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EXECUTIVE SUMMARY 
The 3rd CLL HORIZONS Conference, hosted by the CLL Advocates Network, was held in 
Edinburgh, Scotland from 19-21 September 2019. This two-and-a-half-day event was held 
during The 2019 International Workshop on CLL (iwCLL), to share latest clinical advances in 
medicine and care to inform advocacy initiatives, creating opportunities for additional 
networking, learning and development of collaborative initiatives between global CLL clinical 
and advocacy communities. 

The Conference brought together 52 participants from 25 countries all over the world – 
among them global advocates, patient groups and healthcare professionals supporting 
people with a diagnosis of chronic lymphocytic leukaemia. The event enabled the sharing of 
real-life experience of living with a diagnosis of CLL and how to support patients. 

The conference started with two optional Foundation Learning Sessions where delegates 
could choose between a CLL Basics Session (“CLL 101”, aimed at preparing advocates with 
understanding of basic CLL biology, patient challenges and current issues to prepare them 
for more involved discussion, clinical, scientific and advocacy sessions during the 
conference) and a Social Media Session (“Connecting Through Social Media“, explaining 
how to use social media to the best of patient advocacy groups´ advantage, how to develop 
and maintain on-line support groups, and how to work with patient run groups online). 

After the formal opening, the programme continued with a workshop on “Living with a 
Diagnosis of CLL and CLL Empowerment Programmes” (Session#1) and one on “Barriers to 
Good Care under a Patient's Control informative” (Session#2). 

The dinner at Novotel Edinburgh provided the opportunity to further learn, share, and grow 
in a relaxed atmosphere.  
 
Day 2 started with a medical session entitled “Appropriate Testing: what, when and why“, 
followed by an advocacy session that shed light on “Access to Tests” (Session#3). In the 
course of the afternoon session „CLLAN – Moving Forward“, the CLL Advocates Network 
Steering Committee (SC) reported on current activities, membership, SC development and 
discussed potential activities to support advocate groups and SC expansion. The 
presentations on Organisational sustainability set the scene of organisational requirements 
for start-up and established patient groups. How do we keep our successful organisations 
functioning long-term? What are the priorities? How do we best support our communities? 

https://www.clladvocates.net/cll-horizons-2019/
https://www.clladvocates.net/cll-horizons-2019/
https://www.iwcll2019.org/
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The “UK CLL Forum & CLL Advocates Network shared plenary session” brought patient 
advocates and clinical experts together to explore the current state of the art in CLL 
treatment and care. How are different countries achieving optimal therapy (or are they), what 
are the gaps, knowns and unknowns? How can we work together to improve this? 

This session was followed by a medical session on “Optimal Therapy for CLL in 2019”, 
addressing questions such as “Can we achieve this in the UK?” and “What Do We Still Need 
to Learn?” besides shedding light on current gaps in knowledge and care. 

The „Advocacy in Action“ session at the end of day 2 (Session #5) was composed of the 
following two sub-sessions:  

1. „Advocacy - Access to drugs: Patient Organisation Role & Perspective“, presenting 
realistic ways PO´s can influence decisions and where they can´t, introducing 
benefits of collaboration across communities and showcasing examples of 
successful lobbying campaigns amongst patient organisation. 

2. Evidence Based Advocacy – Including the True Patient Voice, showcasing examples 
within international community of surveys and how they 
are used to influence planning & policy 

The day ended with an iwCLL Reception at Edinburgh Castle and Dinner at Novotel, again 
providing the opportunity to exchange ideas and experiences, and network in an informal 
setting. 

Day 3 started with a medical session on clinical trial strategies and ongoing complications 
of CLL (Sessions #6 and #7), that were followed by advocacy sessions focusing on the 
questions “What’s important to advocates?” and “How can we work together to improve the 
system?”. One special highlight was a UK patient´s personal experience („The good cancer 
is not so good“). 

The program continued with a Wrap up discussion where delegates where encouraged to ask 
themselves what they are taking back to implement on the local level and what their plans 
are in moving forward. 

After a moving tribute to Chris Dwyer (a patient advocate who spent years offering hope, 
encouragement and strength to fellow patients with CLL, and finally lost the battle dying at 
the age of 73), the best poster was awarded and the Conference was formally closed. 
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Videos of select sessions can be accessed on the CLL Advocates Network´s website!  

On behalf of the organizers, we want to thank all speakers for their excellent presentations 
during this fruitful conference. A big thank you also goes to the delegates for their active 
participation, for contributing to stimulating and engaging discussions, as well as for their 
feedback!  

We look forward to seeing you all again at the next CLL Horizons! 

Your CLL Advocates Network Steering Committee 

(Nick York, Jana Pelouchová, Felice Bombaci, Pierre Aumont, Michael Rynne, Brian Koffman and 
Deborah Baker) 

 

 

https://www.clladvocates.net/cll-horizons-2019-videos/
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DELEGATES´ FEEBDACK 
 
Q1: You are: 

 

Of these:  

 10 x CLL & SLL only (1 incl. Waldenstrom) 
 8 x all Blood Cancers 
 4 x all Lymphomas (2 of them incl. leukemias) 
 2 x all cancers 
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Q2: Countries: 
 

 7 x UK & Ireland      1 x Eastern Europe 
 5 x Southern Europe (Portugal, Italy, Greece, France) 1 x Israel 
 5 x Scandinavia + The Netherlands    2 x Africa (TZ, Nigeria) 
 5 x USA, Canada & Barbados     2 x Asia (India, S. Korea) 
 3 x Australia & New Zealand     1 x N/A 

 
Q3: 1. Your General Feedback on the Conference:  

1A: Do you have a better understanding of CLL now than you did before 
the conference? 
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Q4: 1. Your General Feedback on the Conference:  
1B: Overall rating - the conference was...  

 

Q5: 1. Your General Feedback on the Conference:  
1C: Were the topics of the conference relevant for your work?
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Q6: 1. Your General Feedback on the Conference:  
1D: Time allocated for presentations was...

 
 
Q7: 1. Your General Feedback on the Conference:  

1E: Time allocated for networking was...
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Q8: 2. Feedback on the Content and Framework of the Conference: 
2A: Was the Pre-Meeting Session CLL 101 useful to you?

 
 
Q9: 2. Feedback on the Content and Framework of the Conference: 

2B: Was the Pre-Meeting Session Connecting through Social Media 
useful to you? 
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Q10: 2. Feedback on the Content and Framework of the Conference: 
2C: Was the Session#1 Workshop: Living with a Diagnosis of CLL and 
CLL Empowerment Programmes informative, worthwhile and relevant to 
aid with supporting your patient community and helpful for your 
advocacy work? 

 

 

Q11: 2. Feedback on the Content and Framework of the Conference: 
2D: Was the Session#2 Workshop: Barriers to Good Care under a 
Patient's Control informative, worthwhile and useful to aid with your 
own organisational considerations? 
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Q12: 2. Feedback on the Content and Framework of the Conference: 
2E: Were the Medical Sessions #3, 4, 6 & 7 (testing related to treatment, 
UK CLL forum shared session on where we are at, clinical trial strategies 
and ongoing complications of CLL) clear enough or too complicated to 
understand? 

 

 
Q13: 2. Feedback on the Content and Framework of the Conference: 

2F: Were the Patient Advocacy Sessions #3, 4, 6 & 7 (access to tests, 
advocacy in action, clinical trial improvement and understanding 
ongoing CLL complications) helpful for your advocacy work? 
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Q14: 2. Feedback on the Content and Framework of the Conference: 
2G: Which topics would you like to see next year at the next CLL 
Horizons (both medical and in advocacy?) 

 
Medical 

 CLL comorbidities 
 Younger CLL patients 
 Update on testing and treatment, side effects of successful treatments 
 How you manage CLL in LMIC? 
 Ongoing real-life complications of small molecule based therapies 
 Richter’s info 
 Understanding clinical trial design and end points 
 Living with diagnosis incl. QOL issues 
 What information is helpful at what stage for patients 
 Update on Clinical Trials 

 
Advocacy: 

 Access to drugs, evidence-based advocacy: How to get evidence?  What evidence is 
needed? 

 Patient involvement in research: potential & case studies  training workshop  
 Living with the condition. How can we as organisations support? Learning from 

others. 
 The role of patient support organisations in strategies of impact, sharing resources, 

building profile. 
 More sessions relevant to CEE and EE region, ways to access issues. 
 Projects of helping members find ways to channel governmental/insurance/drug 

companies. 
 CT involvement (Advocacy group support for trials, recruiting), advocacy, policy, 

awareness. 
 Update on the network, feedback about issues/projects in countries, transformation 

and long-term effects. 
 'How to' in the executive component of advocacy group. Looking after ourselves and 

evaluation in the stresses and demands of a largely volunteer based group or 
organisation. 
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Q15: 2. Feedback on the Content and Framework of the Conference: 
2H: What were the most valuable aspects of this conference for you? 
What worked outstandingly well? What is the most important things you 
learned from CLL Horizons? 

 

 “Meeting so many people and hearing such a wide range of advocacy experiences.” 
 “Learning about worldwide challenges and differences.” 
 “Networking”. “Learn, share, grow.” 
 “Nicole Lamanna´s presentation.” “The iwCLL expert´s lecture.” 
 “Patients’ perspective and treatment expectations.” 
 “The fact that clinical trials is about patients and how to tailor them to meet these 

expectations.” “Clinical trial/patient input.” 
  “Having the chance to get in touch with CLL experts.” 
 “Mix and interactivity with speakers and level of speakers and delegates.” 

 
Q16: 2. Feedback on the Content and Framework of the Conference: 

2I: What did you find the least valuable? What did not work well? How 
should we change it? 

 

  “Key challenge is to find the right synergies and find common topics that are of 
interest for everyone. Could be interesting to ask sponsors to present their take on 
patient engagement - so countries can learn.” 

 “Some sessions overlapped, needs a wide range of views in the discussion so 
everyone can have their input.” 

 “Split sessions, whereby infrastructure organisations can explore their different 
opportunities and then come together to explore overall CLLAN actions.” 

 “Valuable sessions as plenary so the whole group can attend.” 
 “People chairing sessions should control time allocated to sessions.” 
 “Content should be made available earlier (presentations and Who's who booklet).” 
 “More time for medical sessions.” 
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Q17: 3. Venue Quality and Choice of Location: 
3A: Please rate the quality of this year's venue (Novotel Edinburgh 
Centre): 

 

 
Q18: 3. Venue Quality and Choice of Location: 

3B: Please provide your opinion on the conference location (Edinburgh): 
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Q19: 3. Venue Quality and Choice of Location: 
3C: Please provide your opinion on the offsite shared learning session 
with the UK CLL Forum and clinical community at the University 
campus. Mission to encourage and show value of collaboration with 
clinical groups as well as gain current state of the art of CLL treatment, 
management and care: 

 

 
Q20: 3. Venue Quality and Choice of Location: 

3D: Please provide your opinion on the visit to Edinburgh Castle for the 
iwCLL conference welcome reception to facilitate collaboration with 
clinical community and gain an Edinburgh venue experience: 
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Q21: 3. Venue Quality and Choice of Location: 
3E: Please let us have your opinion on the conference organisation and 
logistics: 

 

 
Q22: 4. Your special comments, suggestions, notes, ideas about the CLL 
Horizons Conference, the CLL Advocates Network, etc. 
 

 “The network is a source of inspiration to everyone associated with it.” 

 “Very organised and helpful”, “Very informative and enjoyable.” 
 “Well organised, good networking, time management was good, all participants 

were treated equally, clarity of issues.” 
 “A really strong force together it feels like we have the potential to achieve great 

things.” 
 “A positive worthwhile experience with many learnings (can take back and apply in 

my charity role).” 
 “I am now in a better position to help my organisation move forward.” 
 “Great ideas, conversation and input outside of conferences.” 
 “Great initiative and hope that it will continue through the years.” 
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 “Discuss members/board recruitment, how to deal with under-involved members.” 
 “Room was too packed.”, “Slides wouldn't change.” 
 “Too loud in the restaurant, could not hear each other.” “It was cold in the most of 

the rooms”, “Could not hear, bad acoustic”  
 “Evaluation should be filled out with the title of the sessions.” 

 “Timing needs work.” 

 “Logistics update should be more detailed and be sent at least 1 week before.” 

 “I would suggest some practical working groups on well identified needs of CLL 
community. Each country could identify their own needs and priorities and then the 
SC could work over that and identify global projects and maybe workshops for 
future Horizons.” 

 “CLLAN - manage through the year with social media and newsletters etc.” 

 


