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/.: ECLLA Executive Summary

EUROPEAN CLL ASSOCIATION

On 11 June 2026, the European CLL Association (ECLLA) convened a hybrid multi-stakeholder panel
discussion, “Time Off Treatment in CLL: Clinical Control and Patient Priorities in Fixed-Duration
Treatment,” alongside the European Hematology Association (EHA) Congress in Stockholm, Sweden.

The session brought together a diverse group of stakeholders, including hematologists, nurse, a psycho-
oncology expert, patient advocates, a care partner, a policy specialist, and representatives from patient
organisations, to explore the clinical, emotional, and practical implications of treatment-free periods in

Chronic Lymphocytic Leukemia (CLL).
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EUROPEAN CLL ASSOCIATION

Dr Talha Munir
Leeds Teaching

Hospitals NHS Trust

Dr Kostas
Stamatopoulos
Institute of Applied
Biosciences, CERTH

Prof Amanda Kracen
{ National College of
Ireland

Eugene Beirne
St James's Hospital

Denis Costello
Director, CML

Dublin Advocates Network
(Moderator)

Monica Racovita

Myeloma Patients  Jan Rynne

Europe | CLL Patient, ECLLA

Felice Bombaci
Patient Advocate &
CLL Care Partner

This initiative is supported by obbvie
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The panel highlighted that advances in fixed-duration and time-limited treatment
approaches are creating new opportunities for patients to experience meaningful
periods off treatment. However, participants agreed that the impact of treatment-free
neriods extend beyond clinical outcomes and should also be considered through the
lenses of quality of life, psychological wellbeing, communication, monitoring, and
shared decision-making.

Discussion focused on the need for improved patient education, clearer
communication regarding treatment expectations, greater involvement of patients in
treatment decisions, and stronger support systems during monitoring and
survivorship phases. Participants also emphasised the important roles of nurses, care
partners, and patient organisations in helping individuals navigate uncertainty and
maintain confidence during treatment-free periods.

A recurring theme throughout the discussion was the importance of adopting
a more holistic approach to CLL care, one that integrates clinical effectiveness
with patient experience, emotional wellbeing, and long-term quality of life.
Participants recognised an opportunity for the European CLL community to
strengthen collaboration, share best practices, and support people living with
CLL throughout every stage of their care.

#eclla #cll #0neEuropeEqualCare 4
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A total of 32 participants attended the panel discussion in person comprising of ECLLA stakeholders.
A further 26 participants joined virtually from 13 European countries, representing predominantly
patient advocacy organisations and ECLLA member groups. This hybrid format enabled broad

participation from across Europe and ensured that the perspectives of people living with CLL and their
representatives were reflected throughout the discussion.

Jenny Fitzgerald Mina
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The panel marked the launch of a broader ECLLA initiative on time-limited
treatment in CLL. Insights generated during the discussion will inform the @

development of:
e A European Insight Paper @
e An educational video series (CTA)

O,

Together, these outputs will help translate expert perspectives into practical
resources for patients, healthcare professionals, patient organisations, and policy
stakeholders across Europe.

ECLLA would like to sincerely thank all panellists, moderator, attendees, patient
advocates, healthcare professionals, and pharma partner who contributed to the
success of this panel.

This initiative is supported by Qb b\/|e
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EUROPEAN CLL ASSOCIATION

Newsletter May 2026

The European CLL Association (ECLLA) was officially launched in January 2026
with a shared vision of strengthening collaboration and improving outcomes for people
living with Chronic Lymphocytic Leukemia (CLL) across geographic Europe.

Since its launch, ECLLA has brought together patient advocates, healthcare
professionals, researchers, policy representatives and partners with the goal of
building a stronger and more united European CLL community. In just a few months,
ECLLA has already made important progress. Read more about these initiatives and
aclivities below

STOCKHOLM +« SWEDEN + 11 JUNE 2026

Advancing European Dialogue on Time-Limited
Treatment in Chronic Lymphocytic Leukemia (CLL)

/| Featured Article: ECLLA Breakfast Panel
alongside EHA 2026, Stockholm - REGISTER NOW!

As part of its growing European advocacy activities, ECLLA will host a special
breakfast panel discussion alongside EHA 2026 in Stockholm titled:

“Time-Limited Treatment in CLL: The Holistic Impact of Treatment-Free Periods
for the Patient, the Care Partner and the Wider CLL Community”

¢ Clarion Hotel Stockholm, Meeting Room C10
T 11 June 2026, 8.30AM - 12.00PM CET
~ Hybrid format available

DOWNLOAD DIGITAL LEAFLET

Appendix 1 — Comms (ECLLA Newsletter & Website)

The initiative reflects increasing interest in the broader patient experience associated
with fixed-duration therapies and treatment-free periods in Chronic Lymphocytic
Leukemia (CLL). While clinical outcomes continue to improve, important emotional,
psychological, and practical aspects of life during time off treatment remain
insufficiently explored. The panel will bring together European experts from
hematology, psychology, nursing, patient advocacy, and health policy to discuss
patient priorities, shared decision-making, monitoring, quality of life, and psychosocial
wellbeing during treatment-free periods.

Agenda

08:30 — 09:15 Breakfast

09:15 — 10:45 Panel Discussion
10:45 — 12:00 Networking Lunch

Panel Participants

* Dr Talha Munir — Consultant Hematologist, Leeds Teaching Hospitals NHS
Trust

» Dr Kostas Stamatopoulos — Institute of Applied Biosciences, CERTH

* Prof Amanda Kracen — Professor of Psychology, Mational College of Ireland,
Dublin

* Eugene Beime — Clinical Nurse Specialist, Psychological Medicine Service, St
James’'s Hospital Dublin

* Monica Racovita — Access and Policy Manager, Myeloma Patients Europe

» Felice Bombaci — Patient Advocate & CLL Care Partner

» Denis Costello — Facilitator & Panel Moderator, Director, CML Advocates
Metwork

» Jan Rynne — CLL Patient, European CLL Association (ECLLA)

The Stockholm discussion forms part of a broader ECLLA initiative that will also
include development of a European Insight Paper and a CTA educational video
series to support patient organisations, care partners, HCF’s, and the wider CLL
community across Europe.

We invite you to join us in Stockholm or online. Registration is required for all
attendees, and places for in-person attendance are limited.

REGISTER HERE

ECLLA looks forward to welcoming attendees both in person and online.
This initiative is supported by Abbvie

® Live from Stockholm! Breakfast panel
discussion on “Time-Limited Treatment in CLL:
The Holistic Impact of Treatment-Free Periods
for the Patient, the Care Partner and the Wider
CLL Community”
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328 followers
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u} Registration is now open! Join European CLL Association (ECLLA) alongside the
EHA 2026 Congress in Stockholm for an important multi-stakeholder breakfast panel
discussion on Time Off Treatment in CLL: Clinical Control and Patient ..more
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week! ..maore

STOCKHOLM, SWEDEN 11 JUNE 2026
Multi-stakeholder discussion panel on
“Time Off Treatment in CLL: Clinical Control and

Patient Pricrities in Fixed-Duration Treatment”

CLARION HOTEL® 5TOCKHOLM, MEETING ROOM Ci0
RINGVAGEN 78, STOCKHOLM, 118 40, SWEDEN
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© SAVE YOUR SEAT

Limiled Seols Available

Jan Ryrine
CLL Patient, ECLLA
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1 comment - 3 reposts
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" Monica Racovita @ - 1=t
m Access and Policy Manager at Myeloma Patients Europe
Honoured to have been invited by European CLL Association (ECLLA) to be part of

this discussion panel tackling among other patient prionities, shared-decision-
making and access inequalities in fixed duration treatment. ..more
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breakfast panel discussion on Time Off Treatment in CLL: Clinical ...more

STOCKHOLM, SWEDEN 11 JUNE 2026 %ECLLA

EUMGPLAN OLL ASSOCIATION

g European CLL Association (ECLLA)

Multi-stakeholder discussion panel on
“Time Off Treatment in CLL: Clinical Control and
Patient Priorities in Fixed-Duration Treatment”

CLARION HOTEL® STOCKHOLM, MEETING ROCM CI0
RINGVAGEN 98, STOCKHOLM, 118 60, SWEDEN

Hybrid event

Q& You and 7 others 3 reposts

328 followers
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The ECLLA team is heading to Stockholm for EHA 2026 with a packed schedule of
meetings, collaborations, and activities throughout the congress. ..mare
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bringing together leading experts, advocates, and people living with CLL ..maore

§ European CLL Association (ECLLA)

STOCKHOLM « SWEDEN + 11 JUNE 2026

Time:-limited treatment In CLL: The holistic impact of treatment-free periods for the patient,

the care partngr and the wider CLL community

rhmmr L.-ﬁ-nm:.:-,-rlr L i [CLL) 10
3 Mich el oy

Clarion Hotal® Stackhalm, Mesting foom C10
Ringwigen 94, Stockholm, T8 60, Sweden

L5 irungLren ELrmpean dialogue o Agonda

DB30 = 0915 Breskfast
A RS -~ Wikl Ponel Discussion — 30 manutes
The Fitimt " nch ot ElA 2078 3 | it L gl il FrenLTi P
kPl p P e iaash e rm.-nnr—g.um.-m.nru Clirieal
Controd ard Fationt r‘rll'lﬂl:h'." In Fixed-Duration Treatmam®, folowed by
s EniFgapa i 1FASGNE Paghist = .l.‘r.\‘u-du:.n.unql um.ps-rlu..-- i

10 MIRRGT cinkinn, patient sroannas ier CLL o iy

T RECLLA

Tha evart wil bo haldin o tyond
fermat A8 participans are requited 10
raglsvar and indicate whather they will
attend in peoison or virtisal ly. Joining
detalk for virtual par panis will be

Panel Compasition

& O Talha Murir ECHE, #800, cons
# Dr Kostas Etamatopoulns, ML FRLL imssitote of
& Praf Amanda Keacen Profeamst of Py
# Eugens Bairne Cinical Murse Specialst, Sspchologr

# Monkcs Racovile, feccess ared Paliy Managern, Tys lormas Pal seis Fumsgs

Datient Afvocats & CLL C ot chasar o the event e 1o the
# Felice Bormbaci, Datie difvocata & CL PUTES pro i e iy
# Dl Comtmllo Feci Gator & Dais| bMockis [ Rl Actai: dles BEwors
# Jan Rynno. CLL patiant, Exropean-CLL Assecistion (ECLL @ Torrma gl RFGTGOYCH AR B
(i ol 1 insiative e witimsrtant i QDS %

& Michael Rynne and 6 others 1 repost
¥

[0 11 IUNE 2824 %ECLLA §OEEHOL)

M stukshaidar discussss pansl en

“Time O Treaiment in CLL; L
Ehnizal Contral and Poatiest Pricities oo e T
= Figed  Durnitins Tramtmant” e
= s TN TR - LA ET] L s UL

o Bk
Bl - B Sk g b

B v T
¥ - Lo & -
|..... s Nk

R
-Ihll-‘-
o g

Bl B
Py

t-" oG

= ey RS

This Thursday in
1o join us for an important conversation

Stockholm, we invite yaou

about what [ife ooks like during...

European CLL Association ..

ooeani Ll Asson - ESE

5 2

o} Just one week to go! Join European CLL

FLrnnesnt s

328 followers

1'\-‘4 L @
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European CLL Association (ECLLA)
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Today, ECLLA is bringing together clinicians, patient advocates, care ..more It was a pleasure to attend ECLLA multi-stakeholder panel discussion this morning: Off Treatment in CLL: Clinical Control and Patient Priorities in Fixed-Duration ..more
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	On 11 June 2026, the European CLL Association (ECLLA) convened a hybrid multi-stakeholder panel discussion, “Time Off Treatment in CLL: Clinical Control and Patient Priorities in Fixed-Duration Treatment,” alongside the European Hematology Association (EHA) Congress in Stockholm, Sweden.
	The session brought together a diverse group of stakeholders, including hematologists, nurse, a psycho-oncology expert, patient advocates, a care partner, a policy specialist, and representatives from patient organisations, to explore the clinical, emotional, and practical implications of treatment-free periods in Chronic Lymphocytic Leukemia (CLL).

	Panel Discussions
	The panel highlighted that advances in fixed-duration and time-limited treatment approaches are creating new opportunities for patients to experience meaningful periods off treatment. However, participants agreed that the impact of treatment-free periods extend beyond clinical outcomes and should also be considered through the lenses of quality of life, psychological wellbeing, communication, monitoring, and shared decision-making.
	Discussion focused on the need for improved patient education, clearer communication regarding treatment expectations, greater involvement of patients in treatment decisions, and stronger support systems during monitoring and survivorship phases. Participants also emphasised the important roles of nurses, care partners, and patient organisations in helping individuals navigate uncertainty and maintain confidence during treatment-free periods.
	A recurring theme throughout the discussion was the importance of adopting  a more holistic approach to CLL care, one that integrates clinical effectiveness  with patient experience, emotional wellbeing, and long-term quality of life.  Participants recognised an opportunity for the European CLL community to  strengthen collaboration, share best practices, and support people living with  CLL throughout every stage of their care.

	Participants
	A total of 32 participants attended the panel discussion in person comprising of ECLLA stakeholders.  A further 26 participants joined virtually from 13 European countries, representing predominantly patient advocacy organisations and ECLLA member groups. This hybrid format enabled broad participation from across Europe and ensured that the perspectives of people living with CLL and their representatives were reflected throughout the discussion.
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