
Dear LC Members:
It’s been 15 years since a small group of dedicated individuals from 
the USA, UK, Germany and Canada came up with the concept 
of a global coalition to be the source for lymphoma facts and 
statistics, improve awareness and understanding of lymphoma, and 
build capacity for new and existing lymphoma groups.  All to help 
those diagnosed with lymphoma have better outcomes.  The first 
members meeting in 2003 had 8 countries represented. This year 
there were 46 attendees from 24 countries.  Click here to view the 
presentation highlighting key activities and amazing growth over the 
years.

Thank you to everyone who was able to join us in Atlanta for the 
2017 Global Summit.  It was wonderful having the global ‘family’ 
together, learning and sharing with each other as well as celebrating 
LC’s 15th Anniversary.  And we can’t forget the fun we had cooking 
together! For those who could not attend, we missed your presence 
and hope you will join us next time.

Enclosed you will find brief overviews of the summit sessions, with 
links to the presentations that are now available in the members 
section of the website.  We encourage you to reach out if you have 
any questions or comments as you apply these learnings within your 
organisational plans.

The photographs below capture some of the moments and the 
emotion of the meeting.  More are posted on the LC website as we 

have too many to include here.  Don’t forget to sign in so you can 
access the files - contact marketing@lymphomacoalition.org if you 
need a password. If you have more that you would like to share, 
please email them to marketing@lymphomacoalition.org.

Overall, the summit went exceedingly well and the response from 
participants was positive.  If you would like to read a summary of all 
feedback, it is available in the members section of the website here. 

2017 may be drawing to a close but planning for 2018 is well 
underway. This starts with the launch of the 2018 Global Patient 
Survey in January.  As always, it is as successful as we all make it so 
we encourage you to place the link on your website, send it to your 
full membership, your medical advisory boards, clinics and nursing 
associations.  An email blast sample letter will be sent to you early 
January.  The learnings from this survey guide our work, ensuring 
we stay patient-centric and communicate an authentic patient voice.  
We look forward to sharing the results with you in the spring.

Congratulations to all of you on your achievements in 2017. On 
behalf of the LC team, I wish each of you a safe and happy holiday 
season!

Warmly,
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Understanding the HTA Landscape
Sharing HTA Filing Data – Serbian Example
Serbia did not have a defined way to evaluate new drugs and 
was lagging behind other comparable countries in approval and 

reimbursement of new therapies. Maja Kocić 
explained the steps members of LIPA took, 
with partner organisations, to improve access 
to new medicines in Serbia.  Their actions 
included developing a case with relevant 
statistics, aligning with other groups to write 
a plan, working with a pharmacoeconomics 
expert to develop a system to help in the 
evaluation of therapies, meeting with key 
decision-makers, and engaging the media.  
As a result of their efforts over the last 

year, 25 additional therapies are now reimbursed and patient 
representatives are now included in decision-making bodies at 
the Ministry of Health and the Health Insurance Fund.

Sharing HTA Filing Data – Canadian Example

Canada has had a well-defined role for patient organisations in 
the oncology drug approval process for the past 6 years, and was 
in fact one of the first countries to formalise a patient voice into 
this process.  Elizabeth Lye from Lymphoma Canada explained 
the pan-Canadian Oncology Drug Review (pCODR) process 
and the steps taken to credibly report on patient and caregiver 
experiences.  Submissions to pCODR are mainly based on surveys 
that collect information from the global lymphoma community.  
Due to the small patient population of lymphoma subtypes, this 
is the only way to get enough data in a short timeframe.  Partner

organisations, many from Lymphoma Coalition, help share the
survey links and in return receive copies of the analysed data that 
they can then in turn use for drug approval activities in their own 
countries. 

Value of Presenting the Patient Perspective within 
Health Technology Assessment (HTA) Groups
Lorna Warwick from Lymphoma Coalition defined HTA, gave an 
overview of key issues currently experienced in many countries 
when looking at drug approval and then highlighted why including 
the patient voice is important.  Patient organisations are often 
best positioned to speak to patient needs, but must represent the 
broad patient community and use a combination of qualitative 
(stories and opinions) and quantitative (numbers and statistics) 
data for high impact. 

HTA and Patient Engagement Opportunities in Spain
Spain has a complicated drug approval process that involves 
national and regional governments, some of whom have well-
defined processes and some do not. None of these processes 
include a mandatory inclusion of 
the patient voice, but steps have 
been taken to change this.  Natacha 
Bolaños walked through the Spanish 
system, where patient organisations 
have managed to have influence, and 
the Patient Involvement Strategy that 
was launched in 2017 as a pilot project. 
While the process is complex, it is 
only with everyone working together 
and valuing each other’s contributions 
that the system will become one that 
truly positively impacts patients.

In the afternoon, alongside sponsors, group discussions led to 
more in-depth analysis of key issues and generated possible 
actions patient organisations could take to improve how well the 
patient perspective is listened to and valued within HTA groups.

“FEEDBACK QUOTE ON SUMMIT”

GLOBAL SUMMIT PRESENTATIONS AND WORKSHOPS
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Patient Communication with Healthcare 
Professionals (HCPs)

During the sessions on Patient 
Communication with HCPs, both 
Mairéad Ni Chonghaile and Stephen 
Scowcroft stressed the importance on 
ensuring the patient feels heard. Not 
everyone wants the same degree of 
information, nor does everyone have 
the same priorities.  The only way to 
find out what is important to a patient 
is listening to what they have to say and 
reading their body language. 

HCPs have a tendency to not want to 
scare patients and give them too many cold 
statistics about their diseases as they don’t 
want to cause added stress.  They also may 
not be good at communicating medical 
information in an easy-to-understand 
language.  Yet patients often feel frustrated 
with limited information and feel unable 
to ask the questions they still would like 
answered.  Two-way communication needs 
to improve from both sides.  An easy way to 
start is to ask the patient what name they 

prefer to be called by and using it.  It sounds simple but this step 
is often overlooked. Patients also can count on more than their 
doctors and should fully utilize the support and knowledge of the 
other HCPs they meet to get the information they require.
Click here to read Stephen Scowcroft’s full presentation.
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TEAM BUILDING 
After a productive day of meetings and sharing best practices, 
a lovely team building event was held and a great time was had 
by all!  Cooking, eating and laughing together (a lot of laughter)!  
Congratulations to Team 3 for your winning meal.

For those that couldn’t attend the Global Summit this year, the 
recipes for the tapas that were cooked for the competition can be 
found here. 

http://www.lymphomacoalition.org/news-events1/annual-global-summit/2017/presentations/986-communicating-with-hcps-lymphoma-association-gs-2017
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INFORMED VS UNINFORMED
Natalie Dren, junior research analyst at the LC, presented the 
findings of the recently concluded LC White Paper ‘The Knowledge 
Age: ‘Better’ Outcomes for ‘Informed’ Patients?’. She described 
the mixed methods investigation that was conducted in order to: 
define ‘informed’ patient in a lymphoma-specific context, highlight 
supports and impediments in the process of becoming informed, and 

determine if evidence exists 
supporting the idea that 
more informed patients have 
better outcomes. Overall, 
evidence pointed towards a 
positive correlation between 
more patient knowledge and 
‘better’ patient outcomes. 
However,  ‘better outcomes’ is 
subjective and varies amongst 
patients. Despite these 
subjectivities, confidence was 
repeatedly named as both a 
prerequisite and by-product 
of actions that patients take 
and/or outcomes that follow. 

It was explained that patients need not only information, but also 
support to employ information and confidence throughout their 
patient experience. LC members were encouraged to use this 
report, along with the Standards of Excellence program, as tools to 
speak with HCPs to encourage behaviour change. Click here to view 
the full presentation. 

ACTIVATED PATIENTS
Dr. Jessica Greene is a Professor and Luciano 
Chair of Health Care Policy at Baruch College, 
Marxe School of Public and International 
Affairs, New York city. Her presentation 
focused on her research in ‘patient activation’, 
and how the concept can be linked to health-
related outcomes. She explained patient 
activation and how it is measured, outlined 
evidence linking patient activation with 
health-related outcomes, and described how 
physicians can support patient’s activation.  
Throughout her presentation, it was noted that the relationship 
between activation and health outcomes is not condition specific. 
Further, activation level can change, and when it changes many 
outcomes change too. She outlined some methodologies proven 
successful in increasing activation, for example, tailoring education to 
support activation level, or focusing on interactive skill development. 
She also provided some avenues through which clinicians can 
support patient activation, some of which include: emphasizing 
patient ownership, partnering with patients, identifying small steps, 
frequent follow up, and showing care and concern. Click here to 
view the full presentation. 

FATIGUE
Fatigue:  The Issue, the Research & Potential Solutions by Bram Kuiper 
and Door  Vonk gave an overview of the staggering impact of fatigue 
amongst cancer patients. 30-50% of cancer patients experience 
cancer-related fatigue (CRF),  making it the most common side-effect 
of cancer and its treatment.  When we look only at lymphomas, 80% 
of lymphoma patients that responded to the 2016 Global Patient 
Survey indicated they were dealing with fatigue.  This is a significant 
issue for patients with lymphomas.  A main problem is doctors 
and patients tend not to talk about it and it is hard to diagnose or 
treat, but there are interventions that can help.  The Untire app was 
designed by a multidisciplinary team to help patients cope.  It will 
launch 18 January.  Click here to view the full presentation. 

LC’S 15TH ANNIVERSARY
A reception was held to celebrate 15 amazing years of the Lymphoma 
Coalition!

During the reception, a number of individuals and sponsors were 
recognized for their contribution and efforts supporting the 
Lymphoma Coalition over the years.   A special thank you is extended 
to our LC Champions: 

Margalit Edelman;  Dr. Andreas Engert;  Dr. John G. Gribben;  Miryah 
Morris;  Dr. Gilles Salles;  Chad Saward;  Fatima Scipione;  Dr. Laurie 
Sehn;  Dr. John Seymour;  Dr. Julie Vose.

Please remember you have to log in to the 
members section of the website to view any of 
the presentations.  The links work if you log in. 
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2018 BOARD OF DIRECTORS
We are pleased to formally introduce our Board of Directors for 
2018.  We are grateful for their continuing leadership. and dedication 
to LC.  You can find out more about our Board here.

A special welcome to Lauren Pretorius
Lauren is the new member to the Board of Directors announced at 
the Annual General Meeting on 7 December.  She is the CEO and 
co-founder of Campaigning for Cancer NPC, an advocacy patient 
group formed in 2008 in South Africa to lobby for the promotion 
and protection of patients’ rights with regards to policy,  healthcare 
costs and healthcare delivery.  Click here to read her full biography. 
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ASH 2017
Following the Global Summit, the Coalition set up a booth at 
the American Society of Hematology (ASH) annual meeting and 
members gathered there over the next four days, shared further 
ideas,  met with local doctors, sponsors and many new people as 
they stopped by to learn more about the Coalition. 

The 2017 Report Card on Lymphomas and  LyfeTM mobile app 
promo cards were handed out and were well received.  Thank you 
to those who worked at the booth with Natalie. 

Lymphoma Coalition’s 
2018 Global Patient Survey will launch 
in January in 19 different languages

The survey is confidential in nature and only takes approximately 
8 - 10 minutes to complete.

We are asking that you either link to the survey on the LC website 
or place the link on your own site.  Then, send a note out to your 
membership, patients and caregivers/family/friends of patients, asking 
them to take the survey and help build the lymphoma story both 
locally and globally. 

Countries with 100+ respondents (includes patients and caregivers) 
will receive a specialised by-country report along with a powerpoint 
slide deck with the highlights of the findings.   Be sure to encourage 
your membership and reach this number. 

Keep an eye on your inbox for Global Patient Survey information.
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Back row: Guy Bouguet (Treasurer); Lauren Pretorius; Sarper Diler 
(Secretary)
Front row: Maja Kocić; Susan Thornton (Vice Chair); Rosemarie Pfau; Pru 
Etcheverry (Chair), Karen Van Rassel (CEO)
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