Dear Exon 20 Group Member,
We need your help!
As outlined at the bottom of this note, the Exon 20 Group has established a strong platform
from which to conduct current and future programs aimed toward transforming this lethal
diagnosis into a manageable chronic disease. To achieve success, we need your help.
We fully realize that our Exon 20 patients have limited time to volunteer as many high-priority
items are already on their plates. But we also realize that many family members and friends
are seeking ways to step up and help. So, our appeal here is to all patients and to the circles of
supporting family members and friends surrounding them. To you patients, if anyone asks
“what can I do to help the Exon 20 Group?” please point them to this communication and to
this list of specific needs:
1) Newsletter Team, and the perfect volunteer would have Master's or PhD-level academic
experience and would love writing and editing!
2) Program Team, for our webinars with guest speakers discussing Exon 20 drugs, with
patient Q and A
3) Clinical Trials Excel Team, for our interactive All-Trials Information Services--so far
Kristen Leniz, chair of this working group, is delighted to report that these volunteers
have offered their talents: Elena Siltanen, Phil Jones, Susan Dailey, and Lin McTeague-please join them by emailing us at marcia@Exon20group.org
4) Fundraising Team, to raise funds for the Exon 20 Group's multi-faceted mission in your
state or elsewhere--through fully tax-deductible donations (EIN 86-0818253) to the Exon
20 Group at ICAN (https://askican.org/donate.html), through planned giving vehicles,
and through special events such as golf tournaments, bikeathons (or any sport), lunch
and learns, musical events, etc.
5) Clinician Education Team, to arrange meetings with community oncologists to stress the
urgent need for genomic profiling to identify the Exon 20 insertion mutation on
diagnosis
6) Oncology Conference Attendees, to join us at major cancer conferences and be assigned
to specific sessions of interest to Exon 20 patients (patient/family attendees responsible
for meeting registration, airfare, and hotel)--we will be having an Exon 20 Summit in
conjunction with the Denver World Lung Conference in 2021
7) Angel Buddies Program, which involves patients and family members with experience
with Exon 20 drugs, providing peer-to-peer moral support--we have piloted this
program over the past year, and it is a great success!

8) Serving as an ambassador from your country on the Exon 20 Council or a representative
from your state on our Exon 20 Council
9) For major donors to the Exon 20 Group ($50,000 and greater), serving with us on our
Grant Committee and participating with us on grant progress calls
10) Clerical Team, requires Microsoft Word proficiency, to help us with the endless number
of letters and other clerical projects that can be done remotely
11) Handwriting Team, we love to send personal notes to clinicians and clinical research
coordinators thanking them for expediting patient appointments
12) Database Team, researching contact information, and reaching out to clinicians to get
updated contact information for specific clinical research coordinators
13) Discussion Leaders for our Inspire platform, Exon 20 Warriors
14) Instagram Team, working with Kristen on fun photo projects, for instance, our photos of
Stage IV Exon 20 patients living fully active lives
15) Meet-Ups Team, working with Susan Johnson, chair, getting patients meeting for coffee
or dinner (post-pandemic!) at various medical centers or at cancer conferences
If you or anyone you know is interested in volunteering in any of the above areas, please
contact us. We would love your support!
Thank you so much. You continue to inspire us toward our mission.
Best regards,
Bob Hanlon, Co-Founder and Chair
Marcia Horn, Executive Director
and Exon 20 Group Patient and Caregiver Advocates:
Kristen Leniz, Chair, Social Media and Special Projects
Elena Siltanen, MSc. Pharm; Senior Advisor, Pharmacy; Angel Buddy; Chair, Side Effects
Mitigation Project (you'll see Elena's excellent primer coming soon!)
Paula Hockster, Honorary Chair, Angel Buddies Program
Caren Suesserman, Stanley Cohn, PhD, Michael Bocker, PhD, Celine Du, David Langlois, Paula
Lumme, and Raffaella Zucchetti, Special Advisors
Susan Johnson, Chair, Meet-Ups
Contact/Questions : volunteer@exon20group.org
or call Marcia Horn: 602-618-0183 or Kristen Leniz: 813-361-8424

The Exon 20 Group: Background – Where we are and where we’re going
To remind the new EGFR Exon 20 insertion/HER2 Exon 20 insertion patients who've recently
joined us, the Exon 20 Group has an ambitious multi-faceted agenda and is comprised of every
relevant stakeholder in the Exon 20 battle:

• Patients and their Families--nearly 500 from 44 countries
• Thoracic Oncologists--nearly 150 across our global network, including a Who's Who
list of Honorary Chairs
• Molecular Profiling Laboratories--all the major U.S. companies, and we are working
with international labs as well
• Exon 20 Scientists and Physician-Scientists--with ongoing Exon 20 research
• Health Regulatory Authorities and Payers
Our current Exon 20 Group programs involve:
1) Providing direct patient navigation services and customized one-on-one information
services, assisting patients and their care partners throughout the cancer journey. Since
our patients range in age from 29 to 88, we're dealing with not only the patients but
sometimes several members of the patient's family, ranging from adult children to
parents to grandparents or best friends
2) Convening ad hoc Molecular Tumor Boards where there are conflicting opinions from
the patient's oncology teams as to the next therapeutic option
3) Encouraging and spearheading global sequencing initiatives
4) Working with our stakeholders across the world to defeat the challenges of recurrent
brain metastasis and LMD (leptomeningeal disease)
5) Providing social media platforms, through Facebook and Inspire, so that our patient may
stay in touch throughout their cancer journeys
6) Funding research at major laboratories--whether resistance mutations or immune cell
studies
7) Working on side effects mitigation projects that will help improve quality of life through
advisors such as Elena Siltanen, the Exon 20 Group's resident pharmacy expert and our
oncology nursing team
8) Advising our biopharma partners where there are geographic gaps to fill--for instance,
we need more trial sites in the Midwest
9) Recommending clinical trials protocol amendments to our biopharma partners to
improve patient access to the experimental compound
10) Encouraging expanded access/early access to Exon 20 drugs

11) Understanding the mutational landscape of Exon 20 (that's why we ask for all your
records!) as the cancer evolves
12) Working with other advocacy organizations to stress the fact that Exon 20 insertions are
not just diagnosed in lung cancer but have been found in 24 other cancer types as well
13) Working on fundraising events to support our mission and program to benefit patient
survival and quality of life
14) Working with our biopharma partners and survey research partners on important
surveys of our Exon 20 Group community to better understand the patient journey and
patient-reported outcomes
15) Seeking new strategies to defeat recurrent pleural effusions

