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Macroglobulinaemia (WM) and Associated Disorders and serves
as the haematological lead in the Joint Neurohaematology service
at the National Hospital for Neurology, Queen Square, London,
where she does clinics with Prof. Michael Lunn, a specialist in
inflammatory neuropathies.

| ¥
Prof. Shirley D'Sa

In addition to her clinical work, Prof. D’Sa is actively involved in clinical research,
including real world data analyses, and has served as the UK Chief Investigator on
several clinical trials related to WM and cold agglutinin disease, including Phase 1, 2,
and 3 trials of novel therapies. She is also an enthusiastic mentor to up-and-coming
haematology and neurology trainees.

Her dedication to patient care and research has established her as a leading expert
in her field, with a reputation for combining clinical excellence with compassionate
patient care.

A case study

I recently saw a lady with an IgM protein that was found during a review for her
symptoms of neuropathy in 2011. Investigations at her local hospital showed that
this was monoclonal gammopathy of uncertain significance (MGUS), and she was
monitored periodically. Between the end of 2018 and March 2019, she lost 15 kg
(33 1b) and became ill with an atypical chronic pneumonia initially resistant to
antibiotics. The duration of and inability to manage the illness raised questions
of underlying disease. She was then referred to haematology which confirmed
a diagnosis of Waldenstrom macroglobulinaemia (WM) on her bone marrow
biopsy. She received DRC chemoimmunotherapy (dexamethasone, rituximab, and
cyclophosphamide) for her symptomatic WM. A very good partial response was
achieved and her condition stabilised.

She continued to have recurrent/persistent chest infections and was admitted in
acute distress to her local emergency department in November 2023 with bilateral
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pneumonia,bilateral pleural effusions, and sepsis. The
respiratory specialists and radiologists questioned
whether the WM could be contributing to her current
infections, but haematology felt her condition more
likely to be the result of immunosuppression related
to previous treatment and the after-effects of sepsis
following discharge.

She also continued to have recurrent pleural
effusions which required drainage using a needle
passed into the pleural cavity under guidance of an
ultrasound probe. The pleural sample collected five
weeks before I saw her showed WM cells in the fluid,
confirming WM in this body compartment.

The chest x-ray in Figure 1 is before drainage and
shows a large collection of fluid with a concave top
on the right side of the chest (to the left in the x-ray).
The other lung is clear and looks dark throughout,
except for the rib shadows and the triangular shadow
of the heart.

Figure 1.

Lung on left side of x-ray (patient’s right side) shows fluid buildup.

Introduction

Pleural effusions, or abnormal fluid accumulation
within the pleura or sac that encases the lungs, may
be a complication in patients with haematologic
malignancies, particularly B cell lymphomas. These
effusions arise due to complex mechanisms related
to both the malignancy itself and the body’s response
to tumour growth. The presence of pleural effusions

Pleural Effusions in WM, cont. from page 1

often correlates with advanced stages of disease.
This article reviews the development, clinical
presentation, diagnostic approach, and management
strategies for pleural effusions associated with WM,
underscoring the need for targeted therapeutic
interventions.

Causes

Pleural effusions in WM can arise from several
mechanisms:

* Direct lymphomatous infiltration: WM cells can
directly invade the pleura, resulting in exuda-
tive (with a high level of protein) pleural effu-
sions. This invasion disrupts the normal pleural
fluid balance by increasing the leakiness of
blood vessels, along with the loss of proteins.

* Cytokine release: Some pleural effusions occur
in the absence of direct pleural invasion. This
phenomenon may involve cytokine release by
the tumour, triggering cascades of inflammatory
chemicals that increase permeability, or the
passage of fluid across blood vessel membranes,
thereby contributing to fluid accumulation.

* Obstruction of lymphatic drainage: Enlarged
lymph nodes, particularly in the central struc-
tures of the chest (mediastinum), can compress
the major drainage vessel for lymphatic fluid
(the thoracic duct), reducing fluid clearance from
the pleural cavity (Figure 2 on the next page).
Such fluid is described as chylous and usually
looks milky. The milky appearance is due to the
high fat content suspended in the fluid, giving it
an opaque, white, or pale appearance.

* Infections: Due to the immunosuppressive effects
of both lymphoma and its treatment, patients are
at increased risk of infections that can contribute
to pleural effusion formation. Such effusions
can be inflammatory (usually exudates), or even
frankly infected (known as empyema).

Clinical presentation

Patients with pleural effusions in B cell lymphomas
may present with various respiratory and systemic
symptoms, which often include the following:

Pleural Effusions in WM, cont. on page 4
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Figure 2. obstruction of lymphatic drainage

* Dyspnea: This is shortness of breath, the most
common presenting symptom, and correlates
with the amount of the effusion. My patient’s
experience of her pleural effusions was
dominated by bouts of extreme fatigue and
breathing difficulties when the fluid accumu-
lated significantly. After a previous drainage
procedure, there would be a re-accumulation
of the fluid over a few days, which led to urgent
admissions for further drainage. She was
unable to lie flat during these times. However,
once the fluid was drained, she rapidly felt
relief and was able to breathe.

* Pleuritic chest pain: Caused by pleural irrita-
tion, this symptom often intensifies during deep
inhalation or cough. My patient did experience
intermittent sharp pains around her rib cage.

* Cough: Typically non-productive, the cough
may be persistent due to mechanical irritation.
My patient had an intermittent cough which
was at times more pronounced when there was
an added chest infection. She needed multiple
rounds of antibiotics.

» Systemic symptoms: Fever, night sweats, and
weight loss could be present due to the under-
lying malignancy. My patient had intermittent
sweats during some nights. The sweats seemed
to be more prominent when there was an active
chest infection and would improve with antibi-

otics. I did wonder whether her relapsed WM
could be contributing to the sweats (which is
also possible).

Physical examination: Findings may include
decreased breath sounds and dullness when
tapping on the chest.

Diagnostic approach
* Imaging: Several types of imaging are helpful.

Chest X-rays are useful as a preliminary tool
to show blunting of the costophrenic angle
(formed at the junction of the chest wall—the
ribs—and the diaphragm) or to show large
opaque areas in cases of significant effusions.
Ultrasound helps in locating the effusion and
guiding drainage of the pleural fluid. CT scans
are superior in assessing the size of pleural effu-
sions, the compartmentalisation of fluid, and
lymph node enlargement (if present) that may
indicate the underlying WM disease burden in
the bone marrow, lymph nodes, and so on.

Thoracentesis: Thoracentesis is the removal

of pleural fluid, a sample of which is essential
for diagnostic purposes and helps differentiate
exudative (high protein content) from transu-
dative (low protein content) effusions. Most
lymphoma-related pleural effusions are exuda-
tive, characterized by high protein and lactate
dehydrogenase (LDH) levels.

Pleural Effusions in WM, cont. on page 5
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» Examination of removed pleural fluid can
reveal malignant lymphocytes if WM is involved
in the chest cavity or can indicate the presence
of bacteria if there is an infective process. Such
a test can be performed on the same day, as it
involves placing a smear of the sample on a
slide and looking with a microscope.

* Flow cytometry and immunophenotyping: For
B cell lymphomas, flow cytometry of pleural
fluid may demonstrate a clonal B cell population
expressing specific markers (e.g., CD19, CD20)
that help confirm lymphoma involvement.

* Pleural biopsy: In cases where drainage of
the fluid and cytology are inconclusive, a
pleural biopsy may be required to identify
lymphoma infiltration.

Management

The management of pleural effusions in B cell
lymphomas involves symptomatic relief and
targeted treatments for the underlying malignancy.
It is important for the treating haematologist/
oncologist to work closely with the respiratory
physicians and occasionally a thoracic surgeon. In
some centres, there are pleural specialists who are
expert in the interventional aspects of managing
pleural effusions. If standard approaches prove to

Pleural Effusions in WM, cont. from page 4

be unsuccessful, one should seek out the input of a
pleural specialist.

Symptom relief:

» Thoracentesis is frequently performed for
symptom relief, although repeated thoracen-
tesis procedures may be necessary in recurrent
effusions. This can be done on an inpatient or
outpatient basis under ultrasound guidance—a
cannula-like catheter is inserted between the
ribs after a local anaesthetic injection and the
fluid drains into an attached bag. If there is a
large collection of fluid, the drainage is usually
performed in stages, using a clamping system to
avoid rapid fluid shifts (Figure 3).

The presence of a chylous (milky-looking) effusion
requires special dietary measures to cut out fat
content in the diet. This may be required for weeks
and must be carefully managed to avoid weight loss.
My patient had a chylous effusion on drainage and
needed to have a low-fat diet, which was a challenge
due to her slender frame and poor appetite. She
received input from a dietician to increase the
protein content of her diet.

* Indwelling pleural catheters (IPCs) are special-
ized medical devices used for the long-term

Figure 3.
THORACENTESIS
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Pleural Effusions in WM, cont. on page 6
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management of recurrent pleural effusions,
particularly in patients who are not candidates
for pleurodesis (Figure 4).

In cases of chronic, recurrent effusions, IPCs allow
for repeated fluid drainage at home, improving
patient comfort and reducing hospital visits. An IPC
consists of a silicone catheter, which is a flexible
tube inserted into the pleural cavity, a one-way valve
that prevents air or fluid backflow, and an external
drainage system that can collect the extracted fluid.
Complications include localised infections or rarely
the development of infection of the pleural space
(empyema), pain and discomfort due to the presence
of the catheter, or inadvertent puncturing of the lung
(pneumothorax). In some cases, chronic drainage
can lead to spontaneous adherence of the pleural
membranes, effectively achieving the same outcome
as pleurodesis.

* Pleurodesis is a medical procedure designed
to obliterate the pleural space and prevent
the recurrence of pleural effusions or pneu-
mothorax. It involves inducing inflamma-
tion and fibrosis in the pleural layers so that
they adhere together. Pleurodesis can be
achieved chemically or surgically, and it can
be performed through minimally invasive or
open techniques. The first step is to drain any

Pleural Effusions in WM, cont. from page 5

existing fluid so that the lung is capable of
fully expanding. The next step is to introduce
a chemical agent, such as talc or doxycycline,
into the pleural space via a chest tube or
under direct vision (so-called video-assisted
thoracic surgery or VATS). Pleurodesis has a
high success rate but is associated with short-
lived pain and a low-grade fever due to the
inflammation that is induced.

Owing to the potential complications of pleurodesis
in my patient, I was keen to avoid pleurodesis if
possible, by giving the chemotherapy a chance to
work for two to three cycles. If this does not occur,
then pleurodesis would be needed. This could involve
a brief pause in the treatment, and certainly, close
scrutiny of blood counts—if platelets are low (less
than 50,000 per microlitre), invasive procedures like
this need to be covered with platelet transfusions.

Systemic therapy:

* Chemoimmunotherapy regimens, often
involving rituximab-based protocols, are effec-
tive in managing underlying lymphoma and
resolving associated pleural effusions. My
patient has now started bendamustine and
rituximab, and we are hoping to see an effective
response to this treatment. Success would be
measured by a reduction in the pleural fluid,
shrinkage of enlarged lymph nodes, and a fall
in her monoclonal IgM protein. Importantly,
we are looking for a sustained improvement in
well-being. This is a work-in-progress.

* Novel targeted therapies like BTK inhibitors
(ibrutinib, zanubrutinib), BCL-2 inhibitors, and
others may have an indirect benefit in resolving
effusions by reducing the burden of WM in the
body, including the pleural cavity. Their effec-
tiveness in managing lymphomatous pleural
effusions has been documented in clinical expe-
riences. While these instances are promising,
comprehensive clinical trials specifically evalu-
ating BTK inhibitors for lymphomatous pleural
effusions are limited. The current evidence is
primarily based on individual case reports and
small studies. Therefore, while BTK inhibitors

Pleural Effusions in WM, cont. on page 7
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may offer therapeutic benefits in managing
pleural effusions associated with B cell malig-
nancies, further research is necessary to estab-
lish their efficacy in this context. There is no
reason why such therapies should not work in
the setting of pleural effusions.

» Radiation therapy (RT) is not a primary treat-
ment for pleural effusions caused by lymphoma
but can be an effective option in specific
circumstances. Radiation may target areas of
lymphomatous infiltration causing the effusion,
particularly when bulky mediastinal or thoracic
lymph nodes compress lymphatic vessels or the
thoracic duct. In cases where systemic therapies
fail to control the effusion or where systemic
options are not indicated, RT can be used as a
palliative or symptom-reducing intervention.

It may be given as external beam radiotherapy
(EBRT) focused on involved lymph nodes and
mediastinal or pleural lesions that are contrib-
uting to the effusion. Since lymphomas are
systemic diseases, localized RT addresses only
part of the disease and is rarely curative for
pleural effusions.

+ Vigilant monitoring for infection is essen-
tial, given the immunocompromised status of
lymphoma patients. Presumptive administration
of antibiotics based on clinical symptoms may be
warranted in cases with suspected infection-asso-
ciated effusions. Each time pleural fluid is taken,
a sample should be sent to the lab for testing for
infection. If present, testing against antibiotics in
the laboratory will guide the use of appropriate
antibiotics. The longer the effusion persists, the
greater the chance for infection, especially when
repeated procedures are performed.

Prognostic implications

Pleural effusions in B cell lymphomas in general
are typically associated with an advanced disease

Pleural Effusions in WM, cont. from page 6

stage and have traditionally been associated with a
worse overall prognosis. However, in WM this is not
necessarily the case, as WM cells have a propensity
to deposit in virtually any compartment of the body
beyond the bone marrow (so-called extramedullary
disease, EMD). There is a higher chance of such
patients having a CXCR4 mutation as well as the more
typically expected MYD88 mutation. But we know
from trials that there are agents to help overcome
the effect of having the CXCR4 mutation. Effectively
managing EMD in WM requires combining systemic
treatments that target both bone marrow and
extramedullary disease, integrating novel agents and
localized therapies, and adopting a patient-centred
approach.

Conclusion

Pleural effusions in WM represent a challenging
complication that can impact patient quality of
life. The development of effusions involves several
mechanisms, including direct tumour involvement,
cytokinerelease,lymphatic obstruction, and infections.
Comprehensive management encompasses both
symptomatic relief and targeted lymphoma treatment
and should include the relevant specialists. Emerging
therapies show promise in reducing the disease burden
of WM and improving patient outcomes. Further
research is warranted to refine management strategies
and develop novel therapeutics for improving the
management of this complication.
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IWWM-12 ACCELERATES THE CURE

BY CARL HARRINGTON, IWMF TRUSTEE, CHAIR EMERITUS, AND VICE CHAIR, FUNDRAISING, AND
JENNIFER REILLY, MEDICAL WRITER FOR SCIENTIFIC EDUCATION SUPPORT (SES)

Every two years since 2000,
Waldenstrom’s
macroglobulinemia (WM)
researchers and clinicians
from around the world
have met at a conference
called the International
Workshop on Waldenstrom’s

Macroglobulinemia (IWWM) to
discuss current research, plan new studies, and
develop guidelines for better WM treatment. This
year's event was the largest and most impactful
yet. As a patient, witnessing hundreds of WM
researchers collaborating to make significant
strides toward accelerating a cure, I (Carl) found it
both humbling and awe-inspiring.

W | f-'-f.'..,,- "

The 12 TWWM was held in Prague, Czech Republic.
The Workshop was organized and hosted by
Dr. Christian Buske (University Hospital Ulm in
Germany) and Dr. Jeffrey Matous (Rocky Mountain
Cancer Institute, Denver, CO). Dr. Steven Treon
and Chris Patterson (Dana-Farber Cancer Institute,
Boston, MA) were instrumental in ensuring the
event’s impeccable organization and exceptional
speaker lineup, making this Workshop the best to
date.

Attendance reached a record level of over 400
participants. The three-day program featured 86
speakers. This diverse group featured some of the
greatest minds dedicated to advancing treatments
for WM. Equally impressive was the camaraderie
and collaboration among attendees, all of whom
were united by a shared focus of developing the
most effective treatments and, ultimately, finding a
cure for WM.

The IWMF was represented by Paul Kitchen TWMF
Board Chair), Newton Guerin (IWMF President and
Chief Executive Officer), Dr. Tom Hoffmann (IWMF
Vice Chair, Research), Dr. Stephen Ansell (IWMF
Board Member and Chair, Division of Hematology,
Department of Internal Medicine, Mayo Clinic,
Rochester, MN), Carl Harrington (IWMF Vice

Chair, Fundraising, and Chair Emeritus), and
Beth Mitchell IWMF Global Partner Engagement
Consultant). Importantly, the IWMF sponsored 32
international young investigators to attend the
workshop. Reflecting on this geographical diversity,
one might say that the sun never sets on WM
research. No matter where you live in the world,
whether you're starting your day, going about your
activities, or sleeping through the night, a brilliant
mind somewhere is working tirelessly on WM,
uncovering breakthroughs that will bring us closer
to a cure.

A little history

Dr. Jan Waldenstrém from Sweden first described
WM in 1943. But progress in understanding and
treating our disease was slow. Familial WM was
recognized in 1962, and IgM MGUS (monoclonal
gammopathy of undetermined significance) was
identified in 1978. Chlorambucil (1961), fludarabine
(1990), and rituximab (1999) were among early
treatments, but WM treatments were borrowed
from other diseases. In 2000, the first IWWM was
held in Washington, DC, with 18 attendees. At that
time, there were no diagnostic criteria for WM,
no treatment criteria, no treatment guidelines,
and no response criteria. By 2002, at the second
IWWM in Athens, the first consensus guidelines
were developed. Comparing the pace of progress
and the number of doctors involved back then to
what took place in Prague highlights how rapidly
we are advancing toward better treatments and,
ultimately, a cure.

On the patient side, Arnie Smokler, a retired
pharmacist from Washington, DC, was diagnosed
with WM in 1994. Arnie reached out to NORD
(National Organization of Rare Disorders) to
request contact information for other patients with
WM. Remarkably, in contrast to today’s privacy-
focused environment, he received the details for 21
patients and wrote to each of them. This effort led to
the formation of the the first WM support group. By

IWWM-12 Accelerates the Cure, cont. on page 9

8 IWMF TORCH Issue 26.1



1996, it became a nonprofit organization. Meetings
that we now refer to as the IWMF Educational Forum
were held in 1996, 1997, and 1998. The IWMF was
formally organized and incorporated in 1998, and
by 2000, it began supporting research.

I share this abbreviated history to highlight the
explosive growth in knowledge, treatment options,
and life expectancy we’ve achieved over the past
two decades. This remarkable progress is why Dr.
Steven Treon confidently states: “At the end of the
day, do I believe there is a cure in sight for WM?
Absolutely.” The presentations at IWWM-12 strongly
support his bold statement!

How the Workshop was organized

Each of the three days was organized into a series of
fast-paced presentations grouped by specific topics.
Day 1 focused on cutting-edge research aimed at
accelerating the search for a cure. Subsections
included topics such as WM predisposition,
genomics, MYD88 and CXCR4 downstream pathway
cascades, and more. As a patient with WM, I was
gratified to see that the IWMF helped fund almost
all the researchers who presented that day.

Day 2 began with discussions on the tumor
microenvironment and then shifted to comparisons
of wvarious drug treatments. These sessions

emphasized practical, current treatment options,
focusing on identifying the best treatments with the
fewest side effects for patients. These discussions
could directly impact your next treatment decisions.

IWWM-12 Accelerates the Cure, cont. from page 8

The day concluded with a session on smoldering, or
asymptomatic, patients.

The final day covered special topics such as Bing-
Neel syndrome and transplants, before transitioning
to a series of "Great Debates." Those of you who have
attended or watched IWMF Educational Forums
may recognize this format, as we have adopted it
for our meetings. It was particularly gratifying
to see IWWM-12 adopt our tradition of dressing
moderators in referee costumes, complete with
whistles. These debates were not only entertaining
but also highly educational. The day concluded
with a series of sessions on clinical trials, once
again shifting the focus to the future of WM and
accelerating progress toward a cure.

Besides the general sessions, there were consensus
panels formed in the following areas: IgM
demyelinating neuropathy, Bing-Neel syndrome,
high-risk WM, non-IgM lymphoplasmacytic
lymphoma, covalent BTK-inhibitor intolerant and
resistant WM, and transformed WM. The findings
from these consensus panels will be published in
the journal Seminars in Hematology in 2025. They
will guide future treatments in these areas. Finally,
a task force was initiated to provide mentoring and
support career development for young investigators
who are interested in developing a career focus for
WM. This task force will be led by Dr. Josephine Vos
from the Netherlands and Dr. Andrew Branagan
from Massachusetts General Hospital.

Attheend ofDay 1, Paul Kitchen made animpromptu
presentation in which he thanked the attendees for

IWWM-12 Accelerates the Cure, cont. on page 10
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three things. He contrasted his life with that of his
mother, who died from WM in 1987.

* He thanked them for the hundreds of years of
extra life “WMers” have enjoyed.

* He thanked them for the enhanced quality of
life that their work has given us.

* He thanked them for giving us hope—hope not
only for ourselves but for our children and
grandchildren.

An update on the science

This year's IWWM saw significant developments in
both our understanding of the biology behind the
disease and of research influencing clinical practice
and treatment approaches.

Regarding the biology, one of the most notable
updates from the meeting was the recognition
that there is a spectrum of cellular activity in WM,
stemming from different cell lineages. At one end
of the spectrum is the memory B cell, while at the
other is the plasmacytoid/plasma cell. A key focus
was on understanding the differences between these
two subsets and how treatments can be tailored
accordingly. Memory B cell-like cells are typically
associated with a more indolent form of the disease,
while plasma cell-like cells, which have undergone
further differentiation, are more closely related to
antibody-secreting plasma cells. This plasma cell-like
form of the disease is potentially more aggressive
and is characterized by the secretion of large
amounts of IgM antibody. However, it is important
to recognize that these distinctions are not absolute

IWWM-12 Accelerates the Cure, cont. from page 9

and that there can be significant overlap between
the two forms. Advanced techniques such as gene
expression profiling, flow cytometry, and genomic
analyses are employed to identify the dominant
lineage in individual cases and may help to guide
treatment strategies.

In addition to these two cell types, there was an
emphasis on the importance of the bone marrow
microenvironment in supporting and driving
tumor cells. Researchers hope that by better
understanding how WM cells interact with other
cells in the bone marrow, they may find ways to
disrupt the supportive environment that WM cells
rely on, potentially halting their growth or making
treatments more effective.

Recentstudiesintothe development and progression
of WM have highlighted the crucial role of stromal
components—support cells in the bone marrow—
along with epigenetic and transcriptomic changes
that control gene expression and influence how
cancer cells use their genetic instructions. These
factors create an environment that helps cancer
cells thrive and become harder to treat. This has
driven experts to intensify research into controlling
these factors.

The more we learn about the biology of WM, how
it progresses, and how it interacts with the body,
the better equipped we are to develop treatments.
Understanding the role of specific mutations
that support disease growth has already led to
breakthrough therapies, and the new developments
discussed during IWWM-12 are spurring more
efforts to attack the disease from new angles.

In addition to exciting advances in the biological
understanding of the disease, IWWM-12 showcased
a wealth of new research from clinical trials on
emerging treatments, as well as new ways to use
existing drugs to achieve better disease control
while reducing side effects and improving patients'
quality of life.

BTK inhibitors are one of the most established and
standard treatment options for WM. They block

IWWM-12 Accelerates the Cure, cont. on page 11
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the activity of the BTK protein, which is heavily
involved in the development of cancerous B cells.
The most common types of these inhibitors are
called covalent BTK inhibitors, including ibrutinib,
acalabrutinib, and zanubrutinib. This year, data on
a new type of BTK inhibitor, the non-covalent BTK
inhibitor pirtobrutinib, were presented. It shows
particular promise for patients whose disease has
stopped responding to covalent BTK inhibitors.
With response rates of around 70% and fewer side
effects than its covalent counterparts, this class is
gaining traction.

The development of BTK degraders marks an
exciting new approach. These agents work by
destroying the BTK protein entirely. The latest data
suggest that they offer benefits even for patients
who have become resistant to BTK inhibitors. By
physically removing BTK from the cell, rather than
just inhibiting its activity, BTK degraders ensure
that the protein cannot contribute to cancer cell
survival and growth. Given the central role of
the BTK protein in the development of WM, the
potential benefits of having a treatment option for
patients who have progressed after BTK inhibitor
treatment are substantial.

BCL-2 inhibitors are a group of targeted drugs
designed to block the BCL-2 protein, which is
involved in the natural process of apoptosis, or
programmed cell death. WM cells rely on BCL-2 to
avoid destruction by the body’s own mechanisms,
so by inhibiting BCL-2, these drugs allow cancer
cells to undergo the body’s own process of
normal cell death. Venetoclax is one of the most

IWWM-12 Accelerates the Cure, cont. from page 10

commonly used BCL-2 inhibitors for WM, and it
has demonstrated efficacy thus far. However, as
with many therapies, an increasing number of
patients have experienced treatment resistance.
This year, new data from the next generation of
BCL-2 inhibitors was presented, including a novel
agent called sonrotoclax. These newer agents are
still under investigation, with promising early
results even in cells resistant to venetoclax.

A forward-looking goal for the treatment of WM,
proposed by Dr. Jorge Castillo of Dana-Farber Cancer
Institute and many other experts, is to develop an
entirely oral, chemotherapy-free, fixed-duration
treatment option for patients. The potential benefits
of fixed-duration therapy, as opposed to continuous
treatment until progression, are numerous.
The primary advantage is a reduced burden for
patients. Fixed-duration treatments require shorter
periods of treatment, meaning less disruption to
patients’ lives, less time spent in hospitals, and the
psychological relief that comes with knowing that
the treatment will end. Since many WM treatments
come with cumulative toxicities, a fixed-duration
approach limits long-term exposure, therefore
reducing the risk of side effects like organ damage
or immune suppression.

Another benefit of fixed-duration treatment is
the prevention of resistance that can develop
with prolonged therapy as cancerous cells adapt
to the environment. Additionally, fixed-duration
treatments can lower overall treatment costs for
patients and healthcare systems, especially with
expensive drugs like targeted therapies. A clear
timeline for therapy also simplifies approval and
reimbursement processes for patients who rely on
insurance to fund their treatment.

We saw promising new data from trials exploring
the combination of BTK and BCL-2 inhibitors, with
the aim of enhancing effectiveness while reducing
the duration of treatment. Early results have been
positive, suggesting that these combinations could
offer effective fixed-term, chemotherapy-free
options for patients. There were also several studies
investigating the combination of targeted agents,

IWWM-12 Accelerates the Cure, cont. on page 12
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such as BTK and BCL-2 inhibitors, with traditional
chemotherapies (e.g., bendamustine) or rituximab-
based regimens; these combinations are showing
deeper and potentially longer-lasting responses
than each agent as a sole therapy.

Immunotherapies are a class of drug that help
your immune system to target and attack harmful
cells more effectively and are increasingly being
evaluated for their role in WM. Several of these
therapies are already used in other lymphomas
and multiple myeloma. During the conference,
data were presented on antibody-drug conjugates
and phospholipid-drug conjugates, which are new
classes for WM. These therapies identify specific
malignant cells and deliver toxic payloads directly
to them, allowing for targeted killing of cancer cells
while sparing normal tissues.

Bispecific antibodies, specially engineered to
simultaneously bind to two different target antigens

rather than just one, was a focus of keen interest at
IWWM-12. This unique capability allows bispecific
antibodies to bring two distinct molecules or cells
into close proximity. The use of CAR T-cell therapies
is also growing. Both of these advanced therapies,
which are already approved for use in a number of
other hematologic cancers, utilize the body’s own
immune system to target and destroy malignant
cells. Early data in WM suggests that these therapies
could offer similar unprecedented outcomes for
patients with WM.

The overall outlook from the scientific presentations
at IWWM-12 was extremely optimistic. The breadth
of ongoing research is inspiring, offering more
options for patients. As treatments become more
precise and combination strategies evolve, there is
hope for deeper responses, longer remissions, and,
ultimately, a path toward curing the disease.

Final thoughts

I wish all of you could have been in Prague to hear
the brightest minds in the world of WM present
their progress in accelerating the cure for our
disease. Some of it would have brought tears to your
eyes and smiles to your lips, especially when you
consider the critical role that IWMF funding has
played. IWWM-12 was the best Workshop yet, and
we look forward to what we will learn at IWWM-13
in Palm Springs, CA, in 2026.
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AWARDS PRESENTED AT IWWM-12

To celebrate the global progress in
understanding WM and accelerating the
search for a cure, a number of awards were
presented during IWWM-12.

The Jan Gosta Waldenstrom Award, the
most prestigious of all of the scientific IWWM
awards, honors a lifetime of contributions
and achievements for improving the lives
of patients with WM. The IWWM-12 winner
was Zachary Hunter, PhD, of the Bing Center
for WM at Dana-Farber Cancer Institute in
Boston.

Dr. Zachary Hunter (center) with Dr. Eva Kimby and
Dr. Kenneth Anderson

As you can see from his picture, Dr. Hunter
is only in his 40s, yet his achievements since
joining the Bing Center are remarkable.
These include the discoveries of the genetic
mutations MYD88 and CXCR4 in WM patients,
which have revolutionized our understanding
of the disease and led to dramatic
advancements in treatment, including
the development and introduction of BTK
inhibitors such as ibrutinib, acalabrutinib,
and zanubrutinib. In 2024, he and Patrizia
Mondello, MD, PhD, from the Mayo Clinic in

Rochester were awarded the first-ever IWMF
Enhanced Research Roadmap Grant of $1.5
million. Their project, titled “Uncovering the
Molecular Underpinnings of WM: From Tumor
Cells to the Immune Microenvironment,” aims
to explore the intricate mechanisms driving
the disease.

In his acceptance speech, Dr. Hunter stated
“There was some talk that I might stop working
as hard, but in reality,  would probably do that
for free—don’t tell Steve Treon.” He then said
that “this was true for everyone here in Prague,
because there are far easier and more lucrative
ways to make a living than academic research,
and at the end of the day the real reason any
of us are here is because we believe we can
make a difference.” The difference Dr. Hunter
has made to the lives of thousands of patients
with WM globally has given us all hope and is
the underpinning of the acceleration towards
a cure! Well-deserved congratulations to Dr.
Hunter from us all.

Dr. Marie José (MJ) Kersten and Prof. Shirley D'Sa

The Peter S. Bing Humanitarian Award is
given for extraordinary service and activism
on behalf of patients with WM. There were
two winners: Marie José (M]) Kersten, MD,
PhD, Professor of Hematology at Amsterdam

Awards Presented at IWWM-12, cont. on page 14
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University Medical Centers, the Netherlands,
and Elizabeth (Liz) Elting, the founder and
CEO of the Elizabeth Elting Foundation.

Dr. Kersten has an incredible background
in WM, in caring for patients in the clinical
setting, in leading clinical trials, and in
mentoring young WM researchers. Among
her awards, she received the Best PhD
Supervisor Award by the Graduate School
at Amsterdam UMC in 2020. Dr. Shirley D’Sa
of University College London Hospitals in
England introduced her and said it best in her
summary: “M]J is a wonderful human being
who is humble and kind, always dedicated
to her patients, and a best friend to so many
colleagues and mentees.”

Liz Elting and her father Everett Elting

Liz Elting is only the second non-medical
recipient of the Humanitarian Award in
the 22-year history of the IWWM. She is
the largest single lifetime donor to the
IWME, and her generosity has played a
crucial role in advancing our understanding
of WM, developing better treatments,
and accelerating the search for a cure.
Remarkably, Liz is not even a patient with
WM—her contributions are in honor of her
father, Everett Elting.

Carl Harrington gave the introductory speech
for her Award and surprised her by inviting
her father to the stage to present her with the
Award himself. It was a heartfelt moment for
the audience and especially for Liz.

In her comments, Liz said “Being recognized
at the 12® IWWM for supporting a cause so
near and dear to our hearts meant the world
to me. It was an extraordinary evening,
being surrounded by the world’s leading
Waldenstrom’s scientists, researchers, and
doctors, who work tirelessly to combat and
eradicate this rare form of lymphoma. A huge
and special thank you to...Dr. Steven Treon, Dr.
Christian Buske, Dr. Jeff Matous, Christopher
Patterson, Carl Harrington, Newton Guerin,
and all the faculty members of the IWWM-12
for your lifetime commitment to researching,
caring for patients, and ultimately curing
Waldenstrom’s macroglobulinemia.”

Underscoring her commitment to the IWME,
Liz has agreed to be the Honorary Chair of the
IWMF Accelerate the Cure Campaign.

The Robert A. Kyle Award honors
outstanding contributions to scientific and
medical advancements in WM. Named
for distinguished physician Robert A.
Kyle of Mayo Clinic Rochester, the Award
this year had two deserving recipients.
Efstathios Kastritis, MD, from National and
Kapodistrian University of Athens in Greece,
has published over 400 articles about WM,
amyloidosis, multiple myeloma, and other
plasma cell disorders. He currently serves
on the IWMF Scientific Advisory Committee.
Alessandra Tedeschi, MD, of A.O. Ospedale
Metropolitano Niguarda Ca’Granda in
Milan, Italy, is especially interested in novel
treatment approaches for hematological
malignancies, particularly WM and chronic
lymphocytic leukemia. She has authored

Awards Presented at IWWM-12, cont. on page 15
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Dr. Efstathios Kastritis (center) with Dr. Veronique Leblond and
Dr. Meletios Dimopoulos

numerous journal articles and has been a
principalinvestigator of several international
clinical trials in these disorders.

The IWMF sponsored a record number of
Young Investigator Awards in Prague—32
in all! These awards include travel grants to
young WM researchers so that they can attend
the event and rub shoulders with the experts
in the field. To receive the travel grant, each
recipient is required to create an abstract and
presentation. Our hard-working new Chair
of the IWMF Board Paul Kitchen made sure
to introduce himself and talk to each of the
winners during breaks and meals. When it
came time to present the awards on the last
evening, he knew every one of the awardees.

Dr. Alessandra Tedeschi (center) with Dr. Veronique Leblond
and Dr. Meletios Dimopoulos

These Young Investigator Award winners will
be listed on the IWMF website; they were not
yet available at the Torch deadline.

With this infusion of young talent, we are
closer than ever to achieving our vision of a
world without WM. You might be interested
to know that our early research grants
encouraged a couple of researchers you may
have heard of, Dr. Stephen Ansell of the Mayo
Clinic in Rochester and Dr. Steven Treon of
the Dana-Farber Cancer Institute, to focus
their careers in WM. For a look at a past
recipient of a Young Investigator Award and
her impressions of IWWM-12, see the article
by Lisa Marie Kaiser on page 16.
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THEN AND NOW - HOW WM PATIENTS HAVE
SHAPED MY CAREER

By LisA MARIE KAISER

AsIreflect on myjourney in the field of Waldenstrém
macroglobulinemia (WM), it’s clear that the most
meaningful part of my career hasbeen my interaction
with patients. I was still a student when I first had
the chance to attend an International Workshop on
WM (IWWM); this was, and I know exactly, 2016 in
Amsterdam. As a researcher, you are usually hiding
in a lab without any patient contact, and it was this
IWWM-9 meeting where I had my first contact with
WM patients. It touched me deeply and left me feeling
inspired to act. Thus, I started to translate fact sheets
for the IWMF that were not available in German at
that time. I did this at night because during the day I
had to study, so there were only the nights left for me
to follow my heart. And my heart led me directly to
the field of WM.

Today my position is deeply embedded in clinical
and translational research in the field of WM,
together with Dr. Christian Buske, in the European
Consortium for Waldenstrom’s Macroglobulinemia
(ECWM). This Consortium is a collaborative network
of researchers, clinicians, and institutions across
Europe focused on advancing the understanding,
diagnosis, and treatment of WM. The Consortium
brings together experts from medical and scientific
fields to coordinate efforts in clinical research,
share knowledge, and develop innovative therapies
for WM. ECWM, which is like a family, fosters
collaboration among European institutions,
encouraging knowledge exchange and sharing of
resources. This collective approach helps accelerate
scientific progress and ensures that WM patients
across Europe benefit from the latest advancements
in treatment. I am very glad that I have a chance to
participate in the coordination of the clinical trials
and their translational program at Ulm University,
Germany, where we are conducting several trials
in WM. I designed and updated the website of our
consortium and you can inform yourselves about
our work at www.ecwm.eu.

In September of this year, I met Carl Harrington
again at the European WM Patient Forum (EWMPF)

in London, where I presented a poster from ECWM.
It was such a joy to meet with him again.

In addition, I am organizing the annual academic
ECWM meeting that brings together experts from all
over Europe. This eventisthe heart of the Consortium,
and it rotates its location each year, allowing for
a diverse range of discussions and perspectives
influenced by the host country. The ECWM meeting
serves as a pan-European platform for physicians,
researchers, students, and study nurses to engage
in a critical dialogue about key issues affecting the
translational research and treatment of WM.

Next year we will have a very special gathering, as
we will hold our annual ECWM meeting for the first
time with the European WM Patient Forum, and we
are very excited about this opportunity! It will be a
joint meeting on the third day of the ECWM meeting,
with a session of all members of the Consortium
together with the EWMPF and an interactive meeting
with the European doctors and participating patients
in the afternoon.

The 12* International Workshop on
Waldenstrom’s Macroglobulinemia

I had the opportunity to attend IWWM-12 in
Prague in October, which was a truly remarkable
meeting; much of that success can be traced back
to WM patients. Because of the dedication of WM
patients, IWMF has the power to change the world
for them. This includes not only sponsoring Dr.
Zachary Hunter’s and other researchers’ molecular
insights and discoveries that have revolutionized
the understanding of the biology of the disease
completely, but also recognizing young researchers
and clinicians with Young Investigator Awards
for their outstanding work in the field of WM. I
remember very well receiving my Young Investigator
Award in 2016. Dr. Hunter was also honored with
the prestigious Jan Gosta Waldenstrom Award for
his work this year. Where else in the world is it
possible to directly interact and chat with the giants

Then and Now, cont. on page 17
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of your field but at the IWWM meeting? We are also
excitingly looking forward to our ECWM meeting in
Chantilly, France, in 2025.

Every two years, IWWM brings together global
experts, researchers, and clinicians to discuss the
latest advancements in understanding and treating
WM. This year's event was a complete success! As
Karen Lee Sobol put it in her beautiful speech at the
closing ceremony, “With this meeting a whole new
galaxy in the field of WM has been reached,” and she
is right, the speed of new developments in our field,
the gain of knowledge, and the new achievements
are breathtaking. Two very special people deserve
the biggest applause, because without them these
meetings wouldn’'t have reached such a high level
and have such an impact: Chris Patterson and Dr.
Steven Treon of Dana-Farber Cancer Institute.

As we look to the future, it is essential that experts
from both sides of the Atlantic work together to
strengthen our shared commitment to cooperation
and partnership. By fostering a culture of
collaboration, we can ensure that the transatlantic
bond not only endures but flourishes in the face of
emerging challenges. For this reason, ECWM and
WM-NET, anew clinical trials networkled by Dr. Jorge
Castillo, are closely working together. ECWM named
Dr. Steven Treon and Dr. Jorge Castillo as clinical
advisors and Dr. Zachary Hunter as our translational
advisor, inviting them to the 2025 ECWM meeting in
Chantilly. Dr. Christian Buske is the coordinator of
the ECWM initiative and is himself on the advisory
board of the US-located WM-NET. Our goal is to
maintain and improve our spirit and enthusiasm to
fight WM together with our American friends and
with colleagues all over the world.

Lisa Marie Kaiser at INWWM-12 with Dr. Christian Buske and Dr. Meletios Dimopoulos

On our side of the Atlantic, we will work hard
together to strengthen the bond between European
countries to work together for a cure, and we will
ambitiously join forces with our European patient
groups, thereby creating a unique platform to
interconnect. Finally, our meetings are the driving
force for convincing our young colleagues to join the
field of WM, as they are our future.

When IWMF Chair Paul Kitchen stepped,
unscheduled, onto the stage the first day of
IWWM-12 and told the audience about the three
big “thank yous” from WM patients to everyone
there involved in WM, that was the moment we all
felt in our hearts why we were in Prague, why we
are doing this, and why this is not work for us, but
dedication. It left me deeply touched and deeply
thankful. When I later talked to young physicians,
they all had the same feeling.

This is also what Karen Lee Sobol expressed so
beautifully with her words at the closing ceremony
when the Young Investigator Awards were
presented “I would also like to say this to every
doctor, scientist, lab assistant, and administrative
assistant: Every time you enter your clinic or lab, or
open your computer, you have the appreciation and
gratitude of every patient—present and future—
their caregivers, and future generations who’ll
follow in your shining footsteps.”

And this is why, when I was asked where I see myself
in the future, I didn’t have to think twice—the answer
was clear: with you, the WM patients.
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DR. SHAWNA LATTIMORE:
SHINING HER LIGHT IN THE DARKNESS

BY ART BREWER, FEATURES CORRESPONDENT

Dr. Shawna Lattimore, a
61-year-old African American
woman from  Feasterville-
Trevose,PA,hasbeennavigating
life with  Waldenstrom’s
macroglobulinemia (WM) since
her diagnosis in 2010. Despite
the challenges posed by her rare
blood cancer and subsequent
visual impairment, Shawna has embraced counseling,
creativity, and humor to guide her journey.

Shawna Lattimore

Shawna’s journey with WM began when she noticed
a curious symptom: she could not stretch her toes
during exercise. Concerned, she sought medical
advice. Abnormal iron levels prompted her doctor
to recommend a hematologist, who confirmed her
diagnosis just before New Year’s Day. At the time,
she was informed that the average life expectancy
for patients suffering from WM was just seven years.
This was especially difficult for her to process, as
she was only in her late 40s.

Shawna underwent initial treatment with
bendamustine and rituximab, which helped manage
her condition. Since then, she has leaned on holistic
methods, including an organic-based diet and
meditation, to boost her immune system. She has
weathered additional health challenges, including
two bouts of COVID-19 that affected her memory
and a heart attack. Encouragingly, her cardiologist
told her during her last visit that she is doing well
and does not need another checkup for a year.

Adapting to vision loss

About a decade ago, Shawna began losing her sight.
Doctors are divided on the cause—some attribute it
to diabetic retinopathy, a complication of diabetes
that can damage the retina, while others believe it
is linked to WM, which can cause hyperviscosity
(blood thickening) in the retina. Today she is
completely blind, a transition she describes as
deeply traumatic. In addition to vision loss, she has
endured balance issues, fatigue, neuropathy, and
insomnia, all related to her WM.

For years Shawna, who is single, coped with her
challenges in isolation, unaware of the support
systems available to her. Recently, she joined
the People of Color WM Support Group and
the Bucks County Association for the Blind and
Visually Impaired. These communities have been
instrumental in helping her overcome feelings of self-
consciousness and rediscover her sense of purpose.

“I had always been very active and independent,
and all of a sudden, I was unable to do the things I
used to do,” she said. Learning to rely on others and
relinquish control was a significant adjustment, but
she found solace in her professional background as
a counselor. With advanced degrees in psychology
and education, Shawna has dedicated her life to
helping others heal.

Her calling as a counselor is complemented by her
spirituality, which she says has been the greatest
tool for helping her navigate life’s challenges. “My
spirituality more than my psychological training
has helped me cope,” she shared. “I have learned to
ground myself and lift myself.” Meditation, prayer,
and uplifting music are integral parts of her daily
routine.

Keeping the mind sharp

Although her physical health has declined, Shawna
is committed to keeping her mind sharp. “You have
to focus on what you can do instead of what you can’t
do,” she said. A lifelong learner, she enjoys listening
to audiobooks and has a passion for languages. She
has studied French, Spanish, German and Latin, and
is now learning Hebrew. At one point, she dreamed
of becoming a United Nations interpreter.

Shawna’s love of cooking remains a source of joy,
evenwith her visionloss. She takes extra precautions
in the kitchen and is working on a cookbook and
weight loss guide, using apps for the visually
impaired to help her. After losing 100 pounds, she
hopes to facilitate health improvement in others

Dr. Shawna Lattimore: Shining Her Light, cont. on page 19
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by sharing her holistic lifestyle modifications.
“Each person’s health journey is unique and
should be a collaboration between you and your
medical professionals based on medical needs and
preference, no judgment or shame,” she asserted.

Her innovation extends beyond cooking. She
founded Aralea, a small business specializing in
plant-based dairy alternatives. The company holds
a patent pending for a new fermentation process
that transforms sweet potatoes and other plants
into allergy-friendly yogurt and cheese. In filing the
patent, Shawna received pro bono assistance from
the law firm of Wiggin and Dana under the Wiggin
Opportunity Initiative, a program established to
assist minority-owned businesses. Her recipes and
patent, which covers the United States, Canada,
Europe and Japan, reflect her commitment to
helping others better their health. Shawna shares
her plant-based dairy alternatives and tips on her
You Tube page at htips://youtu.be/jGj6_W84KqU and
discusses her upcoming cookbook on her website at
https://soulremembers.com.

Sharing a message of hope

Through her journey with WM and visual
impairment, Shawna has discovered her resilience.

“Being isolated makes you dig deep and work on
yourself,” she said. “It’s a gift, in a way. You don’t
have all the noise and distractions, and you can
work on what you need to heal yourself.”

“Laughter is truly the best medicine, and I embrace
my silliness,” she added. Comedies and humorous
podcasts are essential to her daily routine, and
singing and laughing elevate her spirits, even on
difficult days.

Shawna encourages others facing similar challenges
toseek out supportgroups. “It made all the difference
in the world to me,” she said. Her advice is simple
yet profound: focus on healing yourself and shining
your light.

Shawna’s story reflects her incredible determination
to live a fulfilling life despite the hurdles she has
faced. Her journey with WM and vision loss serves as
aninspiring reminder of the power of perseverance,
community and finding joy in everyday moments.
Through her advocacy and creativity, Shawna
continues to shine her light, helping others see what
is possible when faced with life’s challenges.

HAVE YOUR SAY

The Torch welcomes letters, articles, or suggestions for articles. Please contact IWMF Torch editor
Shirley Ganse at shirleyganse@hotmail.com
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THE 2024 EUROPEAN WM PATIENT FORUM

By HANNAH SYED, IWMF GLOBAL PARTNER ENGAGEMENT CONSULTANT

IWMF collaborated with WMUK to host the second
European WM Patient Forum on Saturday, 21
September 2024, in London, UK. The event brought
together patients, carers, healthcare professionals,
and researchers from across Europe to advance
knowledge and support for those affected by
Waldenstrém’s macroglobulinemia (WM).

The Forum achieved a great turnout of 216 attendees,
with 135 joining in person and 81 participating
online. The feedback highlighted the event’s success,
with 90% of respondents rating the speakers as
“good” or “excellent” and 94% reporting an improved
understanding of the topics discussed.

The robust agenda featured a mix of medical
insights, personal experiences, and strategies for
living well with WM and related conditions. Key
sessions included “An Introduction to WM” with
Dr. Dima El-Sharkawi, while Professor Christian
Buske presented on “Current Treatment Landscape
and Ongoing Research” alongside IWMF Chair Paul
Kitchen, who discussed his personal treatment
journey with Professor Buske. Dr. Josephine Vos led

a session on “Clinical Trials Perspectives,” with Ellie
Kishore describing her experience with clinical trials.

Breakout sessions included “Living Well with
Peripheral Neuropathy” with Dr. Shirley D’Sa, “Living
Well with Amyloidosis” presented by Dr. Jahanzaib
Khwaja, “Active Monitoring” by Dr. Catherine Ogilvie,
and “Exercise” with Mark Wild.

The Patient Treatment Panel provided valuable
insights into diverse treatment journeys, featuring
contributions from Dorothy Hansen, Keith Melford,
Jitendra Khakad, Beth Webster, and Jeannette Quiroz
Gomez from Chile.

All of these sessions are recorded and will be
available on the IWMF YouTube channel for viewing
in January.

A networking session offered patients and carers
an opportunity to connect with one another and
meet support group leaders. Leading WM experts
also showcased their research through posters,
highlighting studies conducted across Europe. These
included:

From left: Panel Chair Alison McKinney, Dorothy Hansen, Keith Melford, Jitendra Khakad, Beth Webster, Jeannette Quiroz Gémez

2024 European WM Patient Forum, cont. on page 21
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2024 European WM Patient Forum, cont. from page 20

* “Immunoglobulins in WM patients”
by Nicole Japzon

» “The incidence, characteristics, and management
of IgM-associated neuropathy”
by Oliver Tomkins

* “Type I cryoglobulinaemia in IgM-related
disorders” by Dr. Jahanzaib Khwaja

* “The MAGNAZ trial exploring treatment
for IgM MGUS and MAG antibody-related
polyneuropathy” by Max van de Mortel

» “Zanubrutinib’s tolerability and efficacy in
IgM amyloidosis associated with WM”
by Dr. Wouter Verhaar

Clinical faculty: Standing from left: Dr. Josephine Vos,
Dr. Jahanzaib Khwaja, Dr. Christian Buske; Seated from left:
Dr. Dima El-Sharkawi, Dr. Catherine Ogilvie, Dr. Shirley D'Sa

» “WM-VOICE study on patient treatment
preferences” by Dr. Anne-Marie Becking

* “The European Consortium for Waldenstrém’s

Macroglobulinemia (ECWM)” by Lisa Kaiser bring together expert clinicians and researchers in

WM across Europe.
The program was well-received, and comments from
participants included: “Excellent reminder of WM
issues and update on future;” “Super update and lots
of my questions answered;” and “I think it has made
my mother (WM patient) consider joining support
groups.”

Ajointsession atthe Chantilly Patient Forum will bring
together European doctors, researchers, patients, and
carers for an unprecedented exchange of insights. Dr.
Steven Treon from Dana-Farber Cancer Institute is
also expected to join this meeting. Please be on the
lookout for further details about the next European

Looking ahead: next European WM Patient WM Patient Forum in the coming weeks.

Forum in France IWMF and WMUK are dedicated to continue to

ThenextEuropean WM PatientForumisbeingplanned
for Wednesday, 21 May 2025, in the picturesque town
of Chantilly, France. This unique event will coincide

strengthen the global WM community, fostering
education, collaboration, and hope for those living
with this rare condition.

with the European Consortium for WM, organised by
Professor Christian Buske and Lisa Kaiser, which will

Financial and other information about The International Waldenstrom’s Macroglobulinemia Foundation, Inc. can be obtained by writing the Foundation at 6144 Clark Center Avenue,
Sarasota, FL 34238. In addition, several states where The International Waldenstrom’s Macroglobulinemia Foundation, Inc. is required to file financial information each year also require
the following disclosures: Colorado: Colorado residents may obtain copies of registration and financial documents from the office of the Secretary of State, (303) 894-2680, http://www.sos.state.
co.us/. Florida: Registration No. CH33403. A COPY OF THE OFFICIAL REGISTRATION AND FINANCIAL INFORMATION MAY BE OBTAINED FROM THE DIVISION OF CONSUMER SERVICES BY
CALLING TOLL-FREE, WITHIN THE STATE, 1-800-HELP-FLA OR VIA THE INTERNET AT http://www.FloridaConsumerHelp.com. Georgia: A full and fair description of the programs and activities of
The International Waldenstrom’s Macroglobulinemia Foundation, Inc. and its financial statements are available upon request at the address indicated above. Maryland: For the cost of postage and
copying, documents and information filed under the Maryland charitable solicitation law can be obtained from the Secretary of State, Charitable Division, State House, Annapolis, MD 21401, (800)
825-4510. Michigan: MICS No. 45029. Mississippi: The official registration and financial information of The International Waldenstrom’s Macroglobulinemia Foundation, Inc. may be obtained from
the Mississippi Secretary of State’s Office by calling 1-888-236-6167. Registration with the Secretary of State does not imply endorsement by the Secretary of State. New Jersey: INFORMATION
FILED WITH THE ATTORNEY GENERAL CONCERNING THIS CHARITABLE SOLICITATION AND THE PERCENTAGE OF CONTRIBUTIONS RECEIVED BY THE CHARITY DURING THE LAST
REPORTING PERIOD THAT WERE DEDICATED TO THE CHARITABLE PURPOSE MAY BE OBTAINED FROM THEB ATTORNEY GENERAL BY CALLING (973) 504-6215 AND IS AVAILABLE ON THE
INTERNET AT www.njconsumeraffairs.gov/ocp.htm#charity. REGISTRATION WITH THE ATTORNEY GENERAL DOES NOT IMPLY ENDORSEMENT. New York: A copy of the latest annual report
can be obtained from the organization or from the Office of the Attorney General by writing the Charities Bureau, 120 Broadway, New York, NY 10271. North Carolina: Financial information
about this organization and a copy of its license are available from the State Solicitation Licensing Branch at 1-888-830-4989 (within North Carolina) or 919-807-2214 (outside of North Carolina).
The license is not an endorsement by the State. Pennsylvania: The official registration and financial information of The International Waldenstrom’s Macroglobulinemia Foundation, Inc. may be
obtained from the Pennsylvania Department of State by calling toll-free, within Pennsylvania, 1-800-732-0999. Registration does not imply endorsement. Virginia: Financial statements are available
from the State Office of Consumer Affairs, PO. Box 1163, Richmond, VA 23218. Washington: The notice of solicitation required by the Charitable Solicitation Act is on file with the Washington
Secretary of State, and information relating to financial affairs of The International Waldenstrom’s Macroglobulinemia Foundation, Inc. is available from the Secretary of State, and the toll-free number
for Washington residents: 1-800-332-4483. West Virginia: West Virginia residents may obtain a summary of the registration and financial documents from the Secretary of State, State Capitol,
Charleston, WV 25305. REGISTRATION IN THE ABOVE STATES DOES NOT IMPLY ENDORSEMENT, APPROVAL, OR RECOMMENDATION OF THE INTERNATIONAL WALDENSTROM’S
MACROGLOBULINEMIA FOUNDATION, INC. BY THE STATE.
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A CIRCUITOUS JOURNEY

BY ANNE MARIE VALE

In the spring of 2012, I applied for long-term health
insurance. When I was rejected because of an excess
protein found in my blood, I was mystified. My only
complaint was peripheral neuropathy, which the
neurologist deemed was from an undetermined
cause. So, I saw a hematologist who gave me a
diagnosis of Waldenstrom’s macroglobulinemia
(WM). I was shocked, to say the least. He then sent
me to another oncologist for a second opinion. This
doctor told me I had marginal zone lymphoma. This
difference of opinion can sometimes occur because
the two diseases share a few similar characteristics.
Now, 12 yearslater,thankstoadvancesbyresearchers
and to outreach by the IWMEF, WM is much better
understood by oncologists and doctors in general.

In 2015, I found online the Bing Center for WM at
Dana-Farber Cancer Institute (DFCI) in Boston and
got an appointment. After a bone marrow biopsy,
which also tested for the MYD88 mutation, my
initial diagnosis of WM was confirmed. I have been
monitored as a watch-and-wait patient at DFCI
ever since.

When I was initially diagnosed in 2012, I lived five
miles from IWMF in Sarasota, but I had no idea this
Foundation even existed. I only learned about it in
2015 via the internet. Talk about a circuitous path!
While living in Sarasota, I did a few local radio
interviews, during which I provided the public with
information about WM. I introduced a song on the air
called “Together, Forever Strong” to provide mutual
support to all affected by WM. I also published a book
in 2016, Whisper from Above and Reflections from the
Heart. The first chapter chronicles my WM journey,
and other chapters contain anecdotes, poetry, and
spiritual reflections.

My husband Mike and Inowlivein RhodeIsland. Istill
require no treatment, but I dutifully visit DFCI every
six months. I have been blessed to have had Dr. Jorge
Castillo as my oncologist and currently, Dr. Shayna
Sarosiek. They are both deeply compassionate and
very knowledgeable about WM.

I visited IWMF in April of 2024 and started chatting
with Shelly Postek, Director of Information and
Support, about a possible fundraiser. Before I knew

Anne Vale, percussionist with the Providence Drum Troupe

it, Newton Guerin, President and CEOQ, kindly joined
Shelly and me for a Zoom meeting to provide some
direction for the project. I am so grateful for their
incredible enthusiasm and outstanding collaboration,
along with Robin Tucker, Finance Director; Kellye
Jacob, Development Associate; and Annette Preston,
Director of Donor Development. Their efforts led to a
wonderful, pioneering WM event that took place in
Rhode Island on Sunday, September 15, 2024, at the
iconic Music Mansion on the East Side of Providence.

As a lifelong musician, I decided it was time to use
my God-given talents to help WM patients who are
undergoing treatments. So, I introduced the idea
of a musical collage, an IWMF fundraising concert:
“From Chopin to Chicago.” Since I play piano,
trumpet, and percussion, and enjoy writing songs,
I decided to sing and play music from a variety of
musical genres, a little something for everyone. I was
also blessed to have fellow musicians and friends
participate. Brother/sister duo Alex and Taelyn
Corcoran performed some lively folk tunes with their
terrific vocals and guitar. For the concluding act, the
Providence Drum Troupe (PDT) joined me onstage
for a rousing, grand finale.

A little over three years ago, David Lee Black,
prominent musician, photographer, and artist,

A Circuitous Journey, cont. on page 23
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founded the Providence Drum Troupe (PDT), to
which I proudly belong. We are comprised of a
variety of flow (movement and meditation) artists,
percussionists, vocalists, hoopers (dancing with one
or more hoops), and dancers. PDT has performed
throughout New England (including Maine and
Vermont), New York, as well as the HONK! Festival
(of Activist Street Bands) in Austin, TX. In the words
of David Black, PDT Director, “We want to show
everyone that living in harmony is not an antiquated
notion.” Sharing music with others is very healing
for me. As a lifelong Catholic, I believe that my faith,
first and foremost, as well as my shared musical
experiences with others, are two important reasons

A Circuitous Journey, cont. from page 22

why I continue to flourish with no need for treatment,
even 12 years after my diagnosis.

Through the generosity of so many kind people, we
raised over $2,500. 1 am especially thankful to Annette
Preston, who flew from Sarasota to Providence to
attend the concert and share information about
IWMF with our audience. All the funds that were
raised will be channeled to the IWMF Financial
Assistance Support Fund. What is the lesson to be
learned? When we unite in harmony and contribute
our special gifts to help those in need, the results will
be amazing!

MEDICAL NEWS ROUNDUP

By SUE HERMS, IWMF RESEARCH COMMITTEE MEMBER

Updated Version of NCCN Clinical Practice
Guidelines Released for WM/LPL - The NCCN
Clinical Practice Guidelines in Oncology (NCCN
Guidelines®) for Waldenstrom Macroglobulinemia/
Lymphoplasmacytic Lymphoma recently updated
to Version 1.2025. Several notable changes from the
previous version include the following: 1) for primary
(first-line) therapy, bortezomib + dexamethasone +
rituximab was moved from the category of Preferred
Regimens to the category of Other Recommended
Regimens; 2) for primary therapy, rituximab +
cyclophosphamide + dexamethasone in the category
of Other Recommended Regimens may be given with
or without bortezomib; 3) for previously treated
therapy, bortezomib + dexamethasone + rituximab
was moved from the category of Preferred Regimens
to the category of Other Recommended Regimens;
4) for previously treated therapy, pirtobrutinib
was added to the category of Useful in Certain
Circumstances; 5) for previously treated therapy, both
solo bendamustine and solo rituximab were moved
from the category of Other Recommended Regimens
to the category of Useful in Certain Circumstances;
and 6) for previously treated therapy, ofatumumab
for rituximab-intolerant individuals was removed.
After establishing a login, one can view the complete

guidelines at https;//www.nccn.org/professionals/
physician_gls/pdf/waldenstroms.pdf.

DFCI Researchers Compare Familial and
Non-Familial WM - Approximately 20% of WM
patients have a family history of WM or other blood
cancers in their first-degree relatives (parents,
siblings, children), and this is referred to as familial
WM. Dana-Farber Cancer Institute (DFCI) researchers
presented an abstract during the Society of
Hematologic Oncology (SOHO) 2024 Annual Meeting
that compared clinical features, complications,
and outcomes in familial vs non-familial WM. This
retrospective study included 1,000 patients evaluated
at their institution from 2000-2022. With a median
follow-up time from diagnosis of 13 years, the
researchers found that patients with a family history
of WM or other blood cancers were more likely
female and showed increased odds of developing
Bing-Neel syndrome (a rare central nervous system
complication) and cryoglobulinemia (inflammation
of blood vessels caused by clumping of monoclonal
IgM at cold temperatures) but were less likely to
develop neuropathy, when compared to those

Medical News Roundup, cont. on page 24
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with non-familial WM. No significant difference
in mortality was detected between familial and
non-familial disease.

Moffitt Cancer Center Studies Progression of
Asymptomatic WM - Another abstract presented
at the Society of Hematologic Oncology (SOHO)
2024 Annual Meeting discussed the factors
predicting progression from asymptomatic (also
known as smoldering) WM to symptomatic WM or
to transformation. Moffitt Cancer Center studied
265 WM patients between 1995-2020 and divided
them into three groups: 1) patients who remained
asymptomatic, 2) patients who progressed from
asymptomatic to symptomatic WM, and 3) patients
who transformed from asymptomatic WM to
aggressive lymphoma, such as diffuse large B cell
lymphoma (DLBCL). The mean age at diagnosis
was 68 years for asymptomatic and 76 years for
symptomatic patients. During the study, which had a
median follow-up of 9.7 years, 58% of asymptomatic
patients progressed to symptomatic WM. Risk factors
for progression included male sex, hemoglobin less
than 12.5 g/dL, IgM level greater than 3 g/dL, albumin
less than 3.5 g/dL, beta-2 microglobulin greater than
4 mg/dL, and bone marrow infiltration greater than
60%. The rate of transformation to DLBCL was 2.5%
in asymptomatic patients.

Spanish Researchers Assess Risk of Progression
and Mortality in Asymptomatic IgM Monoclonal
Gammopathy-Inanotherstudy, Spanishresearchers
assessed the risk of progression to symptomatic
disease and mortality in a retrospective analysis of
956 patients with asymptomatic IgM monoclonal
gammopathy across 25 Spanish medical centers. This
study, published in the journal HemaSphere, involved
people diagnosed with IgM MGUS (monoclonal
gammopathy of undetermined significance) or
asymptomatic (also known as smoldering) WM from
1979-2021. After a median follow-up of 5.7 years, 156
of these had progressed, most of them to symptomatic
WM. The cumulative incidence of progression was
13% and 20% at five and ten years, respectively. The
most important predictors of disease progression in
this analysis were serum IgM equal to or greater than
10 g/L, bone marrow infiltration equal to or greater
than 20%, beta2-microglobulin equal to or greater
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than 3 mg/L, and albumin less than 4 g/dL. The
researchers developed a risk model of progression
based on these four factors, as well as a risk model
of progression for asymptomatic patients lacking
a bone marrow biopsy (since the lack of a bone
marrow biopsy is a fairly common situation in IgM
MGUS patients). During the first five to ten years after
diagnosis, the mortality rate for asymptomatic WM
patients was similar to that of the general Spanish
population. For comparison, the researchers also
studied a group of 488 symptomatic WM patients. In
contrast to the asymptomatic patients, it was noted
that symptomatic WM patients exhibited a greater
degree of mortality when compared to the Spanish
population at five, ten, fifteen, and twenty years.

Greek Researchers Analyze Second Primary
Cancers and Transformation in WM Patients
- An abstract presented by Greek researchers
during the European Society for Medical Oncology
(ESMO) Congress discussed the incidence of second
primary cancers and transformation to aggressive
lymphoma (such as diffuse large B cell lymphoma)
in 668 symptomatic WM patients who had received
treatment. The median follow-up was 186 months.
Primary treatment was rituximab-based in 63%,
contained alkylating agents in 76%, nucleoside
analogs in 2%, proteasome inhibitors in 5%, and
BTK inhibitors in 10%. The overall incidence of a
second primary cancer was 8.7% (but higher in men
than women), while transformation to aggressive
lymphoma was 3.4%. The median time from the
beginning of treatment to the diagnosis of a second
primary cancer or transformation was 54 months.
The most commonly-occurring second primary
cancers were prostate (22%), lung (21%), colon (9%),
stomach (7%), pancreas (5%), head and neck (7%),
central nervous system (7%), non-melanoma skin
cancers (5%), melanoma (5%), ovarian (2%), thyroid
(2%), and other blood cancers (10%).

Danish Study Discusses Lymph Node Involvement
in WM - An article published in the British Journal
of Haematology by Danish researchers presented
clinical and prognostic implications of lymph node
involvement in 469 WM patients, consecutively
diagnosed between 2000-2022. Node involvement

Medical News Roundup, cont. on page 25

24 IWMF TORCH Issue 26.1



was detected in 34% overall; the percentage was
higher (89%) in the newly diagnosed than in relapsed
cases (11%). An enlarged spleen was present in 11%
simultaneously with nodal involvement at the time
of diagnosis. The number of symptomatic patients
treated at diagnosis was significantly higher in
patients with nodal involvement compared to those
without. The time-to-first treatment was shorter for
patients with nodal involvement, and they typically
received more lines of treatment throughout the
course of their disease. The researchers also observed
a significantly higher rate of transformation to
diffuse large B cell lymphoma in patients with
nodal involvement, and approximately a third
of transformation cases occurred within the first
six months after the diagnosis of WM. The study
concluded that the impact of nodal disease has been
relatively neglected in WM and that there is a need
for closer monitoring of these patients.

Another Article from Danish Researchers
Investigates Extramedullary Disease in WM -
Danish researchers also looked at the incidence,
clinical features, and outcomes of extramedullary
disease (EMD) in the same set of 469 Danish
WM patients described above. EMD in WM is an
uncommon manifestation that is poorly understood.
In this study, EMD was defined as the presence of
WM cells in tissues other than the bone marrow,
lymph nodes, or spleen; EMD also did not apply to
patients whose disease transformed to the more
aggressive diffuse large B cell lymphoma. EMD was
detected in 30 (6.4%) of these study patients, with a
median time span of 4.6 years from WM diagnosis to
the occurrence of EMD. The most frequently affected
sites were the central nervous system (referred to as
Bing-Neel syndrome), kidneys, and lungs. Of those for
whom MYD88 mutation status was available, none
had wild-type (unmutated) MYD88. Data on CXCR4
mutations were unavailable. Median follow-up time
in this study was 5.9 years. Approximately half of the
patients were treatment naive at the time of EMD
involvement. Treatment of various types was begun
in 76% of patients directly after their EMD diagnosis,
and the majority achieved at least a partial response.
The survival estimates of patients with and without
EMD were comparable, with five-year and ten-year
survival rates after WM diagnosis at 63% and 37%
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in patients with EMD, and 66% and 44% in patients
without EMD. This article appeared in the online
journal eJHaem.

Chinese Researchers Compare Different Methods
for Detecting MYD88 and CXCR4 Mutations in WM
— The detection of MYD88 and CXCR4 mutations in
WM is important, yet there is a lack of standardized
and unified methods for their detection. A study
from China investigated the significance of MYD88
and CXCR4 mutations in 385 symptomatic Chinese
patients with WM and attempted to determine the
best method for detecting them in routine clinical
practice. Sample types included unsorted cells from
bone marrow biopsy, peripheral blood, or lymph
node biopsy. MYD88 mutations were identified by
Sanger sequencing, next-generation sequencing
(NGS), allele-specific quantitative polymerase
chain reaction (AS-PCR), and droplet digital PCR
(ddPCR). CXCR4 mutations were detected by Sanger
sequencing, NGS, and AS-PCR. A positive result from
any detection method was sufficient to classify a
patient as MYD88 mutated; however, to be classified
asMYD88wild-type (unmutated MYD88), each sample
must have been negative by at least three different
detection methods. The overall MYD88 mutation rate
in this Chinese study group was 87.8%, somewhat
lower than the rate detected in most Western
studies. Both AS-PCR and ddPCR demonstrated high
sensitivity in detecting the MYD88 mutation, even
in those with a low tumor burden. The total CXCR4
mutation rate was 30.9%, with NGS showing the
highest rate of detection. As previous studies have
indicated, MYD88 and CXCR4 mutations in this
research study were significant prognostic factors in
patients undergoing BTK inhibitor therapy but were
not significant in predicting survival outcomes in
patients receiving other types of therapy. This study
was published in the journal American Association
for Cancer Research.

Case Study from Singapore Uses Artificial
Intelligence to Adjust Ibrutinib Dosing in Single
WM Patient - Evidence is growing about the
limitations of treating patients with targeted anti-
cancer drugs at “one-size-fits-all” doses. Researchers
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at the National University of Singapore used artificial
intelligence (AI) in a case study of one male WM
patient to provide adjusted ibrutinib (Imbruvica)
dose recommendations over a period of two years
with the goal of reaching optimal IgM levels. The
80-year-old newly diagnosed patient, who required
treatment because of anemia, was recruited to the
PRECISECURATE.Altrialin2021.Using Albased onthe
patient’s clinical profile, his physicians were provided
with recommendations for his daily ibrutinib dosing,
adjusted weekly to 420, 280, or 140 mg as his clinical
profile changed. His pre-treatment IgM was 4,830
mg/dL, and hemoglobin was 6.5 g/dL; after two years,
his IgM level demonstrated an 11.4% reduction
from baseline, which was considered stable disease,
while his hemoglobin rose and was maintained
between 10-11 g/dL throughout treatment. Over
the two-year period, the patient experienced rare
episodes of nosebleeds, diarrhea, rash, bruising, and
itching. He had one hospital admission for COVID-19
infection. The researchers noted that the patient did
not achieve a deep response to treatment based on
a reduction in IgM; however, they also suggested
that his improvement in hemoglobin and quality of
life were arguably more important. This study was
published in the journal npj Digital Medicine.

Cognitive Impairment in Blood Cancer Patients
Is Studied - A joint study by the San Francisco
Veterans Affairs Medical Center and the University of
California noted that more people are surviving long-
term after diagnosis with blood cancers, yet there are
limited data on cancer-related cognitive impairment
(a decline in memory and problem-solving ability)
in this population. In this study, published in the
journal JAMA Network Open, a database of 668 older
participants with blood cancers was compared to
a control group of 1,994. The blood cancer group
predominantly had indolent (slow-growing) cancers,
with only 14.4% having received chemotherapy.
Contrary to the researchers’ expectation, the rate of
cognitive decline in older adults with a blood cancer
diagnosis was not faster compared to normal aging
adults. In the two years around the time of diagnosis,
the blood cancer and control groups had a similar
rate of cognitive decline, but thereafter, the rate of
decline was slower in the blood cancer group. The
researchers offered some possible biological reasons
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for these findings, including 1) a proposed inverse
relationship between cancer and Alzheimer’s disease,
where factors related to cancer development may be
protective of the brain; and 2) cancer survivors may
be incentivized to adopt lifestyle changes beneficial
for cognitive functioning. They also noted that
cognitive decline rates could be different in patients
with more aggressive cancers or who receive more
frequent chemotherapy than the patients included in
this study.

Pattern of Infections in Patients Before
Diagnosis of B Cell Cancers May Be Significant —
Immunosuppression (a decline in the functioning
of the immune system) is a shared feature of B
cell cancers; however, not much is known about
pre-diagnostic infections in these patients. An
article in the British Journal of Cancer by Danish
researchers looked at the incidence of infections and
their significance before the diagnosis of chronic
lymphocytic leukemia, non-Hodgkin’s lymphoma,
or multiple myeloma. Using Danish nationwide
registries, the researchers noted that the risk of
infections gradually increased over the span of
a decade or more before the diagnosis of certain
cancers, including lymphoplasmacytic lymphoma
(LPL)/WM, and markedly increased in the year
just prior to diagnosis. They suggested that this
pattern indicates a continuous deterioration of
immune function in conjunction with—and possibly
because of—the development of these malignancies.
Moreover, patients treated for more than two recent
infections before diagnosis of B cell-derived cancers
demonstrated shorter overall survival even after
adjusting for other known prognosis factors.

Mental Health Burden Following Diagnosis of
Low-Grade NHL Discussed - A retrospective study,
reported at the Society of Hematologic Oncology
(SOHO) 2024 Annual Meeting, looked at the clinical
and financial burden of mental health conditions in
36,0546 patients newly diagnosed with low-grade
non-Hodgkin’s lymphoma (NHL), including WM,
and followed for one year. Approximately half of all
patients had a mental health condition diagnosed
during this period after their cancer diagnosis.
Patients were most affected by anxiety and
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depression, followed by insomnia, stress, and post-
traumatic stress disorder. In this study, the median
time from diagnosis of WM to the onset of a mental
health condition was 351 days, somewhat longer
than the other NHL types. Low-grade or indolent
lymphoma patients with a mental health diagnosis
had significantly higher numbers of outpatient visits,
inpatient admissions, and healthcare costs than
those without, suggesting an unmet need to address
the mental health burden in these patients.

CDC Updates 2024-2025 COVID-19 Vaccine
Recommendations for the Elderly and
Immunocompromised — The US Centers for Disease
Control and Prevention (CDC) has updated its 2024-
2025 COVID-19 vaccine recommendations for people
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who have already completed their primary series
of COVID shots and who are 65 years and older or
significantly immunocompromised. Because there is
an increased risk of severe COVID disease in these
people and because the virus circulates year-round,
it is now recommended that they receive a second
dose of the 2024-2025 vaccine six months after their
first dose of this vaccine.

The author gratefully acknowledges the efforts of
Grete Cooper, Peter DeNardis, Julianne Flora-Tostado,
Richard Savoy, and others in communicating news
of interest to the WM community. The author can be
contacted at suenchas@bellsouth.net for questions or
additional information.
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ot I % Your VOICE matters!

"!1 s. Calling all patients with Waldenstrém macroglobulinemia (WM)

WM-VOICE

in the US, UK, Australia, Canada, and the Netherlands.

Participate in the WM-VOICE study

to share what YOU value most regarding treatment

and help shape the future of treatment for WM!

4 All patients with WM are welcome

4 Mo matter your treatment status

% Participation is anonymous

% Complete the survey online on a computer

<% Takes approximately 30 minutes

Link to the English survey:
www.amsterdamumc.org/wm-voice-eng
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AUSTRALIA:
REPORT FROM WMOZZIES

@02 4 !@S

Australian patient
support group for
Waldenstrom's Macroglobulinemia

Having worked on consumer feedback for the
Federal Government’s “Optimal Care Pathway” for
WM in 2022, WMozzies was asked to contribute
to the patients and carers version in 2024. David
Young represented WMozzies in these endeavours,
and we now have versions available for both
doctors and consumers.

WDMozzies also helped with feedback for another
project that was completed this year, the “WM

Voice” survey project from the Netherlands. The
international survey, which was funded by the IWMF,
intends to give clarity on what WM patients prefer in
the way of treatment options. This should help give
patients better treatment choices in the future.

The Australian Leukaemia Foundation/WMozzies
Facebook support page continues to be a successful
forum for WMers in Australia, and it now has a
membership of about 340.

WMozzies continues to support the wonderful
WhiMSICAL project of collecting important personal
WM data which can be used by researchers to help
improve the understanding of the disease. The up-to-
date data was presented this year to the American
Society of Hematology conference.

FRANCE:
DOCTOR-PATIENT MEETING

The 12% Doctor-Patient Meeting organized by
Waldenstrom France took place in Poitiers, the main
city of Poitou-Charentes, in the west of France, on
September 21.

This meeting gathered patients from different
regions in France, with a hybrid format allowing
both in-person attendance (over 120 persons) and
remote participation through video conference (up
to 35 attendees in the evening), including specialists
from the universities of Paris and Poitiers.

The event aimed to foster communication between
patients and doctors regarding different points
concerning Waldenstréom’s macroglobulinemia
(WM), while also offering support to patients through
testimonials and roundtables.

As an introduction, Prof. Veronique LeBlond
(Hematology Department, Pitié-Salpétriére
University Hospital, University of Paris - AP-HP)
traced the evolution and the medical world’s
awareness of this rare disease.

The first presentation, by Dr. Cécile Tomowiak
(Hematology Department, University of Poitiers) was
based on the clinical and biological aspects of the
disease. It was followed by Dr. Anne Héléne Reboux
(Nephrology Head of Department, Sion Hospital,
Switzerland) who focused on the functional aspects
of the kidney and its link with WM.

Prof. Damien Roos-Weil (Clinical Hematology
Department, Pitié-Salpétriere University Hospital,
University of Paris — AP-HP) ) then discussed the
different treatment options and also reviewed the
promising results from ongoing clinical trials.

Finally, this interesting day was closed by a very
interactive and interesting question-and-answer
session. These easy talks allowed patients to share
their experiences and ask questions directly to the
experts. Questions that had been asked via chat
during the webinar also could be answered at that
time, thanks to a synthesis compiled by Dr. Cécile
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Waldenstrom France Doctor-Patient Meeting in Poitiers

Gruchet (hematologist/oncologist consultant).
Practical knowledge about symptom management
and how to improve quality of life are some of the
topics that were addressed.

In addition, breakfast time and lunch break
provided informal moments, allowing meaningful
discussions for patients to learn from one another
in a friendly atmosphere. This hybrid meeting was
a valuable opportunity for patients and doctors

to exchange knowledge and experiences on the
management of WM.

The common goal of these different presentations
was to reassure and give hope to WM patients.

Smiling faces, numerous questions, a pleasant
atmosphere...this goal was clearly achieved.

ISLAND OF IRELAND WM SUPPORT GROUP

The Island of Ireland WM Support Group continues
to prosper and grow. We are blessed with two very
pro-active consultants who are keen supporters of the
Group: Dr. Carmel Waldron from St. James Hospital,
Dublin, Ireland, and Dr. Oonagh Sheehy from Belfast
Hospital, Northern Ireland. It is important to note
that we are effectively talking about a group that
crosses an international border, one country in the
European Union and one outside. However, the
group and the healthcare professionals (HCPs) do
not see this border; we are all in WM world, which
is amazing (although a few treatment protocols vary
between the two, especially around BTK inhibitors.)

As a group we are now very excited about planning
and executing, with assistance from IWMF, our first
in-person support group meeting to be held in

February or March 2025, in Dublin. Dr. Waldron
and Bob Perry are working on the logistics and,
very importantly, Dr. Sheehy is very keen to take
part in this, along with clinical nurse specialists
from both sides of the border.

Dr. Waldron, Dr. Sheehy, and and Bob Perry can
see the benefits of this meeting, with Ireland
being a primarily rural country where many WM
patients never get to meet another patient in
person. This will prove an invaluable opportunity
to build further support and friendship amongst
the group. The meeting will hopefully blend input
from HCPs along with networking opportunities
for the patients and caregivers.
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UNITED KINGDOM:
REPORT FROM WMUK

Supporting
you to live
well with (Al

WITLELErg.uk

The public consultation on the future of the
National Health Service (NHS) has given the WM
community a prime opportunity to have their voice
heard. We have listened to over 100 WMers and
families in the UK, taking on-board your hopes and
concerns to feed into the WMUK response to the
consultation. We have also been working across
the blood cancer and rare disease communities,
meeting with the Blood Cancer Alliance and
Cancer52, to understand the wider context and
ensure the WM voice joins up with the broader
calls for action to create real and meaningful
change to our healthcare system. As a result, the
WMUK response will focus on areas of concern for
the WM community, such as equitable access to
specialist care, the importance of having centrally
recorded patient data, better communication and
integration between centres of care, and support
for the workforce providing care at every level of
the NHS.

Through the 188% increase in calls and emails to
our Support Line, our nurses have identified key
areas of inequality in access to care and specialist
services for people with WM. This is something we
are desperate to change, as we strongly believe
that no matter where you are in the UK and who
you are, you should have the same access to
specialist care, up-to-date treatment, and expert
knowledge. To build a strong evidence base, we
have been working with an AI company, which
is using the data from the Rory Morrison WMUK
Registry and other publicly available records to
identify inequalities faced by people with WM.
This ongoing work is the first of its kind in the rare
disease area and important to help us understand

where we need to influence change, as well as
ensuring we can tailor our services to meet the
needs of everyone affected by WM.

Our Chief Nursing Officer, Alison McKinney, has
had an exceptionally busy period, representing
the charity at IWWM-12 in Prague, at the UKONS
(UK Oncology Nursing Society) conference in
Manchester, and several regional WM-specific
healthcare professional events. These have all
been fantastic learning opportunities to ensure
we continue to provide expert and up-to-date
advice and information for people with WM.
However, with two thirds of patients in UK not
receiving WM-specific information at diagnosis,
it is a crucial piece of work to raise awareness
with the healthcare professionals at the front
of WM care in the UK. Through the connections
Alison is making, we are already seeing a greater
demand from healthcare centres across the UK
for our booklet “Diagnosed with Waldenstrom’s
Macroglobulinaemia?” and more engagement with
the charity’s work—something that will benefit all
WM patients and their families.

With 500 responses to the Big WM Survey, we
have been crunching a lot of numbers to better
understand your experience with WM. There are
many things to be positive about, but we have also
identified key gaps in care. We will be reporting
on all the findings before Christmas 2024, so please
check back to our website: https:/ www.wmuk.org.
uk/post/wmuk-launches-the-big-wm-survey. Our
webinar series has been going strong. Subjects
covered this summer and autumn have been: B
cell biology, active monitoring, managing fatigue,
diet and WM, and sex and intimacy with WM. You
can also find and rewatch our webinars on our
website: https://www.wmuk.org.uk/wmuk-library.

With a successful European WM Patient Forum in
London, we were able to launch the test version
of the “myWM?” app. Our diligent testers are now
providing key information on improving the
systems and technology to build an easy-to-use tool

United Kingdom: Report from WMUK, cont. on page 31
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that can help anyone living with WM to manage
their care and disease. We are so grateful to
everyone testing the app; with digitisation at the
heart of the upcoming changes to the NHS, apps
like this are going to take centre stage.

As always, we are here if you need expert advice
or personal support. Our Support Line is the only

United Kingdom: Report from WMUK, cont. from page 30

one in the world staffed by nurses. You can call on
0300-373-8500 or email support@wmuk.org.uk.

Thank you to every single one of our donors and
fundraisers. Without you, none of this important
work—and the change it is creating—would be
possible.

PROFESSIONAL EDUCATION: ADVANCING THE IWMF MISSION

BY DEBRA ENTIN, MS, RN, CPNP
IWMF CONSULTANT, PROFESSIONAL EDUCATION

What is “professional education?”

Professional education at the International
Waldenstrom’s Macroglobulinemia  Foundation
(IWMF) refers to educational programming targeted
to healthcare professionals (HCPs) who work in the
field of hematology/oncology. This includes everyone
on the healthcare team who works with—or has an
interest in working with—people who have WM,
including physicians, physician assistants (PAs),
nurse practitioners (NPs), nurses (RNs), and social
workers (SWs), among others.

Many different educational formats can be
employed in delivering professional education,
from instructional techniques such as lectures and
webinars, to performance techniques like clinical
participation and case study, to exhibits that provide
expanded access to information and resources.

How professional education relates to
IWMPF’s mission

“Support and educate everyone affected by
Waldenstrom’s macroglobulinemia (WM) to
improve patient outcomes while advancing the
search for a cure.”

IWMP’s mission has two distinct, but related goals:
(1) improve patient outcomes and (2) advance the
search for a cure. Professional education directly
addresses the first part of our mission—to improve
patient outcomes—by increasing the pool of HCPs
knowledgeable about WM and IWME. Not only does
professional education advance our mission, it also

supports several of our global imperatives in the
areas of healthcare professional awareness, patient
support, and partnership.

Importance of professional education with
arare disease

Professional education is especially critical when
dealing with a rare disease like WM, since most HCPs
will never have the opportunity to treat a person with
it. To address this gap, the IWMF Board of Trustees
approved the development of a new program that
would provide a pathway for early career physicians
to gain exposure to and knowledge about this rare
disease, thereby increasing the pool of community
hematologists/oncologists who can recognize,
diagnose, and treat WM in consultation with a WM
expert.

Advancing WM clinical expertise among
hematology/oncology fellows

This exciting new program will be open to
physicians currently completing a hematology/
oncology fellowship. The goals of the program are
for the fellow to

» Establish a baseline knowledge of WM and
increase recognition/referral of WM patients,

* Gain clinical exposure to the diagnosis and
treatment of WM patients,

¢ Build mentor relationships with WM expert
physicians,

Professional Education, cont. on page 32
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Debra Entin at the IWMF exhibit table during the Lymphoma, Leukemia & Myeloma Congress in October

* Interact with WM community members,

* Increase awareness of IWMF and its programs
and services.

Data and expert opinions were gathered to develop
the program structure and logistics. Input was
sought from IWMF medical advisors, WM specialist
physicians, directors of hematology/oncology
fellowship programs, and graduate medical
education administrators, resulting in the following
framework for program award eligibility, elements,
and timeline.

Eligibility for the program consists of a competitive
application for physicians currently in an
accredited US-based hematology/medical oncology
fellowship program.

Elements of the award include a one-week clinical
observership experience at a top tier institution
under the tutelage of world-renowned WM expert
physicians; monthly meetings with an assigned
WM mentor pre- and/or post-clinical rotation;
participation in the IWMF Educational Forum; and
financial support for travel and lodging for the week-
long observership and the IWMF Ed Forum, as well
as indirect costs for the host institution.

The proposed timeline is as follows: advertise
program during first quarter 2025; applications due
March 31, 2025; selection committee meets April
2025; awardees announced and mentor/mentee

meetings begin; awardees attend the IWMF Ed
Forum, May 30-June 1, 2025; clinical rotations start
July 2025 (or earlier if possible) and run through the
academic year 2025/2026.

IWMF medical advisors, Dr. Stephen Ansell and
Dr. Steven Treon, agreed to host awardees at their
respective institutions: Mayo Clinic in Rochester,
MN (two fellows), and Dana-Farber Cancer Institute
in Boston, MA (12 fellows). At Mayo Clinic, Dr.
Jonas Paludo and Dr. Prashant Kapoor will serve
as mentors, while at Dana-Farber Cancer Institute,
Dr. Jorge Castillo and Dr. Shayna Sarosiek will
serve as mentors.

We are currently in the fundraising stage seeking
support for the program from our industry partners,
as well as individual donors. Program costs per
awardee are estimated to be approximately $10,000.
If you’re interested in supporting a fellow or would
like more information, please contact Debra Entin at
debraentin@gmail.com.

Ongoing professional education activities
Before the idea for the previously described program
was hatched, we were already busy implementing
a number of professional education activities, a
sampling of which follows. As you’ll see, our efforts
varied in format and target audience, reaching many
different members of the healthcare team.

Professional Education, cont. on page 33
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Expert presentations were held at the 24™ Annual
Lymphoma, Leukemia & Myeloma Congress,
October 2024, New York, with two IWMF-sponsored
lectures delivered to over 500 physicians. The first
was by Edward Stadtmauer, MD, University of
Pennsylvania, “WM: Clinical and Biological Features
to Guide Therapy,” and the second was given by
Debra Entin, MS, RN, CPNP, “IWMF Resources for
HCPs and Your Patients.”

A continuing education (CE)-accredited webinar,
“Treating Indolent Lymphoma: Common & Rare
Types,” was co-presented with Leukemia &
Lymphoma Society and Medical Learning Institute,
and has had over 1,200 participants to date, the
majority being nurses and nurse practitioners.

IWMF also exhibited at several annual meetings
of national HCP associations, where we raised
awareness of WM and IWMF and distributed
resources to association members and meeting

Professional Education, cont. from page 32

attendees. The venues were:

* Oncology Nursing Society (ONS), 49*" Annual
Congress, April 2004, Washington, DC

* Academy of Oncology Nurse & Patient
Navigators (AONN), Annual Conference,
November 2024, Las Vegas, NV

* Haematology Nurses & Healthcare Professionals
Group, 8™ Annual Conference, November 2024,
Zurich, Switzerland

In addition, we developed publications specifically
targeted at physicians and nurses and built a
dedicated section for HCPs on our website, where
they can easily access all relevant resources in
one place.

As we continue into the new year, stay tuned for
more exciting developments as IWMF expands its
footprint in professional education.

BETTER TOGETHER: MY CLINICAL TRIAL EXPERIENCE AND THE
IWMF WELLNESS PROGRAM

BY JUDITH KELLEY

Sixteen years after being diagnosed with WM, I
participated in my first clinical trial—the fifth time
I’'ve been treated.

The drug had a novel mechanism of action for WM,
and the trial was open to patients who had had at
least two prior treatments (specifically, an anti-CD20
antibody and a BTK inhibitor).

Iwastreated atareference center and the investigators
understood how hard clinical trials can be compared
to “regular” treatment options. As written in the
January 2024 Torch issue, “Clinical trial participants
are usually ‘poked and probed’ more often, as complete
data are required to understand how the study
treatment is benefiting (or not) the participant. Given
these requirements and unknowns, some patients
are not interested in participating in clinical trials,
which is understandable.” (See https:/iwmf.com/iwmf-
torch/#flipbook-iwmf-torch-january-2024/5/.)

I am the data in the trial.

Until I enrolled in a clinical trial, I was used to
asking my oncologist about treatment data: “How
do patientsrespond?” “How long does the treatment
usually last before the cancer progresses?” But
when you’re in a clinical trial, there are no data
that your oncologist can use to reassure you. You
are the data. And I was only the sixth patient
enrolled in the trial.

After the first treatments, I was lethargic,
nauseated, and dizzy. My glucose levels spiked.
My white blood cell count dropped. The skin on
my hands and arms looked like something out of
a zombie movie. Even on days when I felt a little
better physically, I had a hard time feeling a sense
of relief, much less enthusiasm. I could function,
but not happily.

Better Together, cont. on page 34
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Every clinical trial should have a wellness
and support program.

Any new treatment can cause major anxiety.
However, I found the lack of information in a
clinical trial to be particularly unnerving and
anxiety-producing. The IWMF Wellness Program
became a critical adjunct to weathering the ups
and downs and unknowns of the trial.

The Wellness Program was created by Ann Grace
MacMullan, a certified yoga therapist. WM patients
(“our community,” as Ann fondly calls us) from
all over the world log into various class offerings
and webinars each month. The classes are free to
WM patients and caregivers, and recordings are
available if you miss or want to repeat a class.
Without traveling anywhere, I became part of a
global support group (more on that later).

There’s so much written about the value of an
integrative health approach to cancer treatments.
For example, studies show that movement and
exercise help with cancer-related fatigue. (See the
October 2024 issue of the Torch at https://iwmf.
com/iwmf-torch/.

But once I began the trial, I lacked all desire to
exercise. The less I did, the worse I felt about
myself. Once I started brooding about what I'd lost,
it was a downward spiral of feeling diminished
and defeated.

“Just show up for a class,” Ann encouraged me. “Be
part of the community and feel everyone’s energy.
Just do that.”

Annincorporates different types of yoga styles with
movements designed to move lymph fluids and
address the challenges of peripheral neuropathy.
We practice balance and proprioception (the
body’s ability to sense its location, movements, and
actions). We’re encouraged to visualize, practice
mindfulness, and reach out to the community
energetically. Any type of movement—even
breathing intentionally—is applauded. Every
movement can be modified or even visualized in
your head. And just showing up gets you gold stars.

I found that sweeping my arms up over my head
made me feel both lighter and stronger. Listening

Better Together, cont. from page 33

Judith Kelley

to the beautiful Tibetan singing bowls during Ann’s
sound meditation class buoyed my spirits.

Remember the global support group I mentioned
earlier? Ann gives us the opportunity to talk to
each other before and after class. It took me awhile
to participate. But the more I listened, the more I
recognized common experiences and emotions that
started to change my sense of isolation to one of
connection.

A new twist in my trial experience

There are a couple more twists to my experience
with a clinical trial. The first is that I didn’t finish it—
at least not the treatment part. Somewhere between
my first and second treatment, I developed a liver
toxicity reaction to the drug. As of this writing, my
liver numbers have been coming down but have yet
to normalize.

Because of this, I never had the remainder of the
treatment protocol.

The second twist is that, despite doing only two
treatments, I had a very deep response. The cancer
cell infiltration in my bone marrow went from 70%
to 1%. My numbers are currently in the normal
range, including my IgM.

I don’t know if the deep response will be short-lived
because I didn’t complete the protocol. That’s part
of the uncertainty, of course. I'm continuing to be

Better Together, cont. on page 35
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monitored under the trial protocols. Because, you
know...data!

New treatments and clinical trials are both hopeful
and scary. I'm grateful to the IWMF for its part in

Better Together, cont. from page 34

sponsoring the new WM-NET initiative to coordinate
WM clinical trials around the world—and for
offering Ann Grace MacMullan’s incredible Wellness
Program to all WM patients in treatment, in trials,
and in watch-and-wait.

i..ﬁﬁ:i!&i;.' ACCELERATE THE CURE

usoryr

When you invest in IWMF’s Accelerate the Cure Campaign, you are promoting the growth of research to find a cure

for Waldenstrom’s macroglobulinemia (WM). This campaign offers three Opportunity Funds: Fund A supports
global research, Fund B underwrites the WM-NET clinical trial collaboration, and Fund C supports the research
of next generation WM researchers. Dr. Maria Luisa Guerrera is a recipient of one of Fund C’s next generation
researcher grants, and her outstanding research was presented at the 2023 American Society of Hematology
(ASH) Annual Meeting and at the 2024 IWMF Educational Forum.

Growing up in Sicily, Italy, Dr. Guerrera earned her medical degree at the University of Pavia, Italy, where she
also completed a five-year clinical fellowship in hematology. She joined the Bing Center for WM in 2016 as a Post-
Doctorate Fellow and is currently an Instructor in Medicine at Harvard Medical School and the Bing Center for
WM at the Dana-Farber Cancer Institute. The IWMF community benefits greatly from Dr. Guerrera’s passion for
scientific discovery. The following article is excerpted from her presentation at the 2024 IWMF Educational Forum.

CRIME PARTNERS IN THE EVOLUTION OF MALIGNANCY?
WNK2 IN MYD88 MUTATED WM

BY DR. MARIA LUISA GUERRERA

We are deeply and
fundamentally very complex
in a beautiful fashion. If I were
to summarize what I have
learnedinmylifetimesofar,it’s
the skill to unpack complexity.
I have the power to observe,
and through observations to
change my perspective, and
then I come back to the complexity with a different
point of view. I find joy in honing this scientific skill
as I focus on the complex evolution of WM.

Dr. Maria Luisa Guerrera

As one of four daughters of an Italian family, I
learned this essential skill of a scientist early—to sit
back and observe. Growing up in the middle of the
Mediterranean Sea, I looked from afar at Calabria,
the boot of the Italian mainland, and developed a
curiosity and desire to explore distant horizons. The
words of Dante Alighieri, the Middle Ages Italian

writer of Divine Comedy, supported my dream to
become a doctor. I hold his words close to my heart:
“Consider ye the seed from which ye sprang; Ye were
not made to live like unto brutes, But for pursuit of
virtue and of knowledge.”

I am intent on discovering the complex mechanisms
that underlie the evolution of WM. Through studies
with mice models, scientists know that the common
MYD88 mutation in WM is insufficient to induce the
cancerous transformation of B cells by itself. My
research unpacks mechanisms that intervene in
MYD88 mutated cells to trigger malignancy. Once
we researchers understand the complex, multi-
step process by which normal cells turn into WM
cancerous cells—oncogenesis—we will develop
more novel therapeutics to disrupt the aberrant or
abnormal chain of events.

Accelerate the Cure, cont. on page 36
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Let the journey take us inward into our biology
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Crime partner WNK2—abnormality expressed
early

As a recipient of an IWMF next generation research
grant, I was able to research and unpack an
exciting slice of cancer complexity that involves
the protein WNK2 becoming a “crime partner” in
MYD88 mutated WM. Here is what happens. Genetic
material is stored in cells as DNA; RNA molecules
convert segments of the genetic information in
DNA into proteins that then can carry out cellular
functions. The RNA goes through changes before
it’s ready to be translated into proteins. The process
of the precursor messenger RNA (pre-mRNA)
becoming mature messenger-RNA (mRNA) is called
splicing, whereby different pieces of genetic code
are assembled in diverse ways. We might consider
these mRNA variants created by splicing to be “RNA
flavors.” From the same gene, various “RNA flavors”
undergo the process of translation, which produces
different protein variants that may serve different
cellular functions.

During the splicing process in MYD88 mutated
WM, several different WNK2 protein variants that
lack a specific segment of the gene genetic code are

preferentially expressed in WM cells. Our cellular
modeling of these abnormal variants showed
they activated pro-survival signaling pathways,
including one called ERK1/2. Considered a signaling
“superhighway,” ERK1/2 regulates a wide variety of
cellular processes. In particular, ERK1/2 supports
cancer cell proliferation and survival.

While normal B cells do not express WNK2, WNK2
gets highly expressed early in the WM disease
progression. This information leads my colleagues
and me to suspect that this phenomenon may
contribute to the malignant transformation of
MYD88 mutated cells.

I thank you, the IWMF community, for trusting me
and my science as we collectively seek a cure for WM.
I'wish for all of us that we could embrace complexity
with curiosity rather than fear. Complexity is not an
enemy but actually a great resource.

Visit the Accelerate the Cure page on IWMF’s website
at https://iwmf.com/accelerate-the-cure-campaign/ to
learn more and contribute. Engage us in conversation
at office@iwmf.com.
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FROM THE FACEBOOK WM SUPPORT GROUP: 4. ° J

WINTER 2025

BY BETTY ANN MORTON, EDITOR

Happy New Year to all the Facebook WM Support
Group members—and to all the potential members!
That includes everyone reading this article.

WM can cause quite a variety of symptoms. The
IWMF website lists weakness and fatigue because
of anemia, shortness of breath, loss of appetite and
weight loss, fever and night sweats, numbness or
tingling (a “pins and needles” sensation) in hands or
feet (called peripheral neuropathy), swollen lymph
nodes, and swollen abdomen due to an enlarged
spleen or liver. With all these potential symptoms,
not to mention various treatments and all the
surrounding emotions, there is plenty to discuss.
Here are excerpts from recent conversations, lightly
edited for clarity and privacy.

LHM shared good news. “Thursday starts round
two of my B&R (bendamustine and rituximab)
treatment. I can’t believe how good I feel after just
having the first bendamustine three weeks ago.
I feel better than I have in years, it’s amazing. My
foot drop is completely gone, my leg numbness is
completely gone, and I’'m not as tired as I used to
be. My balance is totally fine and my headache is
gone. My hot flashes have just started returning a
little bit, but they were gone. It’s hard to believe
that I almost went to a neurosurgeon for my back,
and it turned out that WM was the culprit like my
oncologist suspected. I hope you all have a great day
and have the good fortune that I have experienced
so far.”

PC wrote, “Hello. New here, in UK. I started with
pain in my feet and lower legs that made walking
uncomfortable and dancing impossible. After being
first told to exercise, a blood test found a high level
of inflammation, and I got naproxen. When this did
nothing, further tests finally showed WM. The second
consultant said the pain could be nerve damage,
but the third doesn’t think the pain is connected to
the WM; he thinks it is plantar fasciitis. None of the
other doctors thought that. Nor do I. The pain I am
trying to describe feels like internal swelling. The
pain in my feet and legs and total exhaustion are

S |

my only symptoms, and they are being ignored. Any
advice for helping me would be appreciated!”

JLT suggested, “I had the same pain on my feet for
months. Iwent to see a foot doctor who made an arch
support for both of my feet, and after a few days the
pain never came back. This was like 25 years ago.”
DCS had another idea. “It sounds like my experience
with neuropathy. I saw a neurologist who diagnosed
peripheral neuropathy following some diagnostic
testing. It is nerve conduction testing and relatively
painless. Nerve conduction studies help diagnose
issues with peripheral nerves—mainly peripheral
neuropathy and nerve compression syndromes.
They can help healthcare providers determine the
cause, severity, and prognosis of these conditions.”
MM wrote, “Because of the rarity and complexity
of WM, I think some doctors can be off track but
hate to seem uncertain or lacking in knowledge and
aren’t happy when patients challenge them. Not
all are like this, but it happens! I hope this foot/leg
problem improves for you, and they figure out an
effective way to treat your pain.”

Problems with recurrent infections are a common
problem. JR asked, “Do you have any ideas or
experiences concerning frequent and prolonged
infections? I had a cold, then COVID for two weeks
with heavy symptoms and now a new respiratory
infection, getting antibiotics. This has been going
on for six weeks. IgA and IgG are always a bit lower
than range, so are leukocytes and lymphocytes. In
between I have sinusitis and gastroenteritis, also
quite frequently. Is this belonging to our illness? I try
to eat healthy (vegetarian), do exercises, and so on. I
am on watch and wait and there is no need for [IV]
immunoglobulins as my haematologist tells me.”

TTH replied, “Yes, I had bad, really bad, and
complicated sinus infections. Now I'm with an
infectious disease doctor.” MCM explained, “Hi.
Everyone with WM is immunocompromised
to some degree because WM suppresses the

From the Facebook WM Support Group, cont. on page 38
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production of B cells, and thus immunoglobulins
(aka antibodies). There are also many mechanisms
that can explain infections, other than low IgG,
low IgA, and low neutrophils. Even if lymphocyte
counts are normal, the lymphocytes sometimes
do not function properly, and do not protect the
body or eliminate pathogens as well as they
ought to.” BAM also experienced infections. “I
have had a couple of times over the years when
I struggled with recurrent infections. Following
treatment (which included Rituxan), I was severely
immunosuppressed, hospitalized twice with
pneumonia. The cycle was stopped with a couple of
infusions of IViG (intravenous immunoglobulin).”

CEC had a question, “I'm curious why some of us
WMers receive chemotherapy while others get
immunotherapy?” ES responded, “Most WM patients
who chose chemotherapy are actually choosing
“chemo-immunotherapy” because the chemo
(usually bendamustine) is combined with Rituxan
(immunotherapy). The newer treatments, such as
BTK inhibitors, are considered “targeted therapies”
which is a newer category, neither immunotherapy
or chemotherapy.”

BAM added, “It’s because both have proven to be
effective. However, they have different side effect
profiles. People have differing medical needs and
personal priorities. I think that over our lifetimes, a
large percentage of us will have more than one type
of treatment—until we find a cure.”

MCM explained further, “The treatment approach
generally falls in a few categories:

(1) specific situation of the patient (e.g., severe
symptoms from WM and which ones, WM and
non-WM health issues, age, drug intolerances),

(2) treatment urgency (e.g., severe
hyperviscosity),

(3) personal WM genetics (MYD88, CXCR4),

(4) patient preferences (e.g., pills vs. IVs,
treatment duration, side-effect profile,
clinical trial),

(5) doctor/institution “philosophy;” slightly
different treatment approaches are offered

From the Facebook WM Support Group, cont. from page 37

by the NCCN guidelines, Dana-Farber Cancer
Institute, and the Mayo Clinic.”

Most of us have had times when we simply needed
to express our feelings regarding health concerns
and be understood. TS wrote, in LARGE type, “Night
sweats, swollen lymph glands, and cough have
returned. Ugh...I just cannot call my doctor. I'm not
ready for this.”

SAP wrote, “Hi, I am so sorry you seem to be having
symptoms which are like the ones you had before.
With my first relapse I was so bummed, but then
I realized I didn’t want to get as sick as I was at
diagnosis. On the second relapse, symptoms came
back, but I caught them even earlier. My blood
numbers weren’t that bad, but with my symptoms
escalating Ijust didn’t want to get worse. I decided to
view treatment as a relief to the miserable feelings
I was having.”

The original poster responded, “I’ve got to work the
next couple weeks. I'll be making an appointment
when I return. I definitely don’t want to get as sick
as I was before! I'll be more mentally prepared.
The first step is admitting it to myself. Now I will
mentally prepare and then execute. It’s just how I
function.”

Iwish you each a happy and healthy 2025.Thope you
will come to join our conversations on Facebook.

If you would like to become more connected with
the WM community and join the Facebook WM
Support Group, go to https:/facebook.com/groups/
wmsupportgroup. In order to join, people must
answer two membership questions. Since the group
is private, only group members are able to see the
posts. If you need additional help with the process,
please contact the IWMF office at 941-927-4963 or
email to office@iwmf.com.
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SUPPORT GROUPS WALKED FOR WALDENSTROM'S!

The 2024 Walk for Waldenstrom’s pledged to walk
enough steps to circle the globe, symbolically
encouraging international research partners to
report their own leaps of progress with all funds
raised go to our new five-year, Accelerate the Cure
Campaign. Paul Kitchen shared, “We had 535 folks
register to support our Walk for Waldenstrom’s in
September. Together as a community, we walked
over 34,000 miles, 9,000 more than our goal of
25,000 miles, which was to circumnavigate the
globe.”

Thanks to everyone who supported this event!
While the Walks continued until the end of 2024,
the donation total as of the Torch publication
deadline in early December was over $80,000!

Here’s how a few of our support groups laced up
and went on the move:

The Western PA, Eastern OH, and West Virginia
Support Group participated in a leisurely two-mile
walk through the Summerset at Frick Park
neighborhood, Pittsburgh, PA. In spite of the rain

prediction, the group headed out and experienced
a comfortable, rain-free walk, visiting two parks
along the way. Afterward, everyone gathered on
the porch for refreshments and conversation. This
was a special opportunity for members to meet
outside for light exercise and socialization.

The Chicago Area Support Group, including all
of Illinois and SE Wisconsin, had its second annual
Walk for Waldenstrom’s on Saturday, September
28, in Fullersburg Woods, located in Oak Brook, IL.
Although a remnant of Hurricane Helene impacted
the weather forecast, we still had 15 people attend
and walk with our group. Even though two could
not attend, their spots were filled by a couple who
are longtime friends of Don and Mary Brown, the
support group leaders. Faced with a fine mist of rain,
we still managed 1.1 miles of walking between the
Nature Center and the historic Graue Mill. The group
included three new couples who had never attended
an in-person event for our support group. As
hoped for, we accomplished three main goals: good
fellowship, exercise in nature, and more awareness.

Western PA, Eastern OH, and West Virginia Support Group

Support Groups Walked for Waldenstrom's, cont. on page 40
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Chicago Area Support Group

Don was able to extend the weekend event by
walking four miles round trip from the parking
lot to Soldier Field in Chicago to see the Chicago
Bears beat the Los Angeles Rams on Sunday
afternoon. Three generations of Browns were
also able to walk the beautiful Chicago lakefront
through Grant Park with historic Buckingham.
Based on the whole month of September, the
Brown family walked 107 miles (90 from Mary
alone), biked 14.3 miles, and played 16 hours of
tennis (Don). It surely beats chemotherapy. Stay
well with exercising!

The Eastern MA Support Group had a fall picnic
and one mile “Walk for WM” at Girl Scout Camp
Cedar Hill in Waltham, MA. Early arrivals even
saw a family of deer nearby! It was great to see
folks in person and be able to catch up with one
another. Folks brought their own lunches, which
were supplemented with a shared bag of crisp
fall apples, homemade cookies, drinks, and chips.
Scout troops had all checked out for the day, and
we had the 65-acre camp all to ourselves and the
deer, which had fled back into the woods.

Don Brown family at Soldier Field, Chicago

The Sarasota Support Group, along with IWMF
staff, friends, and family walked over the Ringling
Bridge, despite it being a hot Florida summer-like
day! Along the way, someone stopped us to ask,
what is WM? After our explanation, it became

Support Groups Walked for Waldenstrom's, cont. on page 41
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Support Groups Walked for Waldenstrom's, cont. from page 40

clear to us how important our support group is The Southern New Jersey, Eastern PA Support
to share our individual stories, share a meal, and Group’s “Philly Walk for WM” crew enjoyed
share with others what WM is all about! Win, win. exploring the beautiful grounds and gardens of

Eastern MA Support Group

Sarasota Support Group

Support Groups Walked for Waldenstrom's, cont. on page 42
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Stoneleigh in Villanova, PA, on a lovely Sunday in a warm support group discussion, welcoming new
September. They meandered through meadows and faces and the newly diagnosed, while also hearing
under leafy arbors at a mindful pace. Afterwards, updates from familiar friends.

they were treated to homemade baked goods and

Southern New Jersey, Eastern PA Support Group

IWMF PRESIDENT AND CEO NEWTON GUERIN
TO RETIRE IN DECEMBER 2025

IWMTF President and CEO Newton Guerin, who has led our organization for the past five years,
will be retiring at the end of December 2025.

In making the announcement, Board Chair Paul Kitchen noted that Newton “has been
instrumental in supporting the global WM community and launching the Accelerate the Cure
campaign to raise US $31 million over the next five years.” He also praised Newton’s hard
work and dedication to the mission of IWME, saying, “We are incredibly grateful to him.”

During his time at the helm, Newton has overseen the continued development of IWMF’s
information, education, and support programs, as well as the Foundation’s significant increase
in its research investment. Looking back on his tenure, Newton said, “It has been an honor
and very special privilege to serve as IWMF’s President and CEO. Success in today’s ever-
changing, global environment depends on agility and requires a capacity for rapid change and
flexibility. IWMF continues its commitment to being just that for the global WM community.”

To plan for this leadership transition, the Board has formed a search committee and
engaged the services of a management consulting firm, Korn Ferry, to help find suitable
replacement candidates.
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BEN RUDE HERITAGE SOCIETY

The Ben Rude Heritage Society recognizes those who have made provisions for a future gift
to the IWMF, such as a bequest, listing the IWMF as a beneficiary for a life insurance policy or
qualified planned asset (such as 401k or IRA), or a life income agreement, such as a Charitable
Remainder Trust. Legacy gifts represent an important component of the IWMF's financial
future. There are many ways to support the IWMF through a planned gift, but a bequest is
perhaps the easiest and most tangible way to leave a lasting impact. The following supporters
are members of the Ben Rude Heritage Society:

RONALD ALLEN

ANONYMOUS (18)

JEAN-MARC* AND SARAH AUDIBERT

PAUL AWES

C. EDWIN BAKER*

JACK BAKER

JANE BALLARD IN HONOR OF
SHIRLEY GANSE

JANET BAUSSER*

DAVID M. BENSON

BEVERLY J. BLOSS

ELSA AND GARY BRADLEY

ARLOU BRAHM*

MARJORIE JANEEN BRANNAN

RONALD AND MARY JANE BRANSCOME

WILLIAM O. AND ELLEN KANER
BRESNICK<>

L. DON AND MARY BROWN

RUTH L. BROWN*

JOHN BUTTON*

PARMIE MOORE BYRD

PETER CARR

GERALD PRESTON CLANCEY*

CLARA COEN*

CHRISTINA CONLEY*

MRS. IVY COOPER*<>

FRANCIE AND MICHAEL* COWEN

NORMAN W. CRANDALL JR.*

CHARMAINE DEFRANCE

PETER DENARDIS

TONY DYE*

FREDERICK A. EBELING*

RISA EINHORN

JEAN ELLIS*

RAYMOND AND BETTY FISHMAN*

GREGORY FITZWATER AND
MARILYN ZOLLNER-FITZWATER

GLENDA AND RICHARD FREDERICKS

MARLYN FRIEDLANDER AND
GILBERT SCHERER

CINDY L. FURST*

ROBIN ELIZABETH GAULRAPP IN
HONOR OF JOHN SWISHER

JED GELBER

BARBARA GOLL

NEWTON GUERIN

LESLIE C.*, JR. AND MARYANN GUTHRIE

CARL HARRINGTON

HUMPHREY HARTMAN-KOK*

DAVELL HAYS

RICHARD AND JEAN HEINZ*

LOIS A. HELLRIEGEL

RALPH AND JANE HENDRICKSON

JAN HERGESHEIMER

*Deceased <-Founding Member

SUZANNE L. HERMS

ARLENE HINCHCLIFFE

JENNIFER HOEGERMAN

DR. TOM HOFFMANN

DAVID WAYNE HOGMIRE AND
TERRI LYNN HOGMIRE

SCOTT HOLLIS

ELINOR HOWENSTINE* <

LORRAINE HUDOCK

WANDA L. HUSKINS AND
JEFFREY A. PRUPIS

KIM JACKMAN

MADELEINE JACKSON

DR. EUNICE JOHNSON*

SANDERSON AND CANDY JOHNSON

ELENA JUSTICE

ANN WADKINS KALLAM

STANLEY KAUFMAN*

JOHN KEARNEY

SHAN ELIZABETH KEARY*

JAMES D. KELLY*

NANCY KERR*

THOMAS KEYS*

EVELYN KLEIN*

GLENN AND MARCIA KLEPAC

GEORGE KNIPELBERG*<~

CHARLES KOCH

SANDRA EILEEN KOHLHAUFF

DR. ROBERT A. AND
CHARLENE M. KYLE

MICHAEL AND ROSALIE LARSEN*

ANITA LAWSON

GAY L. LESMISTER*

JANET LEVY*

MICHAEL E. LUTTRELL

ROBERT J. LYNCH*

BRIGITTE MANZKE

LENNY MARTIN

JUDITH ANN MAY

KATHERINE E. MCCLEARY AND
K. EDWARD JACOBI*

KATHLEEN L. MINER

ANNE AND PEDRO MITRO<>

ELEANOR MOORE*

MAYNARD MORRIS

SAM* AND GAIL MURDOUGH

GUIDO AND IDA NEIROTTI*

BARRY NELSON

LINDA NELSON

BRANDT* AND LAVEY NORQUIST

JAMES AND BETTE ORTOLEVA

PAULA PANGLE

HOWARD F. PRASS*

ALAN PRESTELL*

BARBARA QUALLEY*
MARGUERITE C. REGAN, PHD*
SHARON RESNIK*
PAUL AND JANICE RIPPAS
DR. AND MRS. CHARLES AND
SUSAN RITZ
ROGER* AND BARBARA ROBINETTE
MARGARET ROCKELMAN*
JOEL AND LAURA ROSENBLIT
LAURIE RUDE-BETTS<>
CYNTHIA RUHL
ANDY RULAND
ROBIN AND RONALD RUTTER
DEBORA JANE SANBERG
JEFFREY SANBERG
SUSAN BEATRICE SANTA MARIA*
NAOMI AND SHIMON SCHECHTER
ELMO R. AND DOLORES E. SCHMID*
KAREN ELIZABETH SENECAL
MICHAEL AND CAROL SESNOWITZ
ALLAN SHAW*
SUSAN SHERWIN
DR. GUY R. SHERWOOD
SUZIE SHOOK
LAWRENCE K. SHULTES*
JOYCE ANN SKEGGS
ELLEN SMITH
RAYMOND SOBOROWICZ*
KEN AND LINDA SOLOW
AMANDA EMILIA SOTO
CORDELIA AND PETER STEARNS
JUDITH LEE STERLING AND
LESLIE CHARLES WILSON
EILEEN SULLIVAN AND GARY SHRAGER
JOHN AND DIANE TIPLADY
NATHAN TROSS*<~
MATHILDE JOHANNA VAN GOGH*
TAMARA VINCENT
MITCHELL CLARK WADKINS
DR. JACOB WEINTRAUB
THE WHITE FAMILY TRUST
KAREN WICKERT
BETTE KAY WIELAND
VIRGINIA A. WILLIAMS*
LISA WILSON
ARTHUR WINTER
LISA WISE AND STEVE WEINER
PENNI WISNER
JAMES P. YEAGE
RALPH ZUCKERMAN*
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RESEARCH PARTNERS

For a commitment of $50,000 per year for a minimum of two years, or a lump sum of $100,000
or more, you can become a research partner supporting a specific IWMF research project
approved by the IWMF's Scientific Advisory and Research Committees. Research Partners will
have an opportunity to be kept informed of the progress of the research project and will be
formally acknowledged by the investigators in their report of the project as well as in any
resulting publications. Generally 10 to 12 research projects are underway with new projects
under consideration each year. The following funds support current IWMF research:

David and Janet Bingham Research Fund of the IWMF
* Aldo M Roccaro MD, PhD Dana-Farber Cancer Institute, Further genomic characterization of Waldenstrom's
Macroglobulinemia: unveiling the role of the CXCR4 somatic mutation, a crucial regulator of pathogenesis and important
targets for therapy 03/01/14 - 02/28/16
* Brad H Nelson PhD & Julie S Nielsen PhD Deeley Research Centre, Mutant MYD88: A target for adoptive T cell therapy of WM
10/01/14 - 09/30/16
Elting Family Research Fund of the IWMF
* Dr. Marzia Varettoni Fondazione Italiana Linfomi Onlus, Non-invasive diagnostics and monitoring of MRD and clonal
evolution in Waldenstrom's Macroglobulinemia 10/15/17 - 10/15/19
* Larry W Kwak, MD, PhD Beckman Research Institute of the City of Hope, Anti-tumor and immune microenvironment
responses following a first in-human DNA fusion vaccine for asymptomatic WM 10/15/17 - 10/15/21
* Sherie L Morrison, PhD The Regents of the University of California, Novel antibody-targeted interferons in combinational
therapies for Waldenstrom's Macroglobulinemia 10/15/17 - 10/15/20
* Shahrzad Jalali, PhD Mayo Clinic, Modulation of T-cell function by metabolomic signature of the bone marrow
microenvironment in Waldenstrom's Macroglobulinemia 09/15/17 - 09/15/19
¢ Dr. Bruno Paiva & Dr. Jose Angel Martinez Climent Clinica University of Navarra, Single-cell next-generation flow and
sequencing to unravel the pathogenesis of Waldenstrom's Macroglobulinemia and to design genetically driven human-like
experimental models 09/15/17 - 09/15/19
* Dr. Gareth Morgan New York University Grossman School of Medicine, Using mutographs to define the molecular landscape
and cell of origin of Waldenstrom's Macroglobulinemia 01/01/23 - 12/31/25
Hamberg Family Research Fund of the IWMF
* Jorge Castillo, MD Dana-Farber Cancer Institute, WM-Net 09/01/23 — 08/31/2028
Robert Douglas Hawkins Research Fund of the IWMF
The Lynn M. Fischer Research Fund of the IWMF
Michael and Rosalie Larsen Research Fund of the IWMF
Leukaemia Foundation of Australia
¢ Zachary Hunter, PhD Dana-Farber Cancer Institute, Multiomic analysis of DNA, RNA and epigenomic networks for
prognostication and novel target identification in Waldenstrom's Macroglobulinemia 09/01/20 - 09/01/22
* Gareth ] Morgan, PhD New York University Grossman School of Medicine, Using mutographs to define the molecular
landscape and cell of the origin of Waldenstrom's Macroglobulinemia 09/30/22 - 09/26/24
K. Edward Jacobi Research Fund of the IWMF
* Dr. Morie Gertz Mayo Clinic, Biology to Treatment: Prognostic factors, Bone Marrow Microenvironment, Genomic and
Proteomic Profile of Light Chain Amyloidosis in Waldenstrom's Macroglobulinemia 10/01/17 - 10/01/19
Carolyn K. Morris Research Fund of the IWMF
Pharmacyclics LLC
The Poh Family Research Fund of the IWMF
* Dr. Signy Chow Sunnybrook Research Institute, Characterization of Genomic Alterations in Treatment Naive Patients with
Waldenstrom's Macroglobulinemia Through a Course of Targeted Treatment and Disease Progression 09/01/22 - 08/31/24
Ed and Toni Saboe Research Fund of the IWMF
* Larry W Kwak, MD, PhD Beckman Research Institute of the City of Hope, Anti-tumor and immune microenvironment
responses following a first in-human DNA fusion vaccine for asymptomatic WM 10/15/17 - 10/15/21
The Paul and Ronnie Siegel Family Research Fund of the IWMF
Waldenstrom's Macroglobulinemia Foundation of Canada
o Zachary Hunter, PhD Dana-Farber Cancer Institute, Multiomic analysis of DNA, RNA and epigenomic networks for
prognostication and novel target identification in Waldenstrom's Macroglobulinemia 09/01/20 - 09/01/22
* Dr. Signy Chow Sunnybrook Research Institute, Characterization of Genomic Alterations in Treatment Naive Patients with
Waldenstrom's Macroglobulinemia Through a Course of Targeted Treatment and Disease Progression 09/30/22 - 09/29/24
« Zachary Hunter, PhD Dana-Farber Cancer Institute, Characterization of Isoform Usage, Novel Isoforms, and Tumor Evolution
in WM 07/01/23 - 06/30/25
* Patrizia Mondello, M.D. PhD Mayo Clinic, Identifying the oncogenic cooperation between IRF4 and MYD88 L265P and their
impact on the Tumor Microenvironment of Waldenstrom Macroglobulinemia 08/21/23 - 08/20/25
Robert and Nadeline White Family Research Fund of the IWMF
* Steven Treon, MD, PhD Dana-Farber Cancer Institute, Targeting MYD88 in Waldenstrom's Macroglobulinemia 09/01/18 -
08/31/20
Marcia Wierda Memorial Research Fund of the IWMF
Yang Family Research Fund of the IWMF
Steven Treon, MD, PhD Dana-Farber Cancer Institute, Targeting MYD88 in Waldenstrom's Macroglobulinemia 09/1/18 -
08/31/20
* Zachary Hunter, PhD Dana-Farber Cancer Institute, Multiomic analysis of DNA, RNA and epigenomic networks for
prognostication and novel target identification in Waldenstrom's Macroglobulinemia 09/01/20 - 09/01/22
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NAMED GIFT FUNDS

For a commitment of $10,000 per year for five years, or a lump sum of $50,000 or more,
you can establish a named fund at the IWMF in your own name or in the name of someone
you wish to honor. The following funds support information, education, mission programs,

research, or a combination of each:

Baker Family
Research Fund of the IWMF

David and Lois Baru and Family
for the Research Fund of the IWMF

Yoshiko Button
Mission Support Fund of the IWMF

Glenn Cantor
WM Early Career Development Fund

Friedlander-Scherer Family
Research Fund of the IWMF

Gay Libertarian
Fund of the IWMF

Hamberg Family
Mission Programs Fund of the IWMF

David and Kathy Heiser
Research Fund

Joseph and Maureen L. Janda
Research Fund of the IWMF

Dr. Robert A. Kyle and Charlene M. Kyle

IWMF Career Development
Research Fund

Robert and Janet LeGrand
Research Fund of the IWMF

Gail Murdough
Mission Support and Research Fund
of the IWMF

The Rosen Family Foundation
Research Fund of the IWMF

Sesnowitz Family
Research Fund of the IWMF

Donald and Alison Weiss and Family
Research Fund of the IWMF

Donald Weiss
Research Fund of the IWMF

Donald and Kathryn Wolgemuth
Research Fund of the IWMF

Bill and Cynthia Young
Mission Fund of the IWMF

PAST NAMED GIFT FUNDS

Helene Ettelson
Waldenstrom’s Macroglobulinemia
Research Fund

Gary Green
Research Fund of the IWMF

Lynn Martin and Carrie Wells
Research Fund of the IWMF

Dennis and Gail Mathisen
Research Fund of the IWMF

If you have discretionary giving power and would like to help move our research program
forward in a special way, we invite you to join those listed above. For more information about
Research Partners and Named Gift Fund opportunities and potential gifting options that
might make that possible, please contact Annette Preston, Director, Donor Engagement,

apreston@iwmf.com.
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BETWEEN SEPTEMBER 1, 2024, AND DECEMBER 13, 2024, CONTRIBUTIONS TO THE INTERNATIONAL
WALDENSTROM'S MACROGLOBULINEMIA WERE MADE IN HONOR OF

2024 Walk for Waldenstrom's
All of Sharon Rivet's Friends
All those living with WM

All Waldenstrom's patients and
caretakers

All Waldenstrom's patients

George Allen's Walk Support Walk
for Waldenstrom's 2024

Ann MacMullan's Sound
Meditation Program

Joseph Asher
Steven Au
Lucie Bauer

Kate Beverley's Let's Find a Cure
Team of the Minnesota & Western
Wisconsin Support Group Walk for
Waldenstrom's 2024

Ray Biszko

Bo Lynch

Erna Brout

Mary Brown

Don Brown's WM Walk 2024
John Burka

Chris Campbell

Dr. Jorge Castillo

Chicago Area & Southeast, WI's
Walk for Waldenstrom's 2024

Colorado & Southern
Wyoming Support Group
Walk for Waldenstrom's 2024

Connect Gives Back - Julianne's
Walk for Waldenstrom's 2024

Jamie Crawford's Birthday
Peter DeNardis

Pete & Terri DeNardis' 6 Mile a
Day Walk for Waldenstrom's 2024

Jon Dwinell

E. OH/W. PA/WVA SG Walk for
Waldenstrom's 2024

Eastern Massachusetts
Support Group Walk 2024

Eastern OH, Western PA, &
West Virginia Walk for
Waldenstrom's 2024

Carol Edelman

Eileen's Walking WITH and FOR
Waldenstrom's 2024

Robert Fraioli
Cheryl Frustieri

Cheryl Frustieri's Fundraiser for
Philly's Walk for WM 2024

Kathy Fulham's Walk for WM 2024

Tom Gamble's Walk for
Waldenstrom's 2024

Shirley Ganse

Deanna Gilman

Edward Goldberg

Dale Graham

Lisa Gray and Gary Caufield
Zack Hamilton

Carl Harrington

Carl Harrington's Walk
for WM 2024

Amy Hayes

Celeste Heckman's Birthday
Lois Hellriegel

Jane Hughes

Jessica Ica's
Birthday Fundraiser

In honor of all us Wallies

IWMF Home Office TeamWalk for
Waldenstrom's 2024

IWMF Wellness Community Walk
for Waldenstrom's 2024

Jack Honaker

Jaime's Walk for Waldenstrom's
Fundraiser 2024

Jill Kavoukian
Donald Kearns

Kendle's Walk to Help Cure WM
2024

Paul Kitchen

Paul Kitchen's inspiring
new leadership

Paul Kitchen's Walk for
Waldenstrom's 2024

Rocky Koast's Birthday
Fundraiser

Margret Koch

Dr. Steven Krause
Dr. Oleg I. Krijanovski
Scott Lane

Kenneth Levine's wife, Linda
and their 13 children and
grandchildren

Los Angeles & Orange County
Support Group's Walk for
Waldenstrom's 2024

"Mac" MacMullan
Ann G. MacMullan

Ann MacMullan's Walking for My
Dad-A Rare Blood Cancer 2024

Meg Mangin's Walk for WM 2024
Jaya Mani

Barbara and John Manousso
Judith May

Judy A. McCoy

Otto Mills

Minnesota & Western Wisconsin
Support Group's Walk for
Waldenstrom's 2024

Beth Mitchell
Christopher Moakley
Anne Moffat

Eileen Morris
Christy Nolan Willis

Oregon & Southwest, WA Support
Group's Walk for Waldenstrom's
2024

Allison Pascall's Birthday

People of Color Support Group's
Walk for Waldenstrom's 2024

Philly's Walk for
Waldenstrom's 2024

Sharon Piotrowski's
Walk for WM 2024

Curt Pollock
Michelle Postek

Rachel Powell's Birthday
Fundraiser

Joelle Reizes Birthday Fundraiser
Barbara Ann Richter

Karen Robert's
Birthday Fundraiser

Continued on page 47
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Continued from page 46

Robin's 100 mile Walk for WM 2024
Alison Rood

Christine Rood

Judy and Mal Roseman

Sandy's WM Walk for the CURE 2024
Dr. Jose E. Sarriera

Sassy's Walk for WM
Houston TX 2024

Erin Schaller

Tim Schlagheck's Walk For
Waldenstrom's 2024

Shelly's Walk for WM 2024
Howard Sholkin

Howard Sholkin's Eastern
Massachusetts Support Group
Walk for Waldenstrom's 2024

Tom Shyver

BETWEEN SEPTEMBER 1, 2024, AND DECEMBER 13, 2024, CONTRIBUTIONS TO THE INTERNATIONAL

Jay Singer

Dana Smith

Jill Smith

Louise and Paul Solka

Lisa Stacholy's Walk Atlanta WM
2024

Lu Stasko
Hannah Syed
Emily Tarsio
Ryan Tarsio
Patrick Tarsio IV

Team Mosh's Walk for
Waldenstrom's 2024

The Cure!

The Staff at IWMF
Norman L. Thompson, MD
Dr. Steven Treon

Morgan Tubbs

Taylor Tubbs
Anne Marie Vale
Edward Vosseler

Walk Around the World with
Tom Hoffmann's dogs! for Walk
for Waldenstrom's 2024

Walk Atlanta's Walk for
Waldenstrom's 2024

Lisa Weatherbee

Wellness Program and IWMF's
Ann Grace

Joey Welsh
Marcia Wierda
Lisa Wise

Lisa Wise's 2024 Kickin' Cancer's
Ass Walk for WM! 2024

Cathy Zimmerman

Cathy Zimmerman's RUN for
Waldenstrom's 2024

WALDENSTROM'S MACROGLOBULINEMIA WERE MADE IN MEMORY OF

Laurie Ach
William A. S. Akana
Joseph B. Amejka, Jr.

Ann Tygart and
Edna Fennell

Dwight W. Anderson
Alan Ashinoff
William Baiocchi
Myrna Barton
Annette Benezra
Richard Bernes
Betty Benter

Betty Chang

Bill Skeggs
Richard Blais

Toni Bodner
Lawrence Bonney
David Bower
Thomas Cathcart
Tom Chenoweth
Don Chesebro
Elizabeth Crawford
Donald Dawes
William Dewalt

Frank A. Dompe
Martin Edelman

Jay Erdman

Marie Faust
Carolyn Ferrigni
Fay Fink

Paula Gardner Forrest
Thomas Gugliucci
Sanford Guttman
David Handelman
Paul Hawkins

David Helm

David Heyde

Dr. David C. Hill
Ronald Hirsch
William H. Houser
Catherine M. Johnston
Nancy Lee Kerr
Dudley Killam
Evelyn Klein

Dr. Lisa Jane Krenzel
William "Bill" Kuehn
Dorothy A. Kuveke

Tobbie Leep

Dr. Edward Lerchin
Don Lindemann
Patricia E. Lore
Gary Malunis

Dr. Neil Massoth
Annamma Mathews
Mark McGree
Richard E. Miller
Mary Ellen Mohr
Carolyn K. Morris
Helen O'Connor
Richard B. Owen

John Paasch and
John Weyland

Sue Pentecost

Curt Pollock
Sharon Poteshman
Steven Quinlivan
Henry C. Rimmer Jr.
Barbara J. Rodgers
Estelle Roodman
Robert Rosencranz
Karla Roy

Martin Rozenman
Ernie Rubenstein
Ben Rude
Constance Schnoll

Karl William
Schreefer

Stephen Scola
Tammy Seibert
Marcia Shainock
Janet Shapiro

Lawrence "Larry"
Shultes

David Skolnick
Rita Slater
Joan Spector
Cvetka Stariha

Those who have
passed away

Elzbieta Trejo

Hendrick van Leeuwen, Sr.
Susan Winiarski

Aren Jennifer Wish
Ronald Yee
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{WMF

International Waldenstrom'’s
Macroglobulinemia Foundation

6144 Clark Center Avenue
Sarasota, FL 34238

Telephone 941-927-4963

E-mail: info@iwmf.com - www.iwmf.com

IWMF is a 501(c)(3) tax exempt non-profit organization
Fed ID #54-1784426

SAVE THE DATE

Educational 3()

FOFUI'T‘I YEARS

Mark Your Calendar for the 30" Annual IWMF Educational Forum

May 30 - June 1, 2025

Ponte Vedra Beach, Florida

Turn the tide on WM
IWMF






