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Time Session Title Speakers 

11:15–11:45 Giving Time Back to Patients
Welcome session

Delora Senft, Christian Buske 

11:15–11:45 Understanding Your Treatment Timeline
Current Treatments Panel

Shirley D’Sa, Jennifer Russell, Christian
Buske, Paul Kitchen  

11:15–11:45 Closing of the ECWM Meeting 

Lisa Kaiser, Shirley d’Sa, Dima
El‑Sharkawi, Charlampia Kyriakou,
Roger Owen, Chris Patterson, Steve
Treon, Christian Buske, Efstathios
Kastritis  

12:45–13:30 Lunch — 

13:30–14:00 Research Poster Walk  

Jahanzaib Khwaja, Phillip Nakov,
Pierre-Édouard Debureaux, 
Tina Bagratuni, Anne-Marie Becking,
David Moreno, Wouter Verhaar, Pieter
Langerhors

14:00–14:20 The Future Arrives in Small Steps
Research Poster Presentations

Jahanzaib Khwaja, Tina Bagratuni,
Anne-Marie Becking 

14:20–14:50 When Time Complicates the Picture 
Associated Conditions

Monique Minnema, Efstathios Kastritis  

14:50–15:30 Making Time for Each Other
Support Group Session

Bob Perry, Averil Shulman, Michael
Bentley, Gloria McNeill 

15:30–16:00 Coffee — 

16:00–16:45 What’s Coming Next
Clinical Trials & Future Treatments 

Maria Gavriatopoulou , Steve Treon 

16:45–17:30 Your Time to Ask Anything
HCP Q&A Panel

Steve Treon, Christian Buske, Monique
Minnema, Maria Gavriatopoulou 

17:30–17:45 Thank you for your time!
Meeting close

Delora Senft , Paul Kitchen
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Submit your questions

Translations

Evaluation
We would love to hear about your experience of the meeting. Your
feedback helps us to improve and plan for future meetings making sure
that they are better with each year!

Please complete the evaluation form by scanning the QR code. 
https://forms.cloud.microsoft/r/DhqYBN6XZ0 

Translations are available in Greek and German. You will require
headphones and a device such as a mobile phone in order to access the
live translations. (If you do not have headphones, please inform one of
the team).
Please see instructions below:   

1.Scan and follow the link to listen to the live translations:
https://us02web.zoom.us/j/83167485606 

2.If using your mobile phone, please ensure that your Zoom
application is up to date. You can check via the Apple Store or Google
Play Store

3.In your meeting/webinar controls, click Interpretation  
4.Click the language that you would like to hear
5.To hear the interpreted language only, click Mute Original Audio

Wi-Fi information
Connect to the Wi-Fi - MGallery and you will be directed to a portal page
Select Complimentary WiFi access and select Connect to WiFi

You can submit your questions for speakers throughout the day by scanning
the QR code or following the link:
https://app.sli.do/event/t3zpMWPEGNV2c4z8j6xMr7 
Please include the name of the speaker you would like to address the
question to. 

https://us02web.zoom.us/j/83167485606


Early Signs of WM & Diagnosis 
Paul’s WM journey began in 2011 with constant respiratory infections from March until June. He
was on 4 courses of antibiotics during those months. The infection would almost clear up but
then would flare up again and the pattern would repeat. He was sent to a respirologist who
concluded the problem was not originating in the lungs and referred him to an immunologist.
In September she concluded that it was Paul’s immune globulins that were the problem - his IgA
was extremely low, and his IgG was 2.5. The immunologist prescribed monthly IVIG infusions. 
Paul’s regular infections were reduced dramatically. He had been typically getting 4-8 infections
each year and it immediately decreased to 1-2 respiratory infections per year. The respirologist
also diagnosed bronchiectasis from the damage done from constant infections. 
Paul was again able to work at a normal level until the fall of 2014. His hemoglobin dropped
significantly and he was fatigued most of the time. It got to the point where he could not go up
a flight of stairs without resting part way up. Despite all these signs Paul’s hematologist/
oncologist was not willing to perform a bone marrow biopsy. (This is probably a significant
problem for many WM patients who have a difficult time getting the right diagnosis). After he
requested a bone marrow biopsy and pushed, it was performed and WM was diagnosed. 

First-Line Treatment 
Paul immediately was treated with a16 week regiment of chemo (dexamethasone, rituximab
and bortezomib). Within one cycle he started to feel better and the treatment was tolerated very
well. At the end of the treatment a two-year maintenance treatment was recommended and
Paul agreed. Paul’s IgM level continued to drop throughout the maintenance treatment which
finished up in April of 2017. Paul reluctantly chose to announce his retirement in June of 2015
for the end of the next school year. In retrospect it was an error but he had no way of knowing if
he would feel well enough to be able to perform his duties after another year. In June of 2016,
he chose to switch from IVIG to a sub-cutaneous IgG supplement. 

Second-Line Treatment 
Paul continued to feel well and do well until early 2020. His hemoglobin (Hgb) started to drop
and by the fall he was put on Ibrutinib. He again reacted well quickly and his Hgb climbed.
Unfortunately, with Ibrutinib the debilitating atrial fib, that had been successfully treated with
an ablation in 2011, returned. It once again became intolerable and he was switched to
Zanabrutinib in April of 2021. The change did not alter the positive effect the BTK inhibitor had
on his WM. The switch was simple - one day he was on Ibrutinib the next he was on
Zanabrutinib. The atrial fibrillation again disappeared. 

Paul Kitchen’s journey with WM

Background & Family History
Paul was a schoolteacher from 1975 until 2016. He taught at
independent schools that all had Chapel which he attended
regularly. The last 29 years of his career were spent as Head of
School at a boarding and day school in New Brunswick Canada.  
Paul’s mother (born in 1910) had been diagnosed with WM about
1975 and passed away in1983 at age 73. She received no
treatments other than steroids and blood transfusions. Paul’s
mother had many nose bleeds, and she lost much of her energy
and was weary. She was the sole caregiver for her husband who
had colon cancer and a colostomy from 1976 until he died in
1982. 



Paul Kitchen’s journey with WM
Disease Progression & New Options
This BTK inhibitor continued to work well until early 2024 when for the next year Paul’s IgM
steadily went up and his Hgb continually went down. He required plasmapheresis in December.
By January of 2025 he was getting desperate as his energy was in his boots. After help and
guidance from Dana Farber, Paul was able to get on a clinical trial for a BTK degrader. He
received his first medication in late March of 2025. Paul did not react nearly as quickly as he had
with the Chemo or BTK inhibitor but slowly and after 3-4 months he started to feel much better. 
Although Paul’s energy was slowly returning, so did his severe respiratory infections, much like
in 2011. In the first 8 months of 2025 he had at least 6 respiratory infections and or pneumonia.
He received advice that he should increase his dose of IgM supplement and go back to IVIG.
After doing so, the infections again almost disappeared which has been a huge relief to Paul. He
still checks in with his respirologist regularly but has only had one infection so far in the last 6
months.

A Further Reflection from Paul
 In 1975, at 65 years of age, my mother was diagnosed with WM.  I too was 65 when diagnosed.
I have been treated with chemo, Ibrutinib, Zanabrutinib and now, my clinical trial BTK degrader
as well as my IVIG.  My mother’s only treatments were steroids and every-increasingly frequent
blood transfusions. 
What is even more striking is the quality of life I have had since my diagnosis. I have remained
active and have had generally good health.  I have hope and optimism about my future.  My
mother had no treatments, a continuing deterioration of her health.  Her fatigue was
overwhelming and she had no reason for hope. 

Today many WM patients have a very good quality of life, and more importantly, WM
patients of today have hope. 
  
Glossary 
WM — Waldenstrom’s Macroglobulinemia is rare blood cancer in which abnormal B-cells
produce excess IgM protein, affecting blood thickness and immune function. 
IgA — Immunoglobulin A is an antibody that protects the respiratory and digestive tracts. Low
IgA increases vulnerability to infections. 
IgG — Immunoglobulin G is the most common antibody in the bloodstream. Low IgG often
leads to frequent or severe infections. 
IVIG — Intravenous Immunoglobulin is a treatment made from donated antibodies, infused
through a vein to strengthen the immune system. 
Hgb — Hemoglobin is a protein in red blood cells that carries oxygen throughout the body. Low
hemoglobin causes fatigue and shortness of breath. 
BTK — Bruton Tyrosine Kinase is a protein involved in B-cell growth. Targeting BTK is a key
treatment strategy for WM. 
BTK inhibitor — A medication that blocks BTK to slow or stop the growth of abnormal B-cells. 
Examples: Ibrutinib, Zanubrutinib. 
BTK degrader — A newer therapy that removes BTK from the cell entirely, rather than just
blocking it.  



Meet the Global Patient Advocates

Michael Bentley, aged 62, originally hails from the UK and relocated to
The Netherlands in 1999 for work in Information Technology. Diagnosed

with WM in April 2024, Michael is currently undergoing active monitoring.
Married to Kristien, they are proud parents of five children and

grandparents to three. Michael volunteers with Hematon, a Dutch
organisation supporting individuals affected by blood cancer. In his

capacity as Hematon's representative, Michael is committed to
strengthening collaboration with the IWMF, aiming to enhance resources

and support for WM patients in The Netherlands.

Bob Perry is a 71 yr old retired Soldier and Police Officer who lives in
Bournemouth, England. He was diagnosed with WM in 2015 and

underwent 8 months of B&R therapy. He is currently on Active
monitoring 10 yrs after that treatment. He is a keen cyclist and keeps fit.
He runs two WM Support Groups, The Island of Ireland Support Group

and the Bournemouth & District Support Group.

Averil Shulman is a 80 yr old retired English teacher who lives in
Herzliya, Israel. She was diagnosed with WM in 2015 and went through
6 months of B&R therapy. She is currently on 3 month monitoring and

has been taking the BTK Zanubrutinib for the past 2 years. She is an
enthusiastic bridge player and does water aerobics to keep fit. She is a

mentor in the Halil HaOr (Flute of the Light) Israel Blood Cancer support
group.

Gloria McNeill lives in Toronto, Canada. A retired dentist, she is the
proud mother of two sons and one daughter, and a grandmother to six.
In June 2015, Gloria was diagnosed with Smoldering WM. Since then, she
has remained on a “Watch and Wait” approach, undergoing bloodwork
every three months. While she has not required treatment to date, her

WM has presented some unique features, including an unexpected
transition to Biclonal WM approximately three years ago. Gloria currently

serves as an active Board Member of the Waldenström’s
Macroglobulinemia Foundation of Canada and as a Support Group

Leader for the Metro Toronto WMFC Support Group. These roles provide
her with a strong sense of purpose, allowing her to support and connect

with others navigating a similar journey.



IWMF Impact Awards 2026

Judith May Volunteer of the Year
Susanne Öhrn

IWMF IMPACT AWARD SUMMARY

Research Achievement
Prof. Dr. Christian Buske    Steven P. Treon, MD, PhD    Stephen M. Ansell, MD, PhD

Partnership & Involvement
IWWM - Christopher Patterson

The IWMF Impact Awards honor individuals and partners whose contributions
embody our mission to educate, empower, and support everyone impacted by WM

while advancing research toward a cure. As we look toward 2026, these awards
reflect the momentum across our strategic pillars—Patient Support & Education,

Research, Investigation & Clinical Practice, and Partnership & Involvement—and the
collective commitment driving us toward our vision of a world without WM.



The European Educational Forum is organised by the IWMF. The
IWMF is a patient-founded and patient-driven, non-profit
organisation that is dedicated to a simple but compelling vision
and mission. 
Our Vision: A World without Waldenstrom macroglobulinemia. 
Our Mission: Educate, empower, and support everyone
impacted by WM, providing hope through improved patient
outcomes and advancing research toward a cure.
 www.iwmf.com (+1 941-927-4963) EIN: 54-1784426

The IWMF have been extremely fortunate to be collaborating on this meeting with the
European Consortium of Waldenström's Macroglobulinemia (ECWM).

The European Consortium for Waldenström's
Macroglobulinemia (ECWM) represents a coordinated effort to
combine the expertise of clinicians, pathologists, and
researchers across Europe. By combining the strengths of
experts from around the globe, the consortium is well-
positioned to advance research, diagnosis, prognosis, and
treatment strategies for WM, ultimately benefiting patients and
improving their quality of life.
www.ecwm.eu

Thank you to BeOne, for providing independent
sponsorship towards the costs of running the meeting.

A special thank you to Lisa Kaiser and Professor Christian Buske for the
support with the planning for this meeting. 

Thank you ECWM doctors, speakers, and poster presenters who took
their time to participate in the meeting.

We would like to thank the Lucid Group for
their onsite team support.
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