
 

     

    

Dear LC members: 
 
The planning for the 2019 Global Summit in Barcelona, Spain from 2-3 
October is well underway and we hope to see everyone there. The 
deadline for registration is 14 June, 2019. If you haven’t done so already, 
please register here. 
  
At the Summit – in addition to learning from each other and guest speakers 
– the updated vision, mission statement and strategic plan for the 
Lymphoma Coalition will be presented. It is important that you, the 
members, understand and support these initiatives and agree with where 
the organisation is heading. The Board of Directors and team have been 
working hard on this initiative, but your feedback and support is critical to 
this work. Plus, you won’t want to miss the fun member event planned for 
Wednesday evening! More information on the Summit is available in the 
member’s section of the website here. 
  
I attended the American Society of Clinical Oncology (ASCO) annual 
meeting this past weekend in Chicago. While this conference covers 
oncology in general, there was a good haematology stream at this year’s 
event. For highlights please visit the Cancer.Net Blog for reports from 
Chicago or by following Cancer.Net on Facebook and Twitter (follow the 

 

RESEARCH NEWS 

• Diffuse large B‐cell lymphoma: 2019 update on 
diagnosis, risk stratification, and treatment 
READ MORE 
  

• Yoga and Cancer READ MORE 
  

• Lenalidomide plus rituximab in previously 
untreated marginal zone lymphoma 
READ MORE 
  

• Nivolumab for newly diagnosed advanced-stage 
classic Hodgkin lymphoma READ MORE 
  

• Allogeneic stem cell transplantation in non-
Hodgkin lymphoma: Benefit remains unclear 
READ MORE 

 

 

http://www.surveymonkey.com/r/LCGlobalSummit2019
https://www.lymphomacoalition.org/news-events1/annual-global-summit/2019
https://meetings.asco.org/am/attend-meeting
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https://www.facebook.com/CancerDotNet/
https://twitter.com/CancerDotNet
https://onlinelibrary.wiley.com/doi/full/10.1002/ajh.25460
https://www.cancertherapyadvisor.com/home/tools/fact-sheets/yoga-cancer-patient-risk-fact-sheet/
https://onlinelibrary.wiley.com/doi/full/10.1111/bjh.15843
https://ascopubs.org/doi/full/10.1200/JCO.19.00315
https://www.sciencedaily.com/releases/2019/05/190523104920.htm


#ASCO19 hashtag). Cancer.Net will also share the highlighted scientific 
research with easy-to-read summaries for people with cancer and their 
family members, friends, and carers.   
  
A number of members will be attending the European Haematology 
Association (EHA) congress in Amsterdam from 13-16 June, where the 
advocacy & policy track looks like it will provide great learning 
opportunities. Natacha Bolanos (Regional Manager Europe) will be 
chairing the Saturday sessions on Managing the hype on CAR-T therapy 
and speaking at the HARMONY session on Algorithms to transform 
knowledge into better medicine outcomes. Natacha will be sharing a report 
after EHA but you can also follow EHA on Facebook and Twitter. 
  
Our friends at Lymphoma Hub will also be in attendance at both ASCO and 
EHA livestreaming updates and videos with key doctors. 
  
Susan Thornton, Board Chair and the CEO of the Cutaneous Lymphoma 
Foundation, will be attending the World Congress of Dermatology in Milan 
in mid-June. This conference includes education and discussion on 
cutaneous lymphomas. The conference hashtag is #WCD2019 and 
followable on Twitter and Facebook. 
  
The amount of research into lymphomas presently is encouraging. These 
conferences, plus the upcoming International Conference on Malignant 
Lymphoma, will advance knowledge and shed more light on optimal ways 
to treat lymphomas. There is lots to learn to ensure we all stay up-to-date, 
but good news for patients who will benefit from this knowledge. 
   
Best regards, 
 
 
 
Lorna 

WLAD 2019 MEETING 
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Thank you to all who joined the WLAD call on 17 April. For those of you who were unable to attend the meeting, you can find the call recording 
and presentation on the Member's side of the LC website, HERE. (Login is required. If you don’t have a login or have forgotten your login, please 
contact Karen.) 
 
To help further develop this year’s WLAD campaign, please complete a short survey providing feedback on the 2018 WLAD materials, as well as 
the plans for 2019. This survey will ensure members have the tools needed for a successful campaign. Take the survey HERE. 
 
Thank you for your participation. We look forward to sharing more WLAD materials in the coming weeks. 

 

WELCOME NEW MEMBER  
 
LC is pleased to welcome the Association of Patients with Blood Diseases Slovenia. 
 
The perspective and participation of our global family is integral to ensuring patients a level playing field of information, so they have access to 
the best possible care in a timely manner. 

 

PROUD OF OUR MEMBERS 

 

The Norwegian Blood Cancer Society on Hearing in the Health and Care Committee 
Olav Ljøsne, head of the Norwegian Blood Cancer Society, participated in a hearing on statutory regulations in the 
Health and Care Committee. In a consultation proposal from the Ministry of Health and Care Services in 2018, it 
was proposed that the regional health authorities should legislate a common system that will decide on which 
treatments and medications should be offered by the specialist health service. The Blood Cancer Society's main 
message is quick and equal access to new medicines must be made available without costs for patients who are 
being treated. READ MORE 

 
 

https://www.lymphomacoalition.org/news-events1/worldlymphomaawarenessday/2019/world-lymphoma-awareness-day-2019
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MLLF Barbados Announces New President 
After 19 years of leadership of The Myeloma, Lymphoma and Leukaemia Foundation of Barbados (MLLF), Mrs. Hyacinth Grimes is handing the 
presidency to Mrs. Myrna Edwards. Hyacinth co-founded MLLF in 2002 to raise awareness of blood cancers in Barbados, and she will continue her 
involvement as Vice President of the organisation. LC thanks Hyacinth for her many years of dedication, and welcomes Myrna to her new role. READ 
MORE ABOUT MLLF BARBADOS 

 

ALLIANCES 

 
 
The ECCO 2019 European Cancer Summit on 12-14 September 2019 in Brussels, Belgium will bring together worldwide leaders from cancer care, 
research, patient advocacy and public-private sectors in a unique multi-stakeholder forum. The theme of the second edition of the ECCO Summit is 
European Cancer Care: Across Borders. Reaching the 70:35 vision for cancer – 70% long term survival for all cancer patients across Europe by 2035 
– requires breaking down the borders of cancer care between countries, professions, sectors and stakeholders. 
 
The ECCO 2019 European Cancer Summit will:  

• Debate leading-edge ideas in achieving improvement in cancer care 
• Determine consensus resolutions for improving health care systems 
• Decide on an action plan for the way forward to ensure ideas translate into policies that will impact daily clinical practice 

To view the programme and register, visit www.eccosummit.eu. Apply for the Patient Advocate Grant here by 7 June 2019.  

 

 

Stephen Scowcroft - New Chair of the Blood Cancer Alliance 
Stephen Scowcroft, from Lymphoma Action, has recently been appointed the new Chair of the Blood Cancer Alliance. The Alliance is a group of 
twelve UK charities representing people living with blood cancer. The Alliance works to improve the experience and outcomes of blood cancer 
patients through effective engagement with policymakers and policy influencers. They have identified three areas in which policy improvements must 
be made to better cater for the complex needs of blood cancer patients across the UK:  

http://www.bloodcancers.org/html/main/about-us.php
http://www.bloodcancers.org/html/main/about-us.php
https://www.eccosummit.eu/
http://www.eccosummit.eu/
https://www.eccosummit.eu/Programme/Patient-Advocate-Grant-Application


• securing access to the best treatment; 
• closing diagnosis gap, improving provision in health policy & care design; 
• providing support and care for patients. 

The members work together to identify a programme of activities that keeps the focus on the three key policy areas. READ MORE 

  

 

 
Report of the First European CAR T-Cell Meeting 
The EBMT and EHA united to design this first-ever European meeting which represented a unique educational opportunity for healthcare 
professionals to get practical information on how to safely administer CAR T-cells to a growing number of patients, both in Europe and worldwide. 
 
Medical professionals, patient organisations, regulatory agencies, and pharmaceutical industries gathered to hear the latest news about CAR T-cell 
therapy and its implementation in Europe. Experts with various backgrounds and expertise shared their knowledge about CAR T-cell therapy and 
provided an overview of their current and future applications in cancer treatments, and how this translates in healthcare organisations. This included 
how to select the right patients, handle specific toxicities and organise treatment units, to how to cope with the increasing costs. All the presentations 
are available in the Meeting Summary. 

  

 
 

ADVOCACY 

 
First LCE Community Advisory Board meeting 
LCE held its first four-day Community Advisory Board (CAB) meeting on April 2-5 in Brussels, with 11 patient advocates, the support of the LC and 
LCE leaders, and the following companies: Novartis, Janssen and Celgene. The meeting was preceded by a 4-hour training session, preparing patient 
advocates about the structure and purposes of the meeting. The emphasis was put on promoting open discussion on topics relevant to patients: 

• sequencing of treatment lines in CLL 
• patient/carer understanding on current treatment protocols 
• how to better stratify patients in terms of appropriate risk-benefit profiles 
• longer term effects of new regimens and how they impact or affect other lines of treatment 
• role of CAR T-cell therapy in treatment protocol 

https://lymphoma-action.org.uk/lymphoma-action-director-chairs-blood-cancer-alliance
https://ehaweb.org/congress/reports/car-t-meeting-report/


• quality of life metrics/PROMs for innovative treatments 
• education and information 

While the meeting was held under confidentiality terms from all parties to allow for an open and frank discussion, key findings and action points will be 
summarised later to be incorporated in our advocacy plans.  
 

 

 
Patient Community Advisory Boards (CABs) are groups established and operated by patient advocates. They facilitate discussions in a neutral setting on the latest 
developments, and challenges related to medical research and procedures in your disease area with the company or body conducting the research. Via its CAB, 
Lymphoma Coalition Europe is committed to providing the necessary resources and its accumulated experience over the last decades, from preclinical, clinical, post 
marketing and access in this common endeavour to accelerate access to effective treatments for lymphomas and CLL. 

 

 

 

https://www.youtube.com/channel/UCE57wHy-ASR57HkbsbYSLKg

