by blocking these 
“off” signals from myeloma cells.

 ■ Under investigation: atezolizumab, 
Keytruda (pembrolizumab), Opdivo 
(nivolumab), and Yervoy (ipilimumab)

VACCINES
For cancer, vaccines are a type of 
treatment, rather than prevention. 
The vaccines in development “train” 
immune cells to recognize myeloma 
cells so they can attack and kill them.

 ■ Under investigation: both cell-
based and non-cell-based vaccines

ENGINEERED T CELLS
T cells, a type of immune cell, can be 
removed from the body and genetically 
engineered to recognize specific target 
proteins on the surface of myeloma 
cells. These altered cells are grown 
in large numbers and infused back 
into the patient, where they can 
then attack and kill myeloma cells.

 ■ Under investigation: chimeric 
antigen receptor T cells, or 
CAR-T therapy, targeting CD19, 
BCMA, and κ light chains

MMRF Convenes Top 
Minds in Cancer at 
the Immune Therapy 
Summit in Boston; 
Co-Chairs: Ivan 
Borrello, MD (Johns 
Hopkins Medicine), 
Kathy Giusti (MMRF 
Founder), Rick 
Klausner, MD (Juno 
Therapeutics)

Excitement of 
immunotherapy is 
well deserved and  
progress is breathtaking, 
but it ain't over.
— Rick Klausner, MD, founder of Juno 
Therapeutics and GRAIL, and former 
director of the National Cancer Institute
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THE MMRF COMMPASS STUDYSM 
which has followed more than 1,000 patients with 

multiple myeloma over the course of at least eight years, 
continues to serve as a rich and unique source of data 
for myeloma researchers, as confirmed by the new and 

important findings recently reported from the latest 
CoMMpass data analysis. In addition, to leverage this data 

to the best advantage, the MMRF teamed up with Topcoder, a 
crowdsourcing marketplace with the world’s largest community of 

competitive data scientists and developers. and issued The MMRF 
Topcoder Challenge. This is a contest in which the Topcoder community 

used genomic data from CoMMpass to help determine which genetic factors may indicate a 
high likelihood of early relapse. The new findings will be validated and combined with other data 
sets to create the most complete picture of high-risk disease in relation to myeloma to date.

CROWDSOURCING WITH TOPCODER
The MMRF Topcoder Challenge tasked participants with creating a model that predicts the likelihood of early 
disease progression based on real genetic data from the CoMMpass Study. Topcoder participants used genomic 
data generated by CoMMpass on each patient sample to identify the predictors for early disease progression. The 
MMRF recently announced the results of the contest and awarded $30,000 in prizes to the top five contestants. 
To advance the understanding of genetic factors that predict early disease progression, the MMRF is looking to 
validate these findings using other data sets, with the goal of creating hypotheses to study in the clinic.

In addition to being examined in The MMRF Topcoder Challenge, the CoMMpass Study data were analyzed 
by cross-disciplinary teams in the DREAM Challenge, another crowdsourced competition organized 
by Sage Bionetworks. A preliminary analysis of the DREAM Challenge was presented at the American 
Association for Cancer Research (AACR) 2017 Annual Meeting in Washington, DC, in April.

Mining insights from the 
largest genomics data set in oncology, 
the MMRF CoMMpass StudySM
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COMMPASS STUDY ANALYSIS – THE LATEST DISCOVERIES 
Data from the CoMMpass Study continues to deliver information of critical importance to patients, as evidenced by the 
latest insights reported at the 58th American Society of Hematology (ASH) Annual Meeting and Exposition in San Diego: 

   Several genetic risk factors for early relapse are identified from the CoMMpass Study. Certain genetic changes in 
myeloma cells have been found to predict a greater likelihood of early relapse (which is a relapse within 18 months of the 
initial treatment). These findings are similar to changes seen in other types of cancer. New precision drugs are targeting 
some of these changes by using therapies designed to combat a patient’s specific disease type. Several of these targeted 
therapy trials are already underway in the MMRC. 

   New research has shown that some myeloma patients have higher 
levels of new targets, or neoantigens, on the surface of their cancer 

cells. These patients tend to have worse outcomes when they 
receive standard myeloma treatments. However, this new 

finding points the way toward a possible precision-based 
therapy for this class of myeloma patients: they may 

be excellent candidates for immunotherapies, such 
as checkpoint inhibitors, which help a patient’s own 
immune system recognize and kill myeloma cells.

“The MMRF has proven itself a leader in scientific 
innovation,” says Louis M. Staudt, MD, PhD. “The MMRF 
has emerged as a leader in data sharing, they have donated 
their data to the GDC with the goal of improving the 

lives of their patients and cancer patients worldwide.”

Continued open access to the latest information from 
the CoMMpass study, the most comprehensive genomic 

data set in cancer today, ensures the fastest possible 
development of new precision treatments for myeloma 

patients and may ultimately lead to the discovery of a cure.  

The MMRF has proven itself a leader in 
scientific innovation. The MMRF has 
emerged as a leader in data sharing, they 
have donated their data to the GDC with 
the goal of improving the lives of their 
patients and cancer patients worldwide.

– Louis M. Staudt, MD, PhD 
National Cancer Institute
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Question about clinical trials? Please call our Patient Support Center at 1.800.603.6628.
To search for clinical trials, visit MMRFCommunityGateway.org

T HE CLINIC IS THE ARM OF THE MMRF PRECISION MEDICINE MODEL that aims to accelerate 
clinical trials to rapidly bring new treatments to patients. The Multiple Myeloma Research Consortium 
(MMRC), a unique collaborative model of 25 centers in the United States and Canada, evaluates novel 

agents and combinations for their safety, efficacy, and feasibility in phase 1 and 2 clinical trials.
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* This study is currently being conducted at two different sites: Washington University and the University of Chicago.
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THE MULTIPLE MYELOMA RESEARCH 
CONSORTIUM (MMRC), an elite network of 
institutions conducting clinical trials to advance and 

accelerate treatments for patients with multiple myeloma, has 
expanded to include the Memorial Sloan Kettering Cancer Center 
(MSKCC), University of Arkansas for Medical Sciences (UAMS), and 
University of Texas Southwestern Simmons Comprehensive Cancer 
Center (UTSW). Founded in 2004, the MMRC is the first collaborative 
research model of its kind, facilitating cooperation among member 
cancer centers. To date, this prestigious collaboration has performed 
more than 73 early-stage clinical trials with more than 35 agents. 

Each new site went through a thorough application and selection 
process, ensuring their commitment to full participation in the 
consortium phase I and II clinical trials and other research activities. 
MSKCC, UAMS, and UTSW will also contribute new patient samples 
toward the MMRC Tissue Bank, a collection of bone marrow and 
peripheral blood samples from patients with multiple myeloma. 

 ■ Nivolumab (Opdivo) in 
combination with Revlimid 
and Dexamethasone

Irene Ghobrial, MD at the Dana-Farber 
Cancer Institute, is conducting a 
clinical trial evaluating Opdivo, a new 
monoclonal checkpoint antibody therapy 
plus Rev-Dex for smoldering multiple 
myeloma (SMM) to delay progression 
to active mutliple myeloma. The 
purpose of this research study is to 
determine if the addition of Opdivo, 
which is already FDA-approved for other 
cancers, may enhance the effectiveness 
of Rev-Dex. This trial is now open 
at the following MMRC sites: City 
of Hope, Emory University Winship 
Cancer Institute, the Karmanos Cancer 
Institute, the University of Michigan 
and the Sarah Cannon Cancer Center.

 ■ Cancer Research Institute
In collaboration with the Cancer 
Research Institute and Ludwig Cancer 
Institute, the MMRF is supporting a 
Phase I trial testing two novel immune 
checkpoint antibodies – tremelimumab 
and durvalumab – that work by allowing 
a patient’s T cells to recognize and 
attack myeloma cells. Checkpoint 
inhibitors have transformed outcomes 
for patients with other cancers, and 
this trial is the first to study these 
novel treatments. The antibodies 
are being tested in conjunction with 
autologous stem cell transplants, 
and the trial is being conducted by 
investigators Hearn Cho, MD, PhD, 
from Mount Sinai Health System and 
Alexander Lesokhin, MD, from Memorial 
Sloan Kettering Cancer Center. 

 ■ Selinexor
Karyopharm has a number of clinical trials 
ongoing to provide data for Selinexor 
(Sel), an oral myeloma treatment that 
is the first in a new class of treatments. 
The STORM trial (Ph 2b, low dose Sel 
plus dexamethasone) started in 2015 
with enrollment completed in June 
2016. STORM is currently undergoing 
a 120-patient expansion in penta-
refractory mutliple myeloma – patients 
who have taken and become resistant 
to Velcade, Kyprolis, Revlimid, Pomalyst, 
and Darzalex, the most commonly used 
myeloma treatments. In addition, the 
Ph3 BOSTON trial (Sel/Vel/Dex vs Vel/
Dex) began enrolling in early 2017. 
Karyopharm hopes to submit data to the 
FDA for approval of Sel in the first half 
of 2018. The MMRF has played a critical 
role in bringing Selinexor to clinical trials 
for multiple myeloma and continues to 
support this promising new treatment.  

CLINICAL TRIAL HIGHLIGHTS

NEW SITES IN MMRC EXPANSION

Memorial Sloan Kettering 
Cancer Center 
New York, NY

University of Arkansas for 
Medical Sciences 
Little Rock, AR

UT Southwestern Simmons 
Comprehensive Cancer Center 
Dallas, TX

To learn about all 25 MMRC Member Institutions, 
please visit themmrf.org/MMRC-Sites.

THREE NEW SITES ADDED IN MMRC EXPANSION

“We are proud to welcome this exemplary group of academic institutions to the MMRC. They 
truly share our commitment to accelerating the development of new, more precise treatments 
for multiple myeloma patients.” — Daniel Auclair, PhD, Senior VP of Research, MMRF
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THE MONTH OF MAY BROUGHT EXCITING NEWS IN SPEEDING 
EFFORTS TOWARD EARLY DETECTION, delayed disease 
progression and, ultimately, prevention of multiple myeloma. 
Ronald O. Perelman and Dr. Anna Chapman, through the Perelman 
Family Foundation, have committed more than $4 million to fund 
the first research program dedicated solely to the early detection 
and prevention of multiple myeloma. This generous donation 
will seed the launch of the groundbreaking Perelman Family 
Foundation Early Disease Translational Research Program, part of 
the MMRF Prevention Project. 

THE MMRF PREVENTION PROJECT WILL CATALYZE RESEARCH ON: 
  Understanding genomic factors that predict early disease progression 

  The impact of microenvironmental factors on early disease progression 

  Enhancing tumor immunity in monoclonal gammopathy of undetermined  
     significance (MGUS) and smoldering multiple myeloma (SMM). 

The Perelman Family Foundation Early Disease Translational Research Program brings 
together six leading cancer research centers – the Dana-Farber Cancer Institute, the 
Memorial Sloan Kettering Cancer Center, MD Anderson Cancer Center, Rockefeller 
University, the University of Arkansas for Medical Sciences, and Yale University – as 
well as the MMRF. By conducting studies that evaluate the conditions under which 
precancerous cells become cancerous, these teams will identify novel targets and 
biomarkers of disease progression. This research is hoped to enable the development 
of therapeutic approaches to delay or even stop progression to myeloma.  

“We are so thankful 
to Ronald and Anna 
for supporting our 
vision for a bold 
program that will 
take us one step closer 
to a future where 
our children and 
grandchildren will never 
need to worry about
incurable cancers. 

Not only does the 
MMRF answer the 
questions of patients 
today and urgently 
deliver them the 
precise information 
and treatment they 
need to fight their 
multiple myeloma, 
but, with this 
generous donation,
we will now also be 
able to focus on the 
patients of tomorrow.

 
—Kathy Giusti 
    Founder, MMRF

Launching 
the MMRF 
Prevention Project
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MMRF CANCER FIGHTERS 
Meet the MMRF staff members moving us closer to curing cancer every day...

SEAN 
DAVIS
Database Project Manager

Data is critical to the MMRF and our mission,” says 
Sean Davis. “In a patient-driven organization like ours, 

connecting with people starts by knowing them well and 
being able to provide them with the information they need.” 
Overseeing numerous database projects for the MMRF, 
Sean plays an important role making sure the foundation is 
communicating the right information to the right people at 
the right time. He takes great satisfaction in knowing that 
through his efforts, he is helping patients on their journeys: 
“Like most of us here, I’ve lost loved ones to cancer. It feels 
good to be able to make a difference for those still fighting.” 
When he’s not elbow deep in gigabytes of data, Sean enjoys 
drumming and mixed martial arts and is a big soccer fan.  

BRITTANY 
ENGLISH
Signature Events Manager

Helping the MMRF to create events that are as beautiful and 
elegant as they are inspirational and educational - that’s 

why Brittany English energetically shows up to work every day. 
As the foundation’s Signature Event’s Manager, she’s never 
short on inspiration herself, “I feel so fortunate. Every day I get 
to see how the things we do make a real impact in the live’s of 
patients and their supporters.” Building on her prior experience 
managing events for a successful entrepreneur, Brittany applies 
her skills in logistics and organization with an eye for detail 
and an uncanny ability to adapt quickly and bring out the best 
in an event. Having lost family members to cancer herself, she 
remains intensely driven, “At the MMRF, complacency is not 
an option. That idea finds its way into everything we do.”  

CONFERENCE ROUNDUP
16th International 
Myeloma Workshop
March 1–4, New Delhi, India

T he IMW 2017 meeting brought 
together the entire international 

myeloma research and clinical 
community to discuss the latest findings, 
and the MMRF was there! Visit our 
website and see our daily blog posts 
for a summary of the most interesting 
information for patients. To read 
more, visit themmrf.org/IMW2017.

American Association for 
Cancer Research
April  1–5, Washington DC

AACR is the largest yearly meeting 
of cancer researchers. The MMRF 

research and clinical teams were in 
attendance to hear presentations on  
new cancer targets and how these  
might be useful for new multiple 
myeloma therapies.

American Society of 
Clinical Oncology
June 2–6, Chicago, IL

T he yearly ASCO meeting in Chicago 
included face-to-face meetings 

with MMRF collaborators from the 
CoMMpass trial, MMRC clinical sites, 
and pharma partners. The MMRF also 
hosted a booth in the exhibition area to 
provide multiple myeloma information 
for clinicians and researchers, while 
MMRC members presented several 
abstracts at ASCO. To read more, visit 
themmrf.org/ASCO2017.  

V isit our website to view the IMW/AACR Meeting Highlights webinar or 
the ASCO/EHA Meeting Highlights webinar: themmrf.org/webinars.   
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MMRF RESOURCES
MMRF Patient Summits
So far this year, the MMRF has visited 
five US cities to host a free day of 
learning at our Patient Summit activities. 
Our visits to West Palm Beach, Denver, 
Atlanta, Boston, and Dallas were well 
attended (we want to thank Denver 
especially; great turnout for a first 
time Summit site!) and afforded the 
opportunity for patients to learn about 
multiple myeloma, new treatments, 
and hot topics such as MRD and 
precision medicine from our esteemed 
and dedicated faculty. Most of these 
Saturday events occurred on the same 
weekend as MMRF Team For Cures 5K race events, which were held Sunday in the same cities, thereby offering patients 
an entire weekend of learning, engagement, and fellowship with the MMRF and other multiple myeloma patients.

If you were unable to attend, you may find materials from these meetings on our website. Our activities resume in the 
fall with events in:

  Chicago (9/16)   Charlotte (10/14)   New York City (11/3)   Los Angeles (11/18)

To register for one of our upcoming Patient Summits, see our full schedule at themmrf.org/patient.

Attend 
a Multiple Myeloma 
Patient Summit

Learn about standard and emerging 
therapies including stem cell 
transplants, promising clinical 
trials, and more for optimal disease 
management. Attend a complimentary 
symposium for all the information you 
need to make well-informed decisions 
about your treatment and care. 

To register, view past summits  
and the complete calendar, visit: 
themmrf.org/patient

View 
Past Programs 
On Demand

Access our archive of recorded Patient 
Summit symposia and webcasts. Hear 
expert perspectives on key clinical 
research and the rapidly evolving 
myeloma treatment landscape.

All available online, and free, at: 
themmrf.org/education

Contact 
our Patient 
Support Center

Our Registered Oncology Nurses 
are available to help answer your  
many questions.

Let us help you navigate:

 ■ Clinical trials and understanding 
the process

 ■ Available resources

 ■ Finding a treatment center

Monday – Friday: 9am – 7pm ET

Phone: 1-866-603-6628

Clinical Trials: themmrf.org/TrialFinder

Email: patientnavigator@themmrf.org

IN PERSON, ONLINE, OR OVER THE PHONE
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When there’s progress, news or a trial for you,
be among the first to know.

MMRF Patient Engagement  
 ■ 2-Part Caregiver Webinar

These two webinars were held in 
February and March and focused on the 
questions and needs of caregivers for 
multiple myeloma patients, especially  
around stem cell transplants and how 
to establish a “new normal” life after a 
diagnosis of multiple myeloma. If you 
missed these useful presentations, 
they may be viewed in their entirety 
at themmrf.org/webinars.

 ■ 3-Part Meeting Highlights 
for Patients

Important information on new myeloma 
treatments are delivered at several 
large medical meetings throughout the 
year. This year, we are bringing these 
highlights to patients through a webinar 
series. Visit our website to replay our 
webinar summarizing the findings from 
the IMW and AACR meetings this spring. 

A webinar in July will cover highlights 
from ASCO and EHA, and the third, in 
January 2018, will cover the December 
2017 ASH meeting. More information 
is available at themmrf.org/webinars.

 ■ 3-Part Advances in Immune 
Therapy Approaches

This new series will explore 
immunotherapy topics of interest to 
myeloma patients, including monoclonal 
antibodies, vaccines, and engineered 
immune cells (CAR-T). Information and 
registration for the next two webinars 
can be found at themmrf.org/webinars.  

All webinars are free, and each is 
recorded and can be downloaded 
from our website for viewing within 
two weeks of the live broadcast.

MULTIPLE MYELOMA 
WEBINAR SERIES

The MMRF CoMMunity Gateway

Get Connected. It’s Easy.
The CoMMunity is 5,500 patients strong, and 
growing! Join today to have your disease and 
treatment questions answered by multiple myeloma 
experts and to experience support and connection 
with other multiple myeloma patients.

Go online and join today.
MMRFCommunityGateway.org
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WILLIAM K. BOWES

In 2010, Bill’s leadership gift enabled the launch of the 
MMRF CoMMpass Study, the cornerstone of the MMRF 
Precision Medicine Initiative. Thanks to his vision and 

compassion, extraordinary advances have been made to 
accelerate precision medicine approaches for the benefit of 
countless cancer patients. 

Throughout his career, two of Bill’s great loves have been 
projects involving education and medical research—
interests that have extended far beyond his day job. He 
was on the executive committee of the San Francisco 
Conservatory of Music and was a former Board Chairman 
of The Exploratorium, San Francisco’s exemplary interactive 
museum of the sciences. He also served on the Board of 
the Asian Art Museum, Grace Cathedral, and the Hoover 
Institution. And in 1991, he established the William 
K. Bowes, Jr. Foundation, which supports nonprofit 
organizations focused on medical research, access to 
college, the arts, and higher education.  

MMRF LEADERSHIP NEWS

GENE GRISANTI

G ene was a thoughtful, dedicated board member, a 
warm-hearted, compassionate leader, and a true 
gentleman. Thanks to his vision, extraordinary 

advances continue to be made to speed treatments and to 
extend the lives of countless cancer patients like himself. 

He began his career with the law firm Fulton, Walter & Halley 
and became the general counsel for a firm he incorporated, 
International Flavors and Fragrances. Gene worked there for 
38 years, rising to CEO and Chairman of the Board, before 
retiring in 1999.

Gene had a deep respect for the sciences. He not only served 
on the boards of The Rockefeller University, The Ambrose 
Monell Foundation, and The G. Unger Vetlesen Foundation 
but also took every opportunity to study the groundbreaking 
work done by these doctors, scientists, and researchers. In 
the last few years, nothing was more important to him than 
his service on the board of the MMRF.  

IN MEMORIAM

T he Multiple Myeloma Research Foundation (MMRF) is saddened at the loss of MMRF Board Members 
William K. Bowes and Gene Grisanti, who both made invaluable contributions to the foundation as 
devoted champions of innovative research models to accelerate cures for cancer.
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NEW MEMBER ANNOUNCEMENTS

CEELO GREEN
Grammy Award-Winning Singer, Songwriter, and Record Producer

A five-time Grammy Awards winner with accolades from the BET, 
Billboard, and Brit Awards, CeeLo Green is a critically acclaimed singer, 
songwriter, record producer, actor, and businessman. Known for top 

hits like “Crazy” and “Forget You”, he has also found success in voice acting and 
television appearances, including his role as a judge and coach on NBC’s The 
Voice and his own show, CeeLo Green’s Good Life. A pioneer in music, he joins the 
MMRF honorary board in support of the organization’s innovative work. 

RODGER RINEY
CEO and Founder, Scotttrade

Having graduated from the University of Missouri with a 
degree in civil engineering, Rodger’s successful career 

began at Edward D. Jones in St. Louis where we worked his 
way up to partner. Fueled by an entrepreneurial spirit, he later 
founded Scottrade, which he grew into an online brokerage 
and bank with 500 branches worldwide. The company helped 
over three million clients improve their lives by overcoming 
the barriers to financial success. Rodger was diagnosed with 
multiple myeloma in 2015 and has been a strong advocate 
for the MMRF’s work, in addition to serving on several other 
governing boards. 

SUSAN MARVIN
Vice Chair, Marvin Windows and Doors

A fourth-generation executive in the family-
operated Marvin Companies, Susan graduated 

from the University of Minnesota with a degree in 
journalism and joined Marvin Windows and Doors in 
1981 as a marketing manager. She went on to work 
her way up the ranks, becoming President in 1995. 
She held that role for the next twenty years, guiding 
the company forward. Today, Susan is active on 
both for-profit and non-profit boards, including the 
Minneapolis Institute of the Arts and Opus College of 
Business. She also serves as a Director on the Harvard 
Joint Center for Housing Studies Policy Board. 

HONORARY BOARD OF DIRECTORS

Meet the entire leadership team at themmrf.org/mmrf-leadership.
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MMRF AMBASSADOR SPOTLIGHT
Debbie and Kent Wells

Debbie and Kent Wells have lived and worked 
in the Washington, DC area for over 30 years. 
Native Kansans, each found their way to 

Washington to pursue their interests in politics and 
public policy, settling in Alexandria, Virginia, where they 
raised two sons, Trevor and Bryan. Trevor is a pediatric 
and adolescent Psychiatrist and Bryan is a Legislative 
Assistant for health policy in the US Senate.  

In 2007, during a routine annual physical, Kent was informed of higher 
protein levels in his blood. Following advice to see a specialist, he was 
later diagnosed with smoldering multiple myeloma. While no immediate 
treatment was needed, suddenly, cancer was a part of the Wells’ lives.

By 2008, Kent’s myeloma progressed, and he began treatment that 
would continue for the next four and a half years. Suddenly a caregiver 
to a myeloma patient, Debbie learned to be strong and supportive 
while contending with her own questions and emotions.

The Wells soon discovered that they were far from alone in their situation. 
“I was truly amazed that there were so many people that we know who 
were dealing with this too,” Kent commented. The Wells’ support network 
eventually inspired the Multiple Myeloma Charity Classic—a golf and tennis 
outing put together by their friends. Since its inception, the Multiple 
Myeloma Charity Classic has grown to encompass over 100 attendees. 
“To do an event like this, you need a good core group of volunteers and 
strong partners,” Debbie said. The MMRF became one of these partners. 
Kent credits the foundation with strongly supporting the event, which has 
generated more than $1 million for multiple myeloma research to date.

In 2013, Kent’s treatment began to lose effectiveness; a stem cell 
transplant was scheduled for the day before his 60th birthday. 
Post-transplant, Kent went into partial remission and has been 
on a maintenance dose of Revlimid for the last three years. 

Today, he is optimistic about the pipeline of treatment options in front of 
him thanks to the MMRF. “We are lucky that we are talking about living 
with multiple myeloma for a decade now,” Debbie said. “Dealing with 
that has been so much easier with the dedicated support of family and 
friends and the MMRF — which I include in the friends category.”  

“When Kent was first 
diagnosed I did a lot of 
research and came to 
the conclusion that the 
MMRF was the best 
source. Working for a 
firm that advocates for 
scientific research, I 
know how important it 
is, and the MMRF was in 
line with that approach.”

– Debbie Wells
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D r. Kumar of the Mayo Clinic, Rochester, MN, currently 
serves as co-chair of the Multiple Myeloma Research 
Consortium (MMRC). We asked him to tell us what 

inspired him to join the field of multiple myeloma, and his vision 
for the future of the MMRC. 

Why did you specialize in multiple myeloma? 
Doing residency and hematology oncology training at the Mayo Clinic in 
Rochester, MN, you cannot escape getting interested in myeloma. When you 
get to hear from and interact with the giants in the field, such as Professor Bob 
Kyle, you naturally get attracted to the area. The clinical spectrum and volume 
of myeloma and related disorders that we see at the Mayo Clinic is unparalleled 
and gives you a unique opportunity to develop your research skills and the best 
environment to make a mark. 

What is special about the way the MMRC operates? 
It is a unique approach to teamwork and brings together like-minded individuals 
and institutions, whose major goal is to bring novel treatments to patients as 
quickly as possible. It is a novel platform that allows all of us to bring forward 
our ideas, get honest feedback, and implement our ideas in the most effective 
fashion. Our strength is in numbers, both the number of physicians and researchers 
involved in vetting an idea and also in terms of the numbers of patients we 
can reach out to. The MMRC model provides access to the latest cutting edge 
treatment approaches through the clinical trials we do in the consortium. 

What will the MMRC be doing next? 
The themes in the coming years are going to be precision medicine, 
immunotherapy treatment approaches, and early intervention. MMRC is well 
poised to take a leadership position in these areas, and they will be our focus 
during the next two to five years. We are in the process of developing the 
MyDRUG trial (MYeloma-Determining Drug Regimens Using Genomics); this 
is going to be a novel clinical approach to matching genomic aberrations for a 
specific patient to a treatment that may uniquely help that individual.

What is your long-term goal for the MMRC? 
The long-term goal is to help cure this disease through innovative research and 
clinical trials.  

““[The MMRC] is a unique approach to teamwork 
and brings together like-minded individuals 
and institutions... to bring novel treatments to 
patients as quickly as possible.

– Shaji Kumar, MD

MMRF RESEARCHER SPOTLIGHT
Shaji Kumar, MD – Mayo Clinic, Rochester, MN

CLINICAL TRIAL SPOTLIGHT 
Dr. Kumar is dedicated to 
finding better treatment 
options for high-risk patients. 
He is currently leading a 
Phase I/II precision medicine 
trial designed for high-risk 
relapsed MM patients who 
have been confirmed as 
having 17p deletion and 
who have had at least one 
prior line of therapy. Patients 
will receive Idasanutlin, 
an MDM2 inhibitor, in 
combination with Ninlaro (a 
proteasome inhibitor) and 
Dexamethasone. Idasanutlin 
is thought to act by activating 
TP53, a protein that stops 
the growth of cancer cells. 
The study is designed to 
examine the side effects 
and best dose of this drug 
combination and to also 
measure how well it works in 
multiple myeloma patients.  
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MMRF CHICAGO AWARDS DINNER
Living Out Loud Co-Author Craig Sager Jr. Shares Inspirational Address on Blood Cancer

O n April 3, the 2017 Chicago 
Awards Dinner welcomed Craig 
Sager Jr., managing editor, 

author, sports analyst, and son of the 
beloved late NBA sportscaster, Craig 
Sager. Craig Jr. courageously shared his 
father’s battle with blood cancer and 
bravely served as his father’s stem cell 
donor, twice. Craig was surrounded 
by longtime MMRF Honorary Board 

member, actress, director, producer 
and writer Bonnie Hunt, along with 
more than 400 patients, caregivers, 
doctors, and pharmaceutical supporters. 
The Sandy and Tom Mihelcic Family 
were honored with the foundation’s 
highest accolade, the MMRF Spirit of 
Hope Award. “I am living with myeloma, 
but myeloma does not define me. Thanks 
to the MMRF’s groundbreaking research 

and the speed at which they help bring 
drugs to market for patients like myself, I 
can enjoy all the things and people I love. 
I hope that my journey can bring some 
hope and optimism for other patients 
like myself,” said Tom Mihelcic.

Check out this year’s event: 
themmrf.org/chicagodinner.   

MMRF LAUGH FOR LIFE: NEW YORK
15th Annual MMRF Laugh for Life: New York Honors Tani and Eric Gelber

O n May 2, 2017, comedian, 
actor, TV writer, and New 
York native Paul Reiser 

entertained a room of more than 
600 patients, supporters, healthcare 
leaders, and business executives at 
the 15th Annual Laugh for Life: New 
York comedy event at Chelsea Piers. 
MMRF endurance athletes Tani and Eric 
Gelber were honored with the MMRF’s 

Carol Goldschein Spirit of Hope Award 
presented by Celgene Corporation 
for their extraordinary advocacy and 
commitment on behalf of patients and 
their inspiring journey of perseverance. 
Eric and Tani have raised over a million 
dollars in support of the MMRF, and 
Eric’s third, final, and successful attempt 
to run 200 consecutive miles in Central 
Park was captured by Tribeca Films 

in September 2016. The evening also 
included patient speaker and Grand 
Canyon endurance athlete Catherine 
Sloane, actor and comedian Brad 
Zimmerman, and famed mentalist 
Oz Pearlman.

Check out this year’s event: 
themmrf.org/laugh.   

May 2, 2017

April 3, 2017
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MT. KILIMANJARO TREK 

In February, a dedicated team of 14 
MMRF supporters, including five 

patients and oncologist Dr. Betsy 
O’Donnell of Mass General, hiked for 
eight days up Mt. Kilimanjaro in Tanzania, 
Africa. After six and a half days of 
climbing, the team successfully reached 
the 19,341 foot summit. The overnight 
summit took the team nine hours of 
climbing in adverse weather while 
battling the effects of high altitude. The 

team proudly carried a banner with 157 
patient names to the top as living proof 
of the life-changing research the MMRF 
funds to help the development and 
advancement of targeted treatments.

Patient and climber Nancy Dziedzic 
shared her experience with battling 
myeloma and having the opportunity 
to be on the team: “It puts everything 
into perspective for me for my future.” 
Dziedzic continued, “When you 
are diagnosed, it’s hard to see the 
future because you don’t know what 
is happening. I feel more confident 
now that my future is going to have 
a lot of adventures and that cancer 
is not going to be stopping me.” 

The Moving Mountains for Multiple 
Myeloma program has now had five 
successful climbs since its inception in 

2015 and recently was the recipient 
of the Eye for Pharma’s Most Valuable 
Collaboration Award. In April, the 
MM4MM program surpassed raising 
its first $1,000,000, with the Mt. 
Kilimanjaro team raising $257,000. 
Thanks to our generous 
sponsor Takeda 
Oncology, 100% of 
the funds raised 
go directly to 
the MMRF’s 
mission to help 
each patient 
defeat multiple 
myeloma.

If you’d like to 
find out more about 
the program or support 
a team member, email Jane 
Hoffmann at hoffmannj@themmrf.org.   

Be Part of
MMRF History

at Our First
Cycling Event

ROAD TO VICTORIES: ESCORT OUR CROSS-COUNTRY 
RIDERS ON THEIR FINAL DAY 

On September 2, 2017, eight cyclists 
including one myeloma patient 

will leave Manhattan Beach, CA, on 
a 3,400-mile ride across the USA to 
raise funds and awareness for multiple 
myeloma research. The coast-to-coast 
ride will take 50 days, ending in Fairfield, 
CT, close to the MMRF headquarters. 
Another group consisting of 12 riders, 
including four myeloma patients, will join 
the cross-country riders on the first leg 
of the journey to Flagstaff, AZ, taking on 
546 miles through the Mojave Desert. 

The cycling event, called Road to 
Victories: Accelerating Progress for 
Multiple Myeloma, is sponsored by 
Janssen Oncology, whose support will 
assure that 100% of all funds raised 
from this exciting effort go to the 
MMRF to fuel the precision medicine 
research model, which is key to the 
fast tracking of new treatments.

Riders commit to raise funds for multiple 
myeloma research while being a part of 
the MMRF’s first ever cycling event.

RIDE WITH US October 21 and 
be part of the GRAND FINALE! Two 
fully supported rides will be available:

■ 62-mile (100K) ■ 25-mile

These “one day riders” will be treated 
to a beautiful course at the peak of 
the fall foliage season and line the 
entrance to the beach, where the 
“cross-country riders” will dip their 
front wheels into the Atlantic Ocean as 
a symbol of the finish of their coast-to-
coast tour.

To learn more visit: endurance.themmrf.
org/roadtovictories.  
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CANCERBLOWS: 
THE LEGENDS RETURN 

On May 10, 2017 Ryan Anthony, a 
world-class trumpeter and myeloma 

patient, was at it again with CancerBlows: 
The Legends Return. The event featured 
over 25 trumpet 
legends, including 
Doc Severinsen, 
Lee Loughnane 
(Chicago), Arturo 
Sandoval, Rashawn 
Ross (Dave 
Matthews Band), 
former trumpet 
players from the 
Canadian Brass, 
and other musical 
friends. Not only 
was the concert 
hall sold out, but 
it reached 83,000 
people through 
livestreaming the 
concert and raised 
over $1,000,000.

Ryan announced during the concert that 
his myeloma recently relapsed and he 
was starting a new treatment the next 
day. With his wife Niki by his side, Ryan 
wants to continue to spread awareness 
and raise funds with his concept of 
HOPE = MUSIC through more concerts 

around the country, 
such as in Los Angeles 
or New York City.

With his talent, his 
wife, and his amazingly 
supportive friends, 
there is no doubt 
that he will succeed. 
First though, he plans 
to take on Mount 
Fuji in July through 
the MMRF’s Moving 
Mountains for Multiple 
Myeloma program 
with his doctor, Dr. 
Brian Berryman of 
Baylor Charles A. 
Sammons Cancer 
Center, by his side.   

Photo Credit:  Jeremy Lock, Jeremy Lock Photography

T H E  L E G E N D S  R E T U R N
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“Music has always been a 
vehicle allowing me to express 
myself beyond words, and now, 
through CancerBlows, I am 
able to unite both musicians, 
patients, doctors, and general 
public together, creating a 
stronger community and 
commitment in the fight against 
cancer. The MMRF shares my 
commitment, and I am honored 
to partner with them and with 
such great artists.”

– Ryan Anthony 
The Ryan Anthony Foundation

FIND A 
CURE!

For first-
time 

MMRF 
Independent 
Event host 
Tiffany 
LaMendola, of Jamestown, CA, raising 
funds for myeloma research is personal. 
Her father, Ike Bunney, and her aunt, 
Hopie Castro, were both diagnosed with 
myeloma. In their honor, and to support 
all patients and families touched by 
myeloma, Tiffany created Find a Cure 
5K! “I knew our family needed to do 
something to fight along with them. 
Raising money for research toward a 
cure seemed like the best thing we could 
do to help!” said Tiffany.

Participants enjoyed a post-5K barn 
party with live music, a potluck dinner, 
and a silent auction. Tiffany set a goal 
of raising $5,000, but through the 
generosity of family and supporters, she 
raised over $20,000!   

MINGLE FOR MYELOMA: CHICAGO 

On Saturday, March 4, the MMRF 
Young Professionals group in 

Chicago hosted their annual Mingle 
for Myeloma event at Loft 644 to 
raise critical funds to drive research 
for a cure. The event was not only 

sold out but also raised nearly 
$75,000, surpassing their original 
fundraising goal by almost $25,000! 

The MMRF thanks all who attended 
to support our mission, especially the 

MMRF Young Professional Chicago 
organizers: Claire Cosgrove, Alyssa 
Friedberg, Jessica Horwitz, Michael 
Horwitz, Lauren Mandel, and Christi 
O’Brien, who worked tirelessly to host 
an amazing event!  
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SAN FRANCISCO
Honorary Race Chairs: 
Dr. Jeffrey Wolf, Dr. Sandy Wong, and 
Dr. Nina Shah, UC San Francisco

Attendees:  ..............................................904

Funds Raised:  ..............................$190,888

Top Team: 
McGlynn Latham  ...........................$27,406

Top Individual: 
MaryLee Millard  ...............................$2,295

Spirit of Hope Honoree:  
Squadra Pompa

ATLANTA
Honorary Race Chair: 
Dr. Sagar Lonial, Winship Cancer 
Institute, Emory University

Attendees:  ..............................................508

Funds Raised:  ..............................$128,020

Top Team: 
Burn dust, eat my rubber, Myeloma! 
............................................................$42,100

Top Individual: 
David Franks  .....................................$2,200

Spirit of Hope Honoree:  
Northside and Southside Atlanta  
Area Myeloma Support Groups

In 2016, 15,000 members of the myeloma community shared camaraderie, knowledge, and hope—and 
raised more than $3.3 million. So far in 2017, over 6,000 participants have raised over $1.85 million.

BOSTON
Honorary Race Chair: 
Dr. Paul Richardson, Dana Farber  
Cancer Institute

Attendees:  ..........................................3,090

Funds Raised:  .............................$686,957

Top Team: 
Pinch’s Punch Back  ......................$51,060

Top Individual: 
Paul Carter  .....................................$21,830

Spirit of Hope Honoree:  
Team Myra Spira

TEAM FOR CURES: 5K WALK/RUN

SOUTH FLORIDA
Honorary Race Chairs: 
Dr. Alvaro Alencar, University of Miami 
and Dr. Rachid Baz, Moffitt Cancer Center 

Attendees:  ..............................................462

Funds Raised:  ..............................$156,351

Top Team: 
Racing with Randi  .........................$88,598

Top Individual: 
Karl Weinrich  ...............................$2,455

Spirit of Hope Honoree:  
Lori Alf

DALLAS
Honorary Race Chairs: 
Dr. Larry Anderson, UT Southwestern 
Simmons Comprehensive Cancer Center, 
and Dr. Brian Berryman, Baylor Charles 
A. Sammons Cancer Center

Attendees:  ..............................................664

Funds Raised:  ..............................$138,918

Top Team: 
UTSW A TEAM  .............................$23,535

Top Individual: 
Kit Myers  ..........................................$5,565

Spirit of Hope Honoree:  
North Texas Myeloma Support Group

“Myra would assure all of us 
that things would be ok. She 
never stopped fighting. She 
never lost hope. We accept 
this award for our mother, 
our true spirit of hope.”

– Joanna Spira Reiss
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A DISCUSSION WITH KATHY GIUSTI
Know Your Data, Then Share It.

MMRF Founder Kathy Giusti is widely recognized for 
empowering patients to take an active role in their care and 

as a staunch advocate for data sharing. We sat down with her to 
discuss what patients need to know about their cancer and how 
sharing this information can help them get the best treatment for 
their disease. 

What do you mean when you talk about “knowing 
your cancer”?
Patients have always been encouraged to know as much about their cancer as 
possible. In the past, this has meant knowing symptoms to watch out for, for example, 
or concerns to talk to your doctor about. Today, knowing your cancer means so much 
more than that. It’s understanding it on its deepest, most basic level – in its DNA. 
This information allows you and your doctor act specifically in selecting treatments 
or clinical trials that might be best in treating your disease while avoiding treatments 
that will not be of benefit to you.

How do you do that?
In addition to standard tests like FISH and gene expression profiling, a growing 
number of multiple myeloma patients are having some or all of their cancer 
sequenced. When you have your cancer sequenced, your healthy DNA is compared to 
your cancer’s DNA to identify genes that have undergone abnormal changes, called 
mutations, that affect how aggressive your cancer is, how well you might respond to a 
certain treatment, or why the cancer developed in the first place. Genome sequencing 
provides such valuable information that it is now a routine part of cancer care at 
some medical centers. If it’s not, be sure to have your tissue banked so that your 
genome can be sequenced at a later date.

Data-sharing is a real passion of yours. Why?
Researchers need access to large amount of patient data to develop precision 
treatments that target the unique aspects of your cancer. This is not possible without 
patients stepping up to share their sequencing results and other health data. Sharing 
your data is also important because it allows you to understand your cancer and 
treatment options in the context of other patients. If another patient shared your 
same mutations and benefitted from a certain treatment, wouldn’t you want to know 
that? That can only happen if we all share our data and contribute to our collective 
understanding of the disease.  

Kathy Giusti
Founder, MMRF
Co-Chair, HBS Kraft Precision 
Medicine Accelerator
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The information herein is not intended to replace the 
services of trained health professionals (or to be a substitute 
for medical advice). You are advised to consult with your 
healthcare professional with regard to matters relating to your 
health and, in particular, regarding matters which may require 
diagnosis or medical attention.
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Together, we can achieve our vision – 
a cure.
The MMRF is working every day to realize a vision where the right treatments find their 
way to the right patients at the right time. Where everything is possible to manage and 
cure this disease. We’ve accomplished so much, but there is still a lot to do. It is your 
direct support that can make the vision possible.

Help us move even faster. Please donate today.

Donate now at themmrf.org/magazine.
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