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and existing lymphoma
groups
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and understanding of
lymphomas

Dear Lymphoma Coalition Member,

Why are you and your organisation important to the worldwide
Lymphoma Coalition?

The Answer: Lymphoma patients, no matter where they live need
support and fair access to care.We all have changes that need to be
made in each of our countries and with a strong voice, joined together
with thousands of others around the world, we can make a difference.

The Know Your Subtype is a global campaign that is facilitating change
and we can continue to encourage change through this campaign.
Encourage your doctors to advise the patient what subtype of
lymphoma they have at the initial diagnosis meeting and ask them to
remove NHL from their language. We found that when the importance
of knowing a subtype is explained to healthcare professionals they
begin to understand the difference an NHL diagnosis is from a specific
subtype diagnosis, even if they questioned its relevance at first.

Suggest to them that a patient can get specific information when they
research online if they are looking for the specific subtype instead of
non-Hodgkin lymphoma in general. Also, ensure community doctors
are aware of the many subtypes within lymphoma.

Talk to your local media about it, as well as local pharmaceutical
companies. Have them help you get the message out. Use the Know
Your Subtype logo on your email signature, letterhead and on your
website. Keep the message out there.

MINIMAL LOSS OF LIFETIME FOR
PATIENTS WITH DIFFUSE LARGE B-CELL

LYMPHOMA IN REMISSION AND EVENT
FREE 24 MONTHS AFTER TREATMENT

The findings of this study show that pEFS24 is
an appealing and relevant milestone for patient

counseling and could be a surrogate end point in
clinical trials.

CHANGING TREATMENT LANDSCAPE
FOR FOLLICULAR LYMPHOMA

Results from a study show obinutuzumab-
based immunochemotherapy and
maintenance resulted in a significant
improvement in progression-free survival

LC has prepared a Know Your Subtype campaign 1.5 to carry us
through to World Lymphoma Awareness Day. Journal and online
advertising will occur through March and April and again in June. Social
media messaging will begin in March and we will advise you of it so
you can retweet and keep the message going. A toolkit with media
advisories, infographs, the web banner, poster and artwork will be
ready by the end of March.

The WLAD member committee has met twice now to discuss the
theme for 2017. 1 am excited to tell you that we have two agencies
working on ideas for us this year pro bono! Thank you to Lauren
Pretorius of Campaigning for Cancer, South Africa, for introducing us
to these talented people and companies. | am confident they will help
us make a difference with the campaign look and messaging as well as
the social media component. Thank you to both South African firms,
OpenCo for the work on the media campaign and to Social Media 101
for the social media campaign work.

We will have something to share with the WLAD committee by mid-
March.

| wish you great success in your upcoming fundraising efforts and your
educational sessions.

Warmest Wishes,
e
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Karen.

ISRAELIAND PALESTINIAN RESEARCHERS

COOPERATE TO FIND RISK FACTORS FOR
B-CELL NON-HODGKIN LYMPHOMA

According to a study, lymphoma patients

receiving transplant treatment with their

own blood stem cells may be at risk of
developing another blood cancer...

compared with rituximab therapy...

Read more here.

Read more here.

Read more here.
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https://www.facebook.com/pages/Lymphoma-Coalition/100893986634550
https://twitter.com/knowyournodes
http://lymphomacoalition.org 
mailto:marketing%40lymphomacoalition.org?subject=
http://www.lymphomacoalition.org/
https://www.youtube.com/channel/UCE57wHy-ASR57HkbsbYSLKg
http://bit.ly/1IY9kNf
http://ascopubs.org/doi/pdf/10.1200/JCO.2016.70.0765
http://www.cancernetwork.com/videos-hematologic-malignancies/changing-treatment-landscape-follicular-lymphoma
https://medicalxpress.com/news/2017-02-cooperate-factors-cell-non-hodgkin-lymphoma.html
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Suomen Syopapotilaat — Cancer patienterna i Finland

(Association of Cancer Patients in Finland)

The lack of an association that focused on patients with cancer
led to the formation of the Association of Cancer Patients in
Finland in 1971.

“At that time, there was only a cancer association that was
run by doctors and other experts. Our organisation was born
out of the need to have an organisation that put patients at
the centre,” said Minna Anttonen, the association’s Executive
Director. Minna has been with the association for just over a
year. She is responsible for the association’s operational needs
and is also the secretary for the board.

Helping Minna is Emmi Toivonen who is the non-governmental
organisation (NGO) coordinator. Her job includes
coordinating the patient networks and their events, as well as
taking care of the association’s communication.

“When | applied for this position, | thought it would be a
great way to combine my background in social work as well
as journalism and communications. Cancer is something that
touches all of us at some point in our lives. Knowing that, |
found the association’s work to be deeply meaningful,” said
Emmi who joined the association in January 2017.

A third person works with Minna and Emmi. She helps with
some of the administrative aspects but her main role is taking
care of getting the patient guides updated.

“This is a large undertaking as there are more than 30 booklets
and they have to be updated fairly often,” said Minna.

In April 2 new person will be joining the team to help with the
association’s international activities.

“She is a biologist as well as a nurse. | have high hopes that
this new hire will be able to concentrate on our international
activities. She will be connected to the Lymphoma Coalition,as
an example, as well as other European or global organisations
that are beneficial for us to work with,” said Minna.

Obijective of the Association

“Our main objective is putting patients at the centre of care.
They deserve the best treatments available. This is what we
are constantly pushing for;” said Emmi.

The association achieves this objective through partnership
with relevant NGO networks.

“We partner with two NGO networks: the Cancer Society
of Finland and the Patient Organisation Network,” said Minna.
The Cancer Society of Finland provides peer and fundraising
support; the Patient Organisation Network helps the
association with their advocacy efforts.

Read more here

Lymphoma has over 60 subtypes

NHL is not a disease. Patients need to know their subtype.

www.knowyoursubtype.org
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http://lymphomacoalition.org/928
https://www.facebook.com/pages/Lymphoma-Coalition/100893986634550
https://twitter.com/knowyournodes
http://lymphomacoalition.org
mailto:marketing%40lymphomacoalition.org?subject=
https://www.youtube.com/channel/UCE57wHy-ASR57HkbsbYSLKg
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Dear Members,
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What an exciting time leading up to the 2017 Lymphoma Coalition Europe LYM PHOMA S
members’ meeting in Madrid March |3 and 14th.Thirty of us will join together

from 2| European countries — and we get to introduce you to two new COALITION ‘ ‘ ‘\\

members from Finland and Croatia — to share best practices, and engage in

capacity building sessions on Communication and HTA communications. VWe E U R O P E ‘ ‘ ‘ .‘
encourage you to take advantage of this event to network and exchange with

other members, as well as with the many guest speakers and industry partners

who will participate in the sessions and as we extend into the dinner.

Don’t forget to bring materials illustrating your recent organisation’s activities.VWe will have a table set up so you can display
everything.

The meeting will also be an opportunity to discuss LCE plans for the coming months, which include a stronger involvement of
LCE members and a reflection on how we could better pool our resources, data and information. In this framework, we will get
your thoughts on the LCE webpage to be launched late spring, with the objective to share European news related to lymphoma
and to showcase your activities and educational materials of interest to the whole lymphoma community.

And for those who will not be able to join us in Madrid, we are planning to film part of the meeting.
A series of capacity building webinars will be organised after the event so that we shall all get further insight in the topics

identified as crucial for all LCE members.

I’'m thrilled to see most of you in less than two weeks, and | wish you a safe trip to Madrid.

Charlotte

EDUCATION SESSIONS - MARCH 2017

Hematondag (Blood Day) USA - RegProgress, Treatment of Germany - Lecture:
Northern Netherlands Follicular Lymphoma Complementary Therapy
0311812017 03/28/2017 03/30/2017
Click here for details. Click here for details. Click here for details.

For a full listing of events around the world, see the event calendar on the website. Let us know about your upcoming education programmes so we can promote them.
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http://www.lymphomacoalition.org/component/jcalpro/events/month?date=2017-03-01
http://www.lymphomacoalition.org/component/jcalpro/130-education-sessions/427-netherlands-hematondag-blood-day-northern-netherlands
http://www.lymphomacoalition.org/component/jcalpro/130-education-sessions/436-usa-regprogress-in-the-treatment-of-follicular-lymphoma
http://www.lymphomacoalition.org/component/jcalpro/130-education-sessions/419-germany-lecture-opportunities-and-risks-of-complementary-cancer-therapy
https://www.facebook.com/pages/Lymphoma-Coalition/100893986634550
https://twitter.com/knowyournodes
http://lymphomacoalition.org
mailto:marketing%40lymphomacoalition.org?subject=
https://www.youtube.com/channel/UCE57wHy-ASR57HkbsbYSLKg

