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CLL Society Summary of Resources

at a Glance

More than 40 Patient and
Care Partner Support
Groups held virtually

The CLL Medicine Cabinet
includes non-branded,
downloadable, patient-friendly
teaching sheets on nine of the
most common medications

An Expert Access™
Program that allows patients
to receive a free online second
opinion from a CLL expert
physician and report to
provide to their local
hematologist/oncologist

CLL SOCIETY

Educational Events and On-
Demand Webinars on a wide
variety of topics related to
disease management

Infection control education and
resources focused on the
needs of the
immunocompromised,
including a personalized
COVID-19 Action Plan

An Ask the Expert Email
Program that allows patients
to submit CLL-related
questions to either a
physician, pharmacist, lab
scientist, registered nurse, or
palliative care provider

Test Before Treat™
Biomarker Educational
Program which teaches

patients about the necessary
testing that should be
performed before deciding on
their next treatment

CAR-T Brochure and
Ambassador Program
supports those considering
CAR-T with a fellow patient
who has already received the
therapy

Patient Education Toolkit
which serves as an

educational primer for all
things CLL

Healthcare Provider
Resource Library provides
free patient teaching materials
that can be printed on demand

Receive 1-on-1 support from a
board-certified chaplain for
people of all faiths or no faith
background through the
Emotional & Spiritual
Advocate Program

Receive 1-on-1 support from
an individual impacted by CLL
through the Peer Support
Program. They can share
their own experiences to help
you navigate your journey.




CLL Society’s Patient and Care Partner Support

Groups

CLL SOCIETY

PATIENT &
CARE PARTNER
SUPPORT
GROUPS

CLL SOCIETY
» Approximately 40 different support

groups held virtually in the US and
Canada.

» CLL-specific support groups are a
place of camaraderie and knowledge
sharing among members.

— Free support group brochures are
available to have on hand in offices
or infusion centers for distribution.



CLL Society 1-on-1 Support Programs

Emotional & Spiritual Advocate
Program

CLL SOCIETY

Peer Support Program

« 1-on-1 support from a board-certified
chaplain for people of all faiths or no faith
background.

* Help with exploring coping mechanisms,
spiritual/theological reflection, meaning
making, goals of care conversations,
grief/bereavement support, and more.

* 1-on-1 support from an individual impacted
by CLL.

« A Peer Support Volunteer can share their
own experiences to help you navigate the
watch and wait period, insurance, newly
diagnosed questions, making treatment
decisions, managing side effects, and more.

. https://cllsociety.org/emotional-advocate
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https://cllsociety.org/programs-and-
support/the-cll-society-peer-support-
program/



https://cllsociety.org/emotional-advocate
https://cllsociety.org/programs-and-support/the-cll-society-peer-support-program/
https://cllsociety.org/programs-and-support/the-cll-society-peer-support-program/
https://cllsociety.org/programs-and-support/the-cll-society-peer-support-program/

CLL Society Resources for Veterans

« Some US military veterans
have an increased risk of 9 Smart Patients Get Smart Carer™ @ Newsiter S U
developing CLL/SLL due to
environmental exposures that o« oo v rovin s cme i i
occurred during service.

« CLL Society has developed a
dedicated veteran-specific
webpage with many helpful
resources.

* A dedicated support group for P
Vete rans and aCtlve_dUty Veterans with CLL / SLL
m I | Ita ry. You are not alone. CLL Society has resources to help and can link you with other Veterans

Visit: https:/cllsociety.org/living-with-cll-home/veterans-with-cll-sll/ |&



https://cllsociety.org/living-with-cll-home/veterans-with-cll-sll/

CLL Society Resources for Diversity,
Equity, and Inclusion in CLL Care

CLL SOCIETY

« Studies show that population differences are associated with worse outcomes for
Black, Indigenous, and people of color (BIPOC) and other groups who are
marginalized, including LGBTQ+, lower income levels, and others.

« BIPOC are underrepresented in clinical trials for cancer drugs, including for CLL.

« CLL Society has compiled a collection of resources to educate and inform those
with CLL from diverse populations, including

Medical Articles on Minority Resource Representation in " :
Disparities in CLL Organizations Clinical Trials addiionalReadings

Visit: https://cllsociety.org/resources/bipoc-resources '



https://cllsociety.org/resources/bipoc-resources

Updates and Information about
CLL Clinical Trials

CLL SOCIETY

Learn the basics about clinical
trials, including

“I am alive today

because of two

* The benefits of clinical trial enrollment, clinicol triqls_"
« Understanding the trial phases,
« How to navigate Clinicaltrials.gowv.

« Stay informed about open clinical trials, eligibility requirements, and trial status updates.

* Read about up-to-date clinical trial data reported at major blood cancer conferences.

« Watch video testimonials from CLL patients and care partners as they discuss their own
participation in clinical trials.

Visit https://cllsociety.org/treatment-and-research/clinical-trials/



https://cllsociety.org/treatment-and-research/clinical-trials/

CLL Society’'s Medicine Cabinet

* Includes nine of the most common CLL
medications

* Non-branded, patient-friendly handouts
that can be printed on demand

* Free hard copies are available upon
request to have on hand in offices or
infusion centers

Visit: https://www.cllsociety.org/cll-medicine-cabinet/
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CLL SOCIETY

Generic Name: Obinutuzumab

Drug Classification: Ant

INDICATIONS FOR USE

+ Obinutuzumab can be given alone or in combinal
with many other medications to treat CLL or SLL
For CLL or SLL without 17p deletion or TPS3
mutation: For those requiring treatment for the §
time (front-line therapy), obinutuzumab can be g
alone or in combination with many other medical
These include acalabrutinib, venetoclax, chioraml
methylprednisolone, bendamustine, or ibrutinib @
a first-line therapy. Obinutuzumab administered
alone is generally not the preferred treatment wh
a second round of treatment is needed (second-|
therapy), but it can be added to other second-lin|
combination therapies.

+ For CLL or SLL with 17p deletion or TPS3 mutat|
Obinutuzumab can be given alone, or in combing
wiith other medications (such as acalabrutinib or.
venetoclax) as a front-line therapy. For patients
17p and or TP53 mutation, it is not recommended
second-line or subsequent therapy option.

ADMINISTRATION ROUTE
This medication is infused through a vein intravenously
LENGTH OF TIME ADMINISTERED

Obinut b is given for a p limity
amount of time (also called limited-duration, fixed
duration, or time-limited therapy).

DOSING

Dose and frequency of dosing are dependent upoff
what other drugs obinutuzumab is given with. How
itis typically administered only on specific days wif
a pre-determined the 28-day treatment cycle.

MISSED DOSE

Call your healthcare provider if you miss an
appointment for your infusion.

HOW TO TAKE THIS MEDICATION

This medication is administered IV by your healthe
team, typically in an infusion center or other outpal
healthcare setting.

COMBINATION THERAPIES

Can be used in combination with multiple other
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MEDICINE CABINET:

ALABRUTINIB B

MEDICINE CABINET:
OBINUTUZUMAB

&
CLL SOCIETY

Generic Name: Venetoclax

CLL SOCIETY

MEDICINE CABINET:
PIRTOBRUTINIB

Brand Name: Jaypirca
-

MEDICINE CABINET:

VENETOCLAX

Brand Name: Venclexta

Drug Classification: B-Cell Lymphoma-2 (BCL-2) Inhibitor

INDICATIONS FOR USE

+ Venetoclax may be taken alone or in combination with
another medication as an initial (first-line) treatment.
When used as a combination therapy for front-line
treatment, it is usually combined with obinutuzumab.
Venetoclax can be given alone or in combination with
rituximab as a second- or third-line therapy.
* Retreatment with venetoclax combined with
obinutuzumab as a second- or third-line therapy
can be prescribed ‘off-label’ by healthcare providers
at their discretion. However, it is important to note
that insurance plans may not cover the cost of
medications that are prescribed off-label.

ADMINISTRATION ROUTE

Taken orally by mouth (in tablet, film coated form).

LENGTH OF TIME ADMINISTERED

+ When Venetoclax is given in combination with
another medication it is usually taken for a pre-
determined, limited amount of time and then stopped
(also called limited-duration, fixed-duration, or time-
limited therapy). When venetoclax is taken alone
(which is not common), it may be taken continuously
until the CLL or SLL progresses.

If you have previously untreated CLL or SLL then
venetoclax is usually taken in combination with
obinutuzumab for 12 months.

If you have previously received treatment for CLL or
SLL, then venetoclax is usually taken in combination
with rituximab for up to 24 months.

DOSING

* Your healthcare provider will increase the daily dose
amount each week for 5 weeks (this is called the
ramp-up phase).

« The starting dose is 20 milligrams taken once per day.

« The maximum dosage does not exceed 400 mg per day.

MISSED DOSE

If a dose is missed by more than eight hours, it should
be skipped. Then take the next dose at the regularly
scheduled time. Do not take an extra dose to make up
for the missed dose

HOW TO TAKE THIS MEDICATION

« Take it with a meal and plenty of water.

+ Do not chew. crush, or break tablets

+ Do not ingest any starfruit, grapefruit juice, grapefruit,
bitter orange/marmalade products. or Seville oranges
(these are known to interfere with the metabolism of
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the medication and can potentially cause toxic levels
of the drug to build up in the blood).

COMBINATION THERAPIES

Can be used in combination with other medications
(such as obinutuzumab or rituximab) and/or various
combinations of medications being studied in clinical trials.

COMMON SIDE EFFECTS

Side effects can occur as a result of any medication,

some of which may go away with time as your body

adjusts to the new medication. Please notify your

healthcare provider right away if any of the following

side effects occur:

+ Low white blood cell count, low red blood cell count,

and low platelet count

Diarrhea, nausea, constipation, or vomiting

+ Infection (upper respiratory. pneumonia, blood, or
other infections)

+ Cough

+ Muscle, joint, stomach, mouth/throat, or back pain

* Decreased appetite

+ Bloating or gassiness

« Swelling of the arms, legs, hands, or feet

Fatigue or tiredness

+ Tumor Lysis Syndrome (see special considerations below)

Other side effects not mentioned above may also

occur. Notify your healthcare provider of any other

unusual symptoms, as they may be able to tell you

about ways to prevent or reduce certain side effects.

MANAGING COMMON SIDE EFFECTS

Some side effects are more common than others,

many of which will go away after a short period of time
after staying on the medication. It is important to talk
to your healthcare provider to discuss if you might be
able to manage side effects in the short term to stay

on the therapy until your body has time to adjust to the
new medication. Here are some possible ways to help
manage some of .the most commeon side effects of
venetoclax in consultation with your healthcare provider.

Tumor Lysis Syndrome (TLS)

+ You can help prevent TLS by staying well hydrated
and drinking at least 60 ounces of water every day
during the ramp-up phase, especially the first day of
each dose increase. It is important to begin hydrating
at least two days before the first dose begins.

« Your health care provider may recommend a
medication called allopurinol to prevent the buildup
of something called uric acid in the blood.

www.CLLSoclety.org



https://www.cllsociety.org/cll-medicine-cabinet/

CLL Society’s Test Before Treat Program

* Test FISH and TP53 Mutation before every treatment

» Test IgVH mutation status before the 1st treatment

* Deletion 17p or del(17p) = NO CHEMOTHERAPY
Test Before Treat » TP53 mutation = NO CHEMOTHERAPY

* IgVH unmutated = NO FCR

* |gVH mutated = possible FCR

CLL SOCIETY

CLL SOCIETY
* Provides guidance on biomarker CLL SOCIETY )
testing recommendations and TEST before TREAT

their implications for prognosis
and treatment decisions

 Learn more at:
https://cllsociety.org/newly-
diagnosed/test—before-treat/

SMART PATIENTS GET SMART CARE"™



https://cllsociety.org/newly-diagnosed/test-before-treat/
https://cllsociety.org/newly-diagnosed/test-before-treat/

CLL Society’'s Free CAR-T Therapy Brochure

CLL SOCIETY

o o Ko ABo e e o . Explains CAR-T therapy in patient-friendly

CAR-T Therapy . terms
for Chronic Lymphocytic Leukemia (CLL) « Can be viewed online in a digital flipbook

format

* Free hard copies are available to have on
hand in offices or infusion centers for
distribution

* Visit hitps://cllsociety.org/CAR-T to view the
brochure and place an order



http://cllsociety.org/CAR-T

CLL Society’s Free Online Patient
Education Toolkit

CLL SOCIETY

« Contains a wide variety of information about the biology of the
disease, available treatment options, and other important
CLL/SLL topics presented in a patient-friendly way.

 Learn more at: https://cllsociety.org/cll-sll-patient-education-toolkit/

EII 'ElI
'|.||" |II: i
Ellu |II | |

PATIENT EDUCATION

ToolKIT

Resources to Support Patients with CLL/SLL



http://cllsociety.org/cll-sll-patient-education-toolkit/

CLL Society’'s COVID-19 Action Plan

— Encourages patients to create a plan
ahead of time to be prepared for when
they test positive.

Monitoring Supplies

CLL SOCIETY
|

HOUSEHOLD QUARANTINE PLAN

CLL SOCIETY

. Know Winer o Go A Do These Things After Testing
— Includes: " Positive for COVID-19

Determine Where
Critical COVID-19 Have plenty

ACTIVATE YOUR PLAN! ACT EARLY-EVEN IF YOU

H ( : . Treatments Are mask (prefef
> P I a n n I n h e C kI I St Available Nearby D contact withl FEEL FINE. REMEMBER, TIME IS OF THE ESSENCE.
| O Access your COVID-19 Planning Folder.
Healthcare Team D Keep your ¢
. Contact Information :Z‘Z‘:rap!:s'sr: O Read through your COVID-19 Planning Checklist and Instructions again.
> H O u Se h O I d u a ra n tI n e P I a n | O Contact your healthcare provider(s) immediately to discuss arranging
D e —— D CD;’":'"“’:["“';"' urgent treatment with the anti-COVID-19 monoclonal antibodies and any
i
to Place in CngID-19 their comacg other possible early therapies as soon as possible
Planning Folder 1 O Activate your Household Quarantine Plan.
H If living with
> Checklist for what to do as soon as you [== 0 e
oci control open|
Documents to Place 1 IMPORTANT PEOPLE TO CONTACT
in COVID-19 Have neces!

ngn
Planning Folder for each pery Contact anyone you have been around in the previous 48 hours and inform
itizer, di
z\al:'r;e;_u;: them of your positive test result. By notifying close contacts of possible

exposure, you may be helping them prevent the spread of COVID-19 to

q |
Quarantine Plan their friends and family.
. . . . . Wipe down
Visit: https://www.cllsociety.org/covid-19-home/action-plan/ O 2 el e
. . . . ::::::3 ;g O normal, and it is important to answer the call to assist with contact tracing,
f which may also help slow the spread.
|
— Do not shar Call your healthcare provider(s) to notify them of your positive test result.
D utensils, tow| O Stay in touch with them periodically to ask questions and/or inform them of

with soap an your status. And do not hesitate to call your healthcare provider(s) to report

any symptoms that are severe or concerning to you.

ﬁj SCHEDULED APPOINTMENTS

O If you have an in-person medical appointment that cannot be avoided, call
the office ahead of time to remind them you have been diagnosed with
COVID-19. This will help the office put measures in place to protect the staff
‘ and other patients when you arrive.



https://www.cllsociety.org/covid-19-home/action-plan/

Consider Mentioning CLL Society as an
Available Resource

Empower your patients.

Too many CLL patients are
navigating their disease alone.

™ d Please consider connecting your patients
-
+ ;

with the vital support, education, and other
; valuable resources that CLL Society can

offer as the world’s leading authority
on chronic lymphocytic leukemia and

small lymphocytic lymphoma.

)
\\‘ C”SOCiety.Org Knowledge. Guidance. Compassion.
L |

&7

CLL SOCIETY

CLL SOCIETY



CLL Society’s Clinician Resource Library

CHRONIC LYMPHOCYTIC

CLL SOCIETY
Resource Library

LEUKEMIA

WHAT IS CHRONIC LYMPHOCYTIC LEUKEMIA?
Chronic lymphocytic leukemia (CLL) is a slow-growing blood cancer invalving the abnormal overgrowth of
type of white blood cell called B-lymphocytes. in CLL not only are too many sbnormal B-1ymphocy
produced, but the cancerous cells also live '~~~ : -
cancerous B-lymphocyte cells accumulate in
aiso classified as a type of non-Hodgkin's Lymg
North America. it is considered a rare

CLL SOCIETY

CLL SOCIETY

Resource Library

CANCER-RELATED FATIGUE

Partnered CME A S B nocync Leukemiar

Frori Research
Offerings Program

Medication
Fact Sheets

Topical
Handouts

The exact cause of CLL is still unknown. As with
many types of cancer, advancing age plays a

significant role. Researchers are continually wor
to understand the exact mechanisms that cause

WHAT IS CANCER-RELATED FATIGUE?

Fatigue is one of the t common symptoms by 9 chronic
!b';c d;i::dk W““E:‘“"’Y llu:DK! the couse '\:A:' leukemia (CLL) and small L), and it is. ‘overiocked,
i Salsiind Bo Qanatic mstaiions arcuning S underreported, and undertreated. This may be due to a lack of awareness that fatigue does not have to
Available to Order for Available to Order for Broaden your DA, spacifc ganes tht cause CLL have not e & il pert of having cancer, anc that  ca ba reatae. Those who expariance cancer related

Free or Print on Demand Free or Print on Demand knowledge of CLL-

related topics.

Click Here Click Here

Apply for one of our
grant opportunities.

Click Here

Visit:

https://cllsociety.org/cll-society-clinician-resource-library/ .

to view the full list of available handouts, fact sheets,

and other valuable information.

yet been identified. The disease typically occurs
spontaneously. CLL is generally not considered
hereditary in the sense that it cannot be directly
passed down to children. However, some new

research suggests that in rare cases there may t
connection to a family history of blood cancers.

WHAT ARE SOME OF THE RISK
FACTORS FOR DEVELOPING CHRONIC

LYMPHOCYTIC LEUKEMIA?

« Age: CLL is usually disgnosed in people that 8
over 60 years old. but it can also occur in mue
younger adults. CLL is extremely rare in childr
About 90% of people diagnosed are okder tha
50 years old, with the average age of disgnasi
being 71 years old

« Gender: Men are almost twice as fikely to dew
CLL compared to women

« Race/Ethnicity: Individuals who are White are
more frequently affected by CLL than other ra
or ethnic groups. followed by Blacks, Hispanic
and Native Americans. It is rare in Asians. The!
& higher disease association with Europeans
Ashkenazi Jewish descent.

* Environmental, Occupational and Chemical

developing CLL. For example, those living on |
near a farm have increased risk, but it is not ¢l
if factors such as pesticides are contributing b

10F 2 ——

fatigue feel exhausted to the point of not being able to perform normal activities throughout the day,
and aften the fatigue does not improve with additional sleep or rest.

WHAT ARE THE DIFFERENCES
BETWEEN CANCER-RELATED FATIGUE
AND TIREDNESS?
Even those without cancer experience periods of
tiredness. But feeling tired should not last for ver
long, and it should drastically improve after gettit
additional rest. Cancer-related fatigue is not the
me as tiredness. With cancer-related fatigue,
there is a feeling of intense weskness and an over
lack of energy to perform normal activities. One.
of the main differences is that getting additional
rest or sleep may not impx
and legs may feel heavy or difficult to move, and
the exhaustion may be 5o extreme that there is o
desire to eat or walk to the bathroom even after
resting or sleeping for long periods of time.

WHAT CAUSES CANCER-RELATED
FATIGUE?

Cancer-relsted fatigue is not fully understood, but
here are some possible causes:

cancer itself (especially when the cancer is

progressing)

+ Cancer treatments (and the fatigue may linger
even after the medication is no longer being taki

« Emotional factors (depression, stress, and anxiet

« Significant anemia, including autoimmune
hemolytic anemia

« Chronic diseases including diabetes. heart
disease, and conditions affecting the thyroid,
kidney, and liver

+ Vizamin and mineral deficiencies (iron, vitamin D
and vitamin B12)

ARE THERE ANY NON-MEDICAL

CLL SOCIETY

ACTIVE SURVEILLANCE

Resource Library

Active survedlance iz an approach used in chranic lymphocytic leukemia (CLL) and small lymphocytic

lymphoma (SLL) when the cancer is not causing significant health problems ar bothersome 3,

treatment is not yet needed. However, during this time the disease s being very closely monitored by your
healthcare team. Other phrases used to describe this approach include “Watch and Wait” or

‘Active Obsarvation.” While it more commonly refers to the
iz necessary, active survedance also describes the time p
been completed but ongoing close

SHOULDN'T ALL CANCERS BE a
TREATED RIGHT AWAY? =

it depends on the type of cancer. Many individuals

with CLL and SLL can go years without requiring
treatment, and up to one-third of thase diognosed
with the disease will never need treatment. Research

to avoid treatment as long as possible until the
cancer becomes more active. Treatments for CLL and
SLL will be just as effective i they are not taken until

TEST BEFORE TREAT

What Are the Three Most Important Tests to Have
After Receiving a Diagnosis of CLL or SLL?

@ §

)
CLL SOCIETY

FISH TPS3 IgVH
(Fluorescence (immunoglobulin Variable
in Situ Hybridization) Protein 53) Heavy chain)

Why Is It Important to Have These Three Tests Performed?

+ Some common cancer trestments (such as traditional « Results of these tests can help predict how

Of CLL or SLL. 50 the results of these tests are very. future and what the prognosis (or outiook)
important to help guide treatment decisions. might be.

When Should These Tests Be Performed?
FISH TPSs3 IgVH

* Dehydration significant symptoms are present
 Poot maison ornot asting enough cakries orificons sy s
* Chronic pain WHAT KIND OF CLOSE MONITORING ™
. Drug:.‘u'.nd to treat other symptoms and medic OCCURS DURING ACTIVE SURVEILLANCE? o
u
B R you rs ot receing oy medicorr
o lm )Du' CLL or SLL, yuu will 51 e your specialist Cl
O OF 2 ——————— exam. and how well you feel. At <
your healthcare team will check for new or s
Yeoraniog symptoms and be tooking for wendsn
o chcnrethe cancas iy ba pogresing. Theze
Smoroms e refred o o4 B syatoms ha e

ight in the previous & m

« Savers Ftigus thet mokes it it bo wark or
perform usual daily activities.

+ Fevers higher than 100.4°F lasting for ot least 2
weeks without any other signs of infection.

+ Drenching night sweats (s0aking the bed sheets) for
more than @ month without evidence of infection.

Other symptoms your healthcare provider will be
monitoring for tend to accur later in the course of the

10F2

Thistest s usually performed at s test s sl pertormed

disgnosis
every time & new reatment i started.  every time & new treatment s started. the st treatment s starved
This test should be performed sgsin This test should be performed sgain This test resut
prior to the start of each new trestment  prior to the start of each new treatment changes over tine,
the resuits of this test can because the resuits of this test can <0 retesting i generally

change over not

simost never

the course of the disease.

What Are These Tests Looking for
and How Can They Inform Treatment Decisions?

FISH Testing TP53 Gene Mutation

+ Looks for several dfferent chromosomsl

sbnormaiities (sso called mutstions) including:  + I the TPS3 gene is mutsted, traditionsl
* Deletion 7p (Del 176) ‘chemoimmunotherapy will NOT be effective and should
+ Deletion Tiq (Del 1lg) never be considered as a possibie treatment opt
* Deletion 13 (Del 13a) IgVH Gene Mutation
+ Trisomy 12 + Identifies whether IgVH is mutated or unmutsted.

o wp o
should NOT be il be MU be

hemoimmunotherapy. considered as a possible treatment option.

« FISH, TPS3, and IgVH at diagnosis or before the
Frst trestment is started,
POINTS: . Fisi and TPS3 should be tested sgain esch and
ry time & new treatment i started.



https://cllsociety.org/cll-society-clinician-resource-library/

Other Ways to Connect Patients to CLL
Society

CLL SOCIETY

« Contact CLL Society today to
receive: We are here to help.

° ' thelr cancar diagnosie aloe.
Free CLL Society
postcards to give to your

Get connected with the free support,
education, and other valuable resources

. that CLL Society has to offer as the
patlents world's leading authority on CLL and SLL.
 Free CLL Soci ety o  cllsociety.org knowiedge. Guidance. Community.

posters to place in an
office or infusion area

<’

CLL SOCIETY




