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An estimated 178,000 individuals in the United States are living with 
chronic lymphocytic leukemia/small lymphocytic lymphoma, and approximately 

20,000 people are newly diagnosed with CLL each year.
The development of novel therapies over the past several years has revolutionized care and 

the rapidly evolving treatment landscape so they can advocate for their 
Smart Patients Get Smart CareTM.

strong voices

powerful words

2020 ANNUAL REPORT
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Never ignore a question 

When CLL/SLL patients are newly diagnosed, 
their immediate questions are big, daunting 
questions of life and death. 

 When Brian was diagnosed in 2005, 

 reliable physician-curated up-to-date 
 patient-friendly information on the 
 latest CLL research, but we suspected   
 there must be kindred souls out there.

Today, the voice of the CLL Society is taken seriously 
by the professional hematology community.

Let our voices be 

2020 Annual Report
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Thank you to the early and still giving generous individual
donors who saw CLL Society’s potential, and to the
expert medical community who welcomed and supported
CLL Society from day one, recognizing that we were

Thank you to the pharmaceutical industry who supported

Thank you to our fellow CLL patients and
caregivers who stepped up and volunteered
to give forward by helping to establish and

across the USA and Canada. And thank you
to the patients and caregivers who take part
in our support groups, completing our surveys
and offering the kindness, knowledge, and
support that only a real live CLL patient can
believably share with another.

Help us to connect with and support those who don’t

expert care, such as those in rural locations, those
in communities of color, and other underrepresented
groups, so that we can help in derailing CLL from

Thank you to our strong and committed Board of
Directors, Medical Advisory Board, Expert Medical
Council, Patient Advisory Board, Industry Advisory

Let’s revisit our goals: We wanted the best possible
care for Brian’s CLL, and we founded the CLL Society
because we also wanted every CLL patient and
caregiver to be able to access that same critical
support and cutting-edge treatment information

Smart Patients Get Smart Care™

strong
Founders Statement

5

Patricia Koffman
Co-Founder
CLL Society

Brian Koffman,
MDCM (retired), MSEd
Co-Founder
CLL Society
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to help overcome barriers so that all CLL patients get the
best possible care. We recognize that complex social
systems have reinforced disparities and injustice, and
that these problems will not be solved overnight. We look
forward to working with, and listening to the strong voices
of our entire community to continuously improve and
contribute to meaningful solutions.

I am pleased to report that CLL Society has risen to those
challenges and advanced as an organization. We adopted

for our future. We began work on redesigning our website,
with the aim to reach a larger audience and to create a

seeking support and information. And we ended the year

will allow us to expand and improve the programs and
services we provide to those living with CLL. Challenges

being here for many years to come, continuing to work
toward our ultimate vision of an entire CLL community
that can equitably access quality healthcare, education,
support, and lead healthier and richer lives.

Your investment in the long life of CLL Society is an

impacted by CLL. Thank you for being a part of the
CLL Society.

With gratitude,

Dear Friends

serve our CLL/SLL community in new and meaningful ways.
We never could have anticipated the changes that were
about to transpire. By early March, we realized that the

response. CLL Society quickly took action to suspend all

protect our community members from risk during a period
in which much about the virus remained unknown.

At the same time, we recognized that CLL/SLL
patients and caregivers were in need of information

on this time, we are immensely grateful for the
medical experts, patient and caregiver volunteers,
staff, industry partners, and generous donors
who all supported CLL Society in these efforts.

This support allowed us to quickly change course and
respond to the urgent needs of our community in virtual
settings. We are deeply saddened by the loss of life and
other negative impacts our CLL Society friends have suffered
in the wake of this pandemic, and we are determined to
continue advocating to protect the immunocompromised
patient population from the threat of further harm. With
tenacious effort and continued support from our incredible
community, we are hopeful that these goals will be achieved.

This was also a year of renewed activism to advance
racial equality and social justice. Inspired by the global
movement and understanding the responsibility businesses
and organizations have to set the tone we wish to see

steps on what will be an ongoing journey to examine our

equity, and inclusion. We developed a comprehensive
improvement plan and rewrote our mission and vision
statements to better emphasize the inclusive environment
we wish to create. We want our message to be clear:
CLL Society exists to serve all CLL patients, and we want

Message from the Executive Director

THE CLL SOCIETY 2020 Annual Report
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Carly Boos, MEd, MBA
Executive Director
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that addresses the unmet needs of the 
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The CLL Society website (https://cllsociety.org/)
has always been a focal point of our organization.

strong voices of our

growing
Our vital voice

to reach all impacted by CLL

Average

Total of

 of content

338

Average  each month

FACTS

2020 Annual Report
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CO
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OVID-19 Plan: Checklists for CLL Preparing for Pre and Post COVID-19 Exposure
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Programs CLL Society Support Groups

bolster community

12

Out of a desire to improve patients’
support systems, CLL Society established
a network of support groups across the
nation.

transition all our patient support groups to an online

strong voice

of people surveyed feel more supported

FACTS

connected
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Strong Voices

Therese Conlin
California
CLL Patient since 2011

“ I joined our group when it was founded in 2016 and have been participating
ever since. The CLL Society Support Group in the D.C.-Maryland-Virginia area
has been such a great resource whenever we have been facing treatment
decisions and simply to socialize with others on this CLL journey. This amazing
and resilient group has been an inspiration to me in understanding how people
can live joyfully and thrive regardless of a cancer diagnosis. ”

Debra Linick
Virginia
Caregiver to a loved one with CLL since 2011

13“ I have been a member and co-facilitator of the San Diego chapter of the
CLL Society Support Group since April 2019. The CLL Society website,
email alerts and monthly newsletter, the Bloodlines, provide groundbreaking

critical issues that affect our lives, most recently, COVID-19. During the meetings,
it is good to hear the stories, thoughts, and concerns of other patients as we
navigate this disease now and in the future. We all learn from the experiences
of others and the Support Group forum, though virtual, helps us to share vital
information that can improve or even save lives. The CLL Society Support Group
and sponsored Educational Forums have enriched my life in many ways;
knowledge and friendship are two of the most valuable assets I have gained
through my membership and attendance.”
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Strong Voices

Dan Patterson
North Carolina
CLL Patient since 2018

“ It has been a privilege to be a co-facilitator of the
Raleigh Area CLL Society Support Group in 2020,
serving many parts of North Carolina and even
into Virginia. We have about 50 people on our
email list, with monthly virtual meetings having
about a dozen participants. The group generates
great discussions, and the members value the
education and information about current programs
and CLL news, as well as a wealth of experience
from several participants who have been
CLL patients for a decade or more. As a facilitator,

discussions have helped them in their journey.
As a patient, I also enjoy learning each month
from the discussion, Bloodlines newsletters and
CLL Society webinars.”

15
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The CLL Society

Programs Educational programs
keep our community

with knowledge
No matter where a patient is in their journey, CLL Society’s educational
programs bring the strong voices of CLL expert medical professionals
to those who need it most.

empowered

CLL Society Webinars

In 2020, CLL Society hosted three Webinars in our
traditional format reaching 1,141 patients and
caregivers. These Webinars are one-hour events
where strong voices
a designated topic and answer questions from
attendees. In March of 2020, we made the decision
to create a new initiative, CLL Society COVID-19
Virtual Community Meetings. These town hall-style
meetings were held in place of our traditional Webinars
as a dedicated time to respond to the impacts of
COVID-19 on our immunocompromised community.
Through CLL Society COVID-19 Virtual Community
Meetings, we serve as a strong voice to our community,
providing guidance on navigating a global pandemic
as a CLL/SLL patient.

THE CLL SOCIETY 2020 Annual Report
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Average Results from 2020 Ed Forum Outcome Reports

Attendees rated CLL Society Ed Forums
as excellent or good

Attendees feel they are more aware of
reliable sources of information about CLL

Attendees learned new information that
they discuss with their physician

99%

99%

97%

Average Results from 2020 Webinar Outcome Reports

Attendees rated CLL Society Webinar
as excellent or good

Attendees would recommend CLL Society
Webinars to another person

Attending a CLL Society Webinar increased

97%

98%

96%

CLL Society Ed Forums

CLL Society Ed Forums have historically been hosted
as live events in 12 cities across the United States
each year. They bring the most recent and ground-
breaking developments in CLL treatment directly to
patients and their caregivers. In 2020, we held three
Ed Forums before the COVID-19 pandemic made
having the remaining nine planned events in-person
infeasible. However, the strong voices of our communi-
ty made clear the pressing need to construct a new
Ed Forum adapted to a virtual environment. We listened,
and in October of 2020 CLL Society’s Global Virtual
Patient & Caregiver Educational Forum featured the
strong voices of 16 CLL experts and patient advocates.
Bringing in 703 live virtual participants, this event
served the largest number of patients and caregivers
to date at a single Ed Forum. In combination with the
three live events, our 2020 Ed Forums reached 984
individuals live.
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Expert AccessTM Program

TM

TM

strong voice

TM

strong voice

Programs
Providing

in decision making

FACTS

2020 Annual Report
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 of people surveyed learned something
TM physician

their consultation

FACTS

Test Before TreatTM

TM

strong voice
FISH, IgHV

and TP53

strong voice

Over
Test Before TreatTM information sheet

Test Before TreatTM information sheet

 Test Before TreatTM

Only  of people surveyed understood
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Strong Voices

Tammi Garrett
Ontario, Canada
CLL Patient since 2014

“ I was diagnosed with CLL in June of 2014. Like most CLL patients, I was originally placed on watch

count was at 24,000 and seventeen months later, on the day I was told I had to start treatment,
I was 350,000. I was prescribed FCR and, not knowing anything about genetic testing or targeted
therapy, I followed the advice of my community hematologist and went ahead with treatment.

respond well. I switched oncologists, underwent extensive genetic testing, and discovered my CLL
was 17p deleted, had complex karyotype, and was unmutated. If I had known this information
beforehand, I would not have undergone FCR therapy.
Luckily, I was quickly enrolled in a clinical trial and on Acalabrutnib monotherapy for almost four
years and when I started to resist it, I was switched to another monotherapy, Ibrutinib. I have
responded very well to both monotherapies. My CLL specialist watches my genetics and discusses
my options early before they are needed.

ensure that proper tests are completed before starting any treatment. The CLL Society is an invaluable
resource to help you navigate throughout your journey by helping you stay informed and asking the
right questions. I am personally very grateful to the CLL Society as I don’t believe I would be where

Test Before Treat is not just a saying – it can literally save your life!”

Suzy Kelly
Nevada
CLL Patient since 2018

know re: my diagnostic test results. It also helped to narrow my focus while further researching
treatment options.

the right questions thanks in large part to my conversation with the physician I saw through the

so far. Thank you.”

19
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Strong Voices

“ My name is Barbara Massey, and I have CLL.
My husband Howard has lymphoma, so we are both
immune-compromised. Earlier this year CLL Society
offered (at no cost) a couple of very nice KN95 masks
to any CLL patient who requested them. Masks are
necessary for both of us, and we were happy to
receive this protection from COVID-19!
I have been fortunate to be a member of CLL Society
from the beginning. These masks symbolize to me
how dedicated CLL Society is to educating, protecting
and advocating for those of us with CLL. I know that
I can look to CLL Society to stay up to date on CLL
treatments and clinical trials, plus I can learn how
we immune-compromised patients can stay safe
during the pandemic!
CLL Society helps me be the smartest and most
well- informed CLL patient that I can be,
and I am grateful!”

2020 Annual Report
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Response
Our

support in the face of uncertainty
The COVID-19 pandemic took a toll on
everyone in 2020. But for our immuno-
compromised community, the pandemic
has heightened consequences. We knew
that in these especially hard times we had
to become a strong voice for our community
on managing COVID-19 and CLL.

unwavering

COVID-19 Webpage

(https://cllsociety.org/covid-19/)

strong voice

KN95 Mask Distribution

CLL Society COVID-19
Virtual Community Meetings

strong voice

since launch

Receiving a total of
across all statements

total participants

Over  of people surveyed indicated they feared

FACTS
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strong voice

Looking

forward
In 2020, CLL Society created our Strategic Plan, looking forward to the next 

Board of Directors
Steven Bloom

Sandy Bihlmeyer, MEd
Secretary 
William L. Cunningham-Corso
Treasurer 
Brian Koffman, MDCM , MSEd
Member at Large
Robert Levis
Director
John Pagel, MD, PhD
Director
Keith J. Watson, PhD
Director

CLL Society Staff
Brian Koffman, MDCM , MSEd 
Co-Founder 

Carly Boos, MEd, MBA 
Executive Director 
Patricia Koffman 
Co-Founder 
Communications Director
Liza Avruch, MPA 

Robyn Brumble, MSN, RN

Joined Staff November 2020 
Brad Hedrick, MSCIS 
Information Technology Director
Nancy Day 

Nicole Kamphuis, MPA
Development Specialist
Joined Staff June 2021
Ryan Whitman-Morales, MBA
Grant Specialist
Joined Staff August 2021
Albie Suozzi
Executive Assistant to Brian Koffman
Joined Staff August 2021

Medical Advisory Board 

Anthony Mato, MD, MSCE

New York, NY
Alexey V. Danilov, MD, PhD

Duarte, CA
Matthew S. Davids, MD, MMSc 
Boston, MA
Brian Hill, MD, PhD 
Cleveland, OH
Nicole Lamanna, MD 
New York City, NY
Susan J. Leclair, PhD, CLS (NCA) 
Dartmouth, MA
Sameer Parikh, MBBS, MD 
Rocherster, MN
Alan Skarbnik, MD 
Charlotte, NC
Deborah Stephens, DO 
Salt Lake City, UT

Expert Medical Council
Formed September 2021
Farrukh T. Awan, MD

Danielle M. Brander, MD 

John C. Byrd, MD 

Ian Flinn, MD, PhD 

Richard Furman, MD 

Thomas E. Henry III, MBA, RPh, CPh 

Peter Hillmen, PhD, MB ChB 

Neil Kay, MD 

Kaitlin Kennard, BSN, RN 

Thomas Kipps, MD, PhD 

Adam Kittai, MD 

S Shahzad Mustafa, MD

Susan M. O’Brien, MD 

John M. Pagel, MD, PhD 

Guilherme Perini, MD 

Steven T Rosen, MD 

Lindsey Roeker, MD 

John Seymour, MB, PhD 

Mazyar Shadman, MD, MPH 

Sanjay Sharma, MD 

Tanya Siddiqi, MD 

Kostas Stamatopoulos, MD, PhD 

Chris Stewart 

William G. Wierda, MD, PhD 

Adrian Wiestner, MD, PhD 

Patient Advisory Board
Restructured May 2021
Terry Evans 

Stephen Feldman 

Jolianne Jones 

James Josie 
Caregiver

Barbara Massey 

Howard Massey 
Caregiver
Raye Murphy 

Dan Patterson 

Wilbur (Rich) Richburg 

Christina Rodriguez Fuller 

Haleh Simi 

Michael Turner 

Wayne Wells 

Bruce Wright 

International Patient 
Advocates
Michael Rynne 
Caregiver 
Dublin, Ireland
Deborah Sims 

Melbourne, Australia
Nick York 

United Kingdom 
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2020 Industry

partners
CLL Society is grateful to have the support of the following companies who 
serve as strong voices
difference we make for the CLL community.

2020 Annual Report
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Strong Voices

David Klausmeyer
Maine
CLL Patient since 2019

“ This is just a brief note about the important impact my CLL Society Expert
Access physician had on my treatment for CLL. They were kind enough to review
my medical records and chat with me about my condition and possible treatments.
Although they said I appeared to be a decent candidate for FCR treatment, they
pointed out that I had not had the IGVH test. They said those results would be key

because I was scheduled to begin FCR as prescribed by my local small-town

Patients shouldn’t be embarrassed to use the program because they think they might

interest include blood malignancies. This was impressed upon me in my interview,
and the physician was correct. It’s not always easy to do, and this doctor might not
become the primary oncologist, but a patient should at least have someone on his

Finally, I really would like to tell new patients not to lose their minds if they are in
watch and wait. I wish I was still in watch and wait. They are in a great position to
become educated and gather all the facts about CLL and its treatments. The Expert
Access Program is a wonderful opportunity to begin this process.

I believe this program played a key early roll in my journey with CLL, and want
you to know the crucial, positive impact you have had in my life.”

25
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CLL Society 2020 Expenses
$1,225,926

Program Services $996,282 81%

Fundraising $35,615 3%

Administration $194,029 16%

CLL Society 2020 Revenues
$2,250,782

Industry Grants
and Sponsorship $1,862,900 83%

Other $59,100 3%

Donations $328,782 14%

Financials

26
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thank you
We are sincerely grateful for the individuals, foundations, and corporations who
invested in us so that we could invest in the long lives of CLL/SLL patients. We would
not be able to do our work without your generous contributions. Thank you.

$10,000+
Anonymous - 4 donors
Dr. Brian and Patricia Koffman
Cunningham-Corso Family

$5,000 - $9,999

Howard and Barbara Massey
M. Y. Buckenmayer Charitable Fund
The Andrew and Jane Bursky

 Charitable Fund
The Ten Eyck Family

$1,000 - $4,999
Anonymous - 20 donors
Betsy Bridgman
Bob & Sue Levis
Bob and Suzy Bennitt
Carolyn Rauch
Chris and Letty Stewart
David Kotok
Dr. Leonard Brzozowski
Eileen and Larry Letts
Gregg M. Satherlie
Janis & F.A. Benach
Jim Rauch
John & Kathleen Bethell
John Backus
Joseph L Liegl
Judith and Roger Frank
Michael Russotti
Rebecca Aurand Newton
Roger and Nancy Sayler

 Charitable Fund
Stacy Barber
Stephen Davis
The Duesterdick Family Fund of the

 Ayco Charitable Foundation
The Marino Family
Werner & Annette Baumgartner

$500 - $999
Anonymous - 23 donors
Brad and Nancy Teague
Brian and Connie Bolvin
Bruce and Kathleen Levi
Cindy & Steve Delesie
De Temple Family Fund
Elaine and Rod Morris
Gary Lansman
Geoff Grubbs
Holly and Joe Hagler
James Leslie Jessup Jr
Jennifer and Joe Woolf
Jonathan Khuner
Kirby Family
Laura Daley
Leslie and Kevin Lloyd
Martin and Katharine Dudley
Matthew Davids, MD
Mitch and Cindy Austin
Robbie and Jose Franco
Robert and Celeste Bentley
Roman and Patty Saienni
Steven Meyers
The Mark and Cindy Hoffman Fund

 of the Jewish Community Foundation
The Mary A. Mettler Fund
The R. A. Barton Family
Therese Conlin
Todd & Jeanelle Lindsey
True Ryndes and Jim Anderson

In Honor Of

Bob Levis
The Duesterdick Family Fund
of the Ayco Charitable Foundation DONOR

Dr. Brian and Patricia Koffman
Janis & F.A. Benach DONOR

Dr. Brian and Patricia Koffman
Stacy Barber DONOR

Dr. Brian Koffman
True Ryndes and Jim Anderson DONOR

John Kirby
Kirby Family DONOR

Julie Hess
Laura Daley DONOR

Stephen Rasch
Matthew Davids, MD DONOR

In Memory Of

Carolyn Rauch
Jim Rauch DONOR

Chuck Goebel
Janis & F.A. Benach DONOR

Janet Morrison
Janis & F.A. Benach DONOR

Kitty Siciliano
Elaine and Rod Morris DONOR

Michaele R. DeTemple
Thomas A. DeTemple DONOR

Our heartfelt
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CLL Society Inc.
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