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WELCOME BY THE CML-CAB CHAIRS
As CML-CAB chairs it is our
pleasure to welcome you to
this 1st edition of “CML-CAB
News” and – with that – take
you on a journey to a field of
activity that has so far not
been given much publicity. However, with CML-CAB
playing an increasingly important role within the CML Advocates
Network´s activities, we are starting this newsletter series to inform on
a regular basis about what we do and how you can be involved.
Since the very first CML-CAB that was held in May 2016, we have
carried out 11 CML-CABs in 21 sessions (2016-2020) with our
pharmaceutical partners Novartis, Incyte, Takeda (and previously
Ariad), Pfizer, and BMS. After a successful CML-CAB on “Access” with
Takeda and Incyte in July, yesterday (12 October 2020) we held our
first Academic CML-CAB on “Mechanisms to cure CML beyond TFR”
to which we had invited 8 scientific experts working on novel areas of
CML research.
What you will find in this 1st newsletter edition:
Introduction to CML-CAB (and to our completely revised CMLCAB section on the CML Advocates Network´s website)
Executive Summary of our July 2020 CML-CAB with Takeda and
Incyte
How can CML-CAB help my work as a patient group leader or
representative?
Overview of our Academic CML-CAB held on 12 October 2020
However, before going to the bone, we would like to take the
opportunity to thank our volunteer CML-CAB members without whose
tireless commitment and dedication we could never have
accomplished any of the successes detailed below, and to our CMLCAB Management Team, Denis and Nicole, for providing such
professional operational support. Thanks to you all for your continuous
support for the fight against CML!
We hope that you will enjoy the reading of “CML-CAB News”!
Jan Geissler (CML-CAB chair) and Pat Garcia-Gonzalez (CML-CAB
co-chair)

INTRODUCTION TO CML-CAB
CML Community Advisory
Board (CML-CAB) is a working
group of the CML Advocates
Network. It is a global panel of
18 leading patient advocates
from all world regions (“CMLCAB members”) who all speak
from the unique perspective of
a CML patient or relative. CML-CAB members work together to
address issues of strategic importance to the community and advocate
for the best possible research and equal access to the most innovative
treatment & care for CML patients around the world. CML-CAB
monitors pharmaceutical developments and research in CML through
active and targeted interaction, long-term cooperation and continued
dialogue with pharmaceutical partners, regulators, medical experts,
and the scientific CML-community.
Objectives
Providing researchers, academics, government, policy makers,
authorities and the pharmaceutical industry with advice and input
on different issues that impact on patients’ lives
Promoting best-in-class CML research as well as the
harmonisation of good clinical practice, standard of care and
access to best available CML therapies and diagnostic tools
Ensuring patient needs are considered when setting research
priorities
Developing patient-friendly clinical trials and helping interested
patients access these
Addressing problems CML patients face in accessing optimal
diagnosis, monitoring, treatment and care
Improving the outcomes of CML patients
Improving the quality of patient information and education
Building CML advocacy community capacity
To learn more about CML-CAB, please visit the CML-CAB section on
our website and watch our introductory CML-CAB video!

FIRST VIRTUAL CML-CAB WITH TAKEDA AND
INCYTE ON 23 JULY 2020
The 10th CML Community
Advisory Board (CML-CAB)
and 20th CML- CAB session to
whom we had invited
representatives from the
companies Incyte and Takeda
was held on 23 July 2020. The
main objectives of this first virtual CML-CAB meeting with focus on
“global access” were to foster a mutual understanding and to take
tangible actions forward for Incyte (who commercializes ponatinib, a
third-generation tyrosine kinase inhibitor (TKI) in European Union plus
additional countries) and Takeda (who commercializes it in the United
States and Australia), the patient community and both in collaboration.
Topics discussed during the meeting included the results of a survey
on access to ponatinib conducted by CML Advocates Network in the
period March to June 2020, the current patient access status in
EU/Europe, Africa, Latin America & Asia, an update on the OPTIC
study & the PACE study to address patient community questions about
ponatinib safety, dosing, and side effect management, as well as
access to mutation testing & BCR-ABL monitoring. Sessions were
followed by discussion rounds, enabling the sharing of different
perspectives and offering both sides the chance to ask questions.
Please click here to access the full Executive Summary of this 10th
CML-CAB meeting.

HOW CAN CML-CAB HELP MY WORK AS A PATIENT
GROUP LEADER OR REPRESENTATIVE?
CML-CAB aims at achieving concrete results rather than just vague
platitudes. Here are two examples of what CML-CAB has achieved:
Access issues in your country with any TKI? We are always eager
to understand about access issues. As a result of CML-CAB meetings,
a follow-up mechanism has been put in place with several of our
pharmaceutical partners. Please engage and share your experiences!
If you have specific access issues with any TKI, please reach out to us
by sending an e-mail to Nicole at nicole@cmladvocates.net. We will
be more than happy to incorporate these in our follow-up with the
companies.
Sept 2020 - Bosulif for Venezuela: Thanks to the collaboration and
engagement of the CML Advocates Network and especially the CMLCAB, Pfizer has agreed to include Venezuela in The Max Foundation´s
Collaboration Agreement so that they can provide Bosulif (bosutinib) to
patients who need it. Moving forward, there should be access to
Bosulif for patients in Venezuela. Should anyone be aware of a patient
in need, please contact your The Max Foundation representative at
help@THEMAXFOUNDATION.ORG. Thanks for the great work to
every member of CML-CAB!

YESTERDAY´S FIRST EVER ACADEMIC CML-CAB
There is a clear need for
innovation / further
development in CML beyond
Treatment Free Remission as
well as a need for a continued
dialogue among all CML
stakeholders including CML
advocacy leaders,
pharmaceutical partners, scientists, medical experts, etc. to address
the key unmet needs of the global CML community and devise ways to
address those needs.
As a first step in this direction, yesterday 12 October 2020 we held our
very first Academic CML-CAB on “Mechanisms to cure CML beyond
TFR” to which we had invited 8 scientific experts working on novel
areas of CML research. Each of these researchers presented their
approach to cure as well as the enablers they see and barriers they
are facing. Our aim was to understand what is needed and what we as
a community can do to support promising approaches towards a real
cure. Click here to see the agenda and participants list and learn
more about the objectives of this meeting. A big thank you to
everybody participating in this hughly interesting and productive CMLCAB! We will keep you updated on the outcomes of this exciting first
meeting with researchers!
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