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Use
VENCLEXTA is a prescription medicine used to treat 
adults with chronic lymphocytic leukemia (CLL) or 
small lymphocytic lymphoma (SLL). 
It is not known if VENCLEXTA is safe and effective 
in children. 

Important Safety Information
What is the most important information I should 
know about VENCLEXTA?
VENCLEXTA can cause serious side effects, including: 
Tumor lysis syndrome (TLS). TLS is caused by the fast 
breakdown of cancer cells. TLS can cause kidney failure, 
the need for dialysis treatment, and may lead to death. Your 
healthcare provider will do tests to check your risk of getting 
TLS before you start taking VENCLEXTA. You will receive 
other medicines before starting and during treatment with 
VENCLEXTA to help reduce your risk of TLS. You may also 
need to receive intravenous (IV) fluids into your vein. Your 
healthcare provider will do blood tests to check for TLS 
when you first start treatment and during treatment with 
VENCLEXTA. It is important to keep your appointments for 
blood tests. Tell your healthcare provider right away if you have 
any symptoms of TLS during treatment with VENCLEXTA, 
including fever, chills, nausea, vomiting, confusion, shortness 
of breath, seizures, irregular heartbeat, dark or cloudy urine, 
unusual tiredness, or muscle or joint pain.

Drink plenty of water during treatment with VENCLEXTA 
to help reduce your risk of getting TLS. Drink 6 to 8 glasses 
(about 56 ounces total) of water each day, starting 2 days 
before your first dose, on the day of your first dose of 
VENCLEXTA, and each time your dose is increased.
Your healthcare provider may delay, decrease your dose, 
or stop treatment with VENCLEXTA if you have side effects.

Who should not take VENCLEXTA?
Certain medicines must not be taken when you first 
start taking VENCLEXTA and while your dose is being 
slowly increased because of the risk of increased TLS.
•  Tell your healthcare provider about all the medicines 

you take, including prescription and over-the-counter 
medicines, vitamins, and herbal supplements. VENCLEXTA 
and other medicines may affect each other causing serious 
side effects.

•  Do not start new medicines during treatment 
with VENCLEXTA without first talking with your 
healthcare provider.

Before taking VENCLEXTA, tell your healthcare 
provider about all of your medical conditions, 
including if you:
• have kidney or liver problems.
•  have problems with your body salts or electrolytes, 

such as potassium, phosphorus, or calcium.
•  have a history of high uric acid levels in your blood or gout.
•  are scheduled to receive a vaccine. You should not receive a 

“live vaccine” before, during, or after treatment with VENCLEXTA, 
until your healthcare provider tells you it is okay. 

VENCLEXTA® is a registered trademark of AbbVie Inc. GAZYVA® is 
a registered trademark of Genentech, Inc. Distributed and marketed 
by AbbVie Inc., 1 North Waukegan Road, North Chicago, IL 60064.
Marketed by Genentech USA, Inc., 1 DNA Way, South San Francisco, CA 
94080-4990. ©2020 AbbVie Inc. and Genentech USA, Inc.   
US-VENC-200093/March 2020

If you are not sure about the type of immunization 
or vaccine, ask your healthcare provider. These vaccines 
may not be safe or may not work as well during treatment 
with VENCLEXTA.
•  are pregnant or plan to become pregnant. VENCLEXTA may 

harm your unborn baby. If you are able to become pregnant, 
your healthcare provider should do a pregnancy test before 
you start treatment with VENCLEXTA, and you should use 
effective birth control during treatment and for at least 30 days 
after the last dose of VENCLEXTA. If you become pregnant or 
think you are pregnant, tell your healthcare provider right away.

•  are breastfeeding or plan to breastfeed. It is not known if 
VENCLEXTA passes into your breast milk. Do not breastfeed 
during treatment with VENCLEXTA.

What should I avoid while taking VENCLEXTA?
You should not drink grapefruit juice or eat grapefruit, Seville 
oranges (often used in marmalades), or starfruit while you are 
taking VENCLEXTA. These products may increase the amount 
of VENCLEXTA in your blood.

What are the possible side effects of VENCLEXTA?
VENCLEXTA can cause serious side effects, including:
•  Low white blood cell counts (neutropenia). Low white 

blood cell counts are common with VENCLEXTA, but can also 
be severe. Your healthcare provider will do blood tests to check 
your blood counts during treatment with VENCLEXTA.

•  Infections. Death and serious infections such as pneumonia and 
blood infection (sepsis) have happened during treatment with 
VENCLEXTA. Your healthcare provider will closely monitor and 
treat you right away if you have a fever or any signs of infection 
during treatment with VENCLEXTA.

Tell your healthcare provider right away if you have 
a fever or any signs of an infection during treatment 
with VENCLEXTA.
The most common side effects of VENCLEXTA when 
used in combination with obinutuzumab or rituximab or 
alone in people with CLL or SLL include low white blood 
cell counts; low platelet counts; low red blood cell counts; 
diarrhea; nausea; upper respiratory tract infection; cough; 
muscle and joint pain; tiredness; and swelling of your arms, 
legs, hands, and feet.
VENCLEXTA may cause fertility problems in males. 
This may affect your ability to father a child. Talk to your 
healthcare provider if you have concerns about fertility.
These are not all the possible side effects of VENCLEXTA. 
For more information, ask your healthcare provider 
or pharmacist.
You are encouraged to report negative side effects of 
prescription drugs to the FDA. Visit www.fda.gov/medwatch 
or call 1-800-FDA-1088.
If you cannot afford your medication, contact 
www.medicineassistancetool.org for assistance.

Please see Brief Summary of full Prescribing
Information on following pages.

Visit VENCLEXTA.com to learn more
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What is the most important information I 
should know about VENCLEXTA?

VENCLEXTA can cause serious side effects, 
including:
Tumor lysis syndrome (TLS). TLS is caused by 
the fast breakdown of cancer cells. TLS can cause 
kidney failure, the need for dialysis treatment, and 
may lead to death. Your healthcare provider will 
do tests to check your risk of getting TLS before 
you start taking VENCLEXTA. You will receive other 
medicines before starting and during treatment 
with VENCLEXTA to help reduce your risk of TLS. 
You may also need to receive intravenous (IV) 
fluids into your vein. Your healthcare provider will 
do blood tests to check for TLS when you first start 
treatment and during treatment with VENCLEXTA. 
It is important to keep your appointments for blood 
tests. Tell your healthcare provider right away if 
you have any symptoms of TLS during treatment 
with VENCLEXTA, including: 

• fever
• chills
• nausea
• vomiting
• confusion
• shortness of breath

• seizures
• irregular heartbeat
• dark or cloudy urine
• unusual tiredness
• muscle or joint pain

Drink plenty of water during treatment with 
VENCLEXTA to help reduce your risk of getting 
TLS.
Drink 6 to 8 glasses (about 56 ounces total) of 
water each day, starting 2 days before your first 
dose, on the day of your first dose of VENCLEXTA, 
and each time your dose is increased. 
Your healthcare provider may delay, decrease your 
dose, or stop treatment with VENCLEXTA if you 
have side effects. 
See “What are the possible side effects of 
VENCLEXTA?” for more information about side 
effects. 

What is VENCLEXTA?

VENCLEXTA is a prescription medicine used:
• to treat adults with chronic lymphocytic leukemia 

(CLL) or small lymphocytic lymphoma (SLL).
• in combination with azacitidine, or decitabine, or 

low-dose cytarabine to treat adults with newly-
diagnosed acute myeloid leukemia (AML) who:
• are 75 years of age or older, or
• have other medical conditions that prevent the 

use of standard chemotherapy.
It is not known if VENCLEXTA is safe and effective 
in children. 
Who should not take VENCLEXTA? Certain 
medicines must not be taken when you first 
start taking VENCLEXTA and while your dose is 
being slowly increased because of the risk of 
increased tumor lysis syndrome (TLS).
• Tell your healthcare provider about all the 

medicines you take, including prescription 
and over-the-counter medicines, vitamins, and 
herbal supplements. VENCLEXTA and other 
medicines may affect each other causing serious 
side effects. 

VENCLEXTA® (ven-KLEKS-tuh) 
(venetoclax tablets)

CONSUMER BRIEF SUMMARY
CONSULT PACKAGE INSERT FOR FULL 
PRESCRIBING INFORMATION

Patient Information
Read the Medication Guide that comes with VENCLEXTA before you start taking it and each time you get 
a refill. There may be new information. This brief summary does not take the place of talking with your 
doctor about your medical condition or treatment.  

• Do not start new medicines during treatment 
with VENCLEXTA without first talking with your 
healthcare provider.

Before taking VENCLEXTA, tell your healthcare 
provider about all of your medical conditions, 
including if you:
• have kidney problems
• have liver problems
• have problems with your body salts or 

electrolytes, such as potassium, phosphorus, or 
calcium

• have a history of high uric acid levels in your 
blood or gout

• are scheduled to receive a vaccine. You should 
not receive a “live vaccine” before, during, or 
after treatment with VENCLEXTA, until your 
healthcare provider tells you it is okay. If you 
are not sure about the type of immunization or 
vaccine, ask your healthcare provider. These 
vaccines may not be safe or may not work as 
well during treatment with VENCLEXTA. 

• are pregnant or plan to become pregnant. 
VENCLEXTA may harm your unborn baby. 
• If you are able to become pregnant, your 

healthcare provider should do a pregnancy test 
before you start treatment with VENCLEXTA.

• Females who are able to become pregnant 
should use effective birth control during 
treatment and for at least 30 days after the last 
dose of VENCLEXTA. 

• If you become pregnant or think you are 
pregnant, tell your healthcare provider right 
away.

• are breastfeeding or plan to breastfeed. It is not 
known if VENCLEXTA passes into your breast 
milk. Do not breastfeed during treatment with 
VENCLEXTA. 

Tell your healthcare provider about all the 
medicines you take, including prescription and 
over-the-counter medicines, vitamins, and herbal 
supplements. VENCLEXTA and other medicines 
may affect each other causing serious side effects. 
See “Who should not take VENCLEXTA?”

How should I take VENCLEXTA?

• Take VENCLEXTA exactly as your healthcare 
provider tells you to take it. Do not change your 
dose of VENCLEXTA or stop taking VENCLEXTA 
unless your healthcare provider tells you to. 

• When you first take VENCLEXTA: 
• You may need to take VENCLEXTA at a hospital 

or clinic to be monitored for TLS.
• If you are taking VENCLEXTA for CLL or SLL, 

your healthcare provider will start VENCLEXTA 
at a low-dose. Your dose will be slowly 
increased weekly over 5 weeks up to the full 
dose. Read the Quick Start Guide that comes 
with VENCLEXTA before your first dose. 

• If you are taking VENCLEXTA for AML, your 
healthcare provider will start VENCLEXTA at a 
low-dose. Your dose will be slowly increased 
daily up to the full dose. Follow your healthcare 
provider’s instructions carefully while 
increasing to the full dose. 

• Follow the instructions about drinking water 
described in the section of this Medication 
Guide about TLS called “What is the most 
important information I should know about 
VENCLEXTA?” and also in the Quick Start 
Guide. 

• Take VENCLEXTA 1 time a day with a meal and 
water at about the same time each day.

• Swallow VENCLEXTA tablets whole. Do not chew, 
crush, or break the tablets.

• If you miss a dose of VENCLEXTA and it has been 
less than 8 hours, take your dose as soon as 
possible. If you miss a dose of VENCLEXTA and 
it has been more than 8 hours, skip the missed 
dose and take the next dose at your usual time. 

• If you vomit after taking VENCLEXTA, do not take 
an extra dose. Take the next dose at your usual 
time the next day. 

What should I avoid while taking VENCLEXTA?

You should not drink grapefruit juice, eat grapefruit, 
Seville oranges (often used in marmalades), or 
starfruit while you are taking VENCLEXTA. These 
products may increase the amount of VENCLEXTA 
in your blood. 

What are the possible side effects of 
VENCLEXTA?

VENCLEXTA can cause serious side effects, 
including:
• See “What is the most important information I 

should know about VENCLEXTA?”
• Low white blood cell count (neutropenia). 

Low white blood cell counts are common 
with VENCLEXTA but can also be severe. Your 
healthcare provider will do blood tests to 
check your blood counts during treatment with 
VENCLEXTA. 

• Infections. Death and serious infections such 
as pneumonia and blood infection (sepsis) have 
happened during treatment with VENCLEXTA. 
Your healthcare provider will closely monitor 
and treat you right away if you have fever or 
any signs of infection during treatment with 
VENCLEXTA. 

Tell your healthcare provider right away if you 
have a fever or any signs of an infection during 
treatment with VENCLEXTA. 
The most common side effects of VENCLEXTA 
when used in combination with obinutuzumab 
or rituximab or alone in people with CLL or SLL 
include:
• low platelet counts • cough
• low red blood cell 

counts
• muscle and joint pain

• diarrhea • tiredness
• nausea • swelling of your arms, 

legs, hands, and feet
• upper respiratory tract 

infection

03-B947 Venclexta CB - 7.625 x 10.5(1.5).indd   1 /09/Aug2019   3:10 PM
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The most common side effects of VENCLEXTA 
in combination with azacitidine or decitabine 
or low-dose cytarabine in people with AML 
include:
• nausea • swelling of your arms, 

legs, hands, and feet
• diarrhea • vomiting
• low platelet counts • tiredness
• constipation • shortness of breath
• fever with low white 

blood cell counts
• bleeding

• low red blood cell 
counts

• infection in lung

• infection in blood • stomach (abdominal) 
pain

• rash • pain in muscles or 
back

• dizziness • cough
• low blood pressure • sore throat
• fever
VENCLEXTA may cause fertility problems in males. 
This may affect your ability to father a child. Talk 
to your healthcare provider if you have concerns 
about fertility. 
These are not all the possible side effects of 
VENCLEXTA. For more information, ask your 
healthcare provider or pharmacist. 
Call your doctor for medical advice about side 
effects. You may report side effects to FDA at 
1-800-FDA-1088. 

How should I store VENCLEXTA?

• Store VENCLEXTA at or below 86°F (30°C).
• For people with CLL/SLL, keep VENCLEXTA 

tablets in the original package during the first 4 
weeks of treatment. Do not transfer the tablets 
to a different container. 

Keep VENCLEXTA and all medicines out of reach 
of children. 

General information about the safe and 
effective use of VENCLEXTA.

Medicines are sometimes prescribed for purposes 
other than those listed in a Medication Guide. Do not 
use VENCLEXTA for a condition for which it was not 
prescribed. Do not give VENCLEXTA to other people, 
even if they have the same symptoms that you have. 
It may harm them. You can ask your healthcare 
provider or pharmacist for information about 
VENCLEXTA that is written for health professionals. 

What are the ingredients in VENCLEXTA?

Active ingredient: venetoclax 
Inactive ingredients: copovidone, colloidal silicon 
dioxide, polysorbate 80, sodium stearyl fumarate, 
and calcium phosphate dibasic. 
The 10 mg and 100 mg coated tablets also include: 
iron oxide yellow, polyvinyl alcohol, polyethylene 
glycol, talc, and titanium dioxide. The 50 mg 
coated tablets also include: iron oxide yellow, iron 
oxide red, iron oxide black, polyvinyl alcohol, talc, 
polyethylene glycol, and titanium dioxide. 

Manufactured and 
Marketed by: 
AbbVie Inc.
North Chicago, IL 60064

© 2019 AbbVie Inc.

Marketed by:
Genentech USA, Inc.
A Member of the Roche 
Group
South San Francisco, CA 
94080-4990
© 2019 Genentech, Inc. 

Ref: 03-B947 Revised July 2019
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An opportunity to hear patients with cancer, along with their families and 
loved ones, speak openly about their experience is just a click away. These 
frank, open discussions will address many of your questions and fears, 
helping you prepare for the journey ahead. Connect with these patients and 
caregivers on an emotional level while hearing the answers and assurance 
needed through your diagnosis.

At CURE®, we provide insight to people like you whose lives have been 
touched by cancer, letting them know that they are not alone. We strive to 
give readers an identity that goes further than their diagnosis. CURE® makes 
cancer understandable, and we aim to make life with cancer understandable. 

A community of more than just patients. Join us.

Real people sharing their 
journeys, fears and hopes

Finally ... a trusted video resource to help guide you 
through your cancer diagnosis

  Visit  

 curetoday.com

and subscribe to receive 

the latest video updates

cure_magazine Cure Magazine CureToday
Join the conversation on social
media using #MoreThanAPatient
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Disease Background

Leukemia is a form of cancer that starts in the blood-
forming cells in bone marrow (the soft, spongy tissue in 
the center cavity of all bones). When one of these cells 
changes (mutates), it grows uncontrollably, dividing rapidly 
and producing abnormal white blood cells. Because these 
abnormal cells — called leukemia cells — live longer than 
they should, they build up in the bone marrow, crowding out 
normal cells and eventually spilling into the bloodstream. 
Once in the bloodstream, leukemia cells can also spread to 
other organs.1

CLL is a form of leukemia in which the bone marrow makes 
too many lymphocytes (a type of white blood cell), and these 
lymphocytes eventually spill into the blood. CLL is the most 
common leukemia in adults, with an estimated 20,720 new 
cases diagnosed in 2019.1,2 The average person’s lifetime risk 
of getting CLL is 1 in 175.3  

There are two forms of CLL: one that progresses slowly 
and one that progresses very quickly. The slow-growing form 
can remain stable for years. The faster-growing CLL is more 
serious, requiring immediate treatment.1 

Risk Factors for CLL
There are very few known risk factors for CLL. They include 
the following4,5 : 

•  Age: Risk of CLL increases with age. Average age 
at diagnosis is approximately 70. CLL is very rare in 

children and uncommon in adults less than 40.
•  Exposure to chemicals: Herbicides such as Agent 

Orange used during the Vietnam War have been linked 
to increased risk.

•  Family history: First-degree relatives (parents, siblings, 
children) of someone diagnosed with CLL are at 
increased risk.

•  Gender: CLL is slightly more common in men than 
women.

•  Race/Ethnicity: CLL is more common in white people 
and those of Russian or Eastern European Jewish 
descent. 

What Are the Symptoms of CLL?
Many patients are not experiencing symptoms when they 
first receive their diagnosis. The most common reported 
symptoms of CLL include the following5,6:

• Weakness or exhaustion.
• Labored breathing.
•  Pain or “fullness” in the belly (caused by an enlarged 

spleen).
• Weight loss.
• Fever, night sweats.

As CLL advances, signs and symptoms include anemia, 
increased risk of infections, and excess bruising and bleeding.5

What Is Chronic Lymphocytic Leukemia (CLL)? 
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How Is CLL Diagnosed?
A variety of tests can be performed to diagnose CLL5-8: 

Complete blood count with differential measures such 
things as the number of red blood cells, white blood cells, 
and platelets (tiny blood cell fragments that help form clots 
to stop bleeding) and the number and type of white blood 
cells. Too many lymphocytes or low amounts of red blood 
cells and platelets may indicate a diagnosis, but other tests 
are needed to confirm.

Bone marrow testing examines the fluid and tissue in bone 
marrow for cancerous antibodies, indicating a diagnosis of 
CLL. This test also can provide insight into the severity of  
the disease.

Flow cytometry uses a machine to examine the types of 
cells in a blood sample and can determine if the lymphocytes 
contain CLL cells.

 
CT scans are not used to diagnosis CLL but, rather, to deter-
mine if the cancer has spread into other parts of the body. 

How Is CLL Staged? 
Staging systems are created for different cancers to deter-
mine how advanced the cancer is and appropriate treat-
ment options. In the United States, the Rai system is most 
often used to stage CLL and is based on lymphocytosis:  
The patient must have a high number of lymphocytes in 
their blood and bone marrow that isn’t linked to any other 
cause (like infection). The Rai system divides CLL into  
five stages9:

•  Stage 0: low risk; lymphocytosis; no enlargement of 
spleen, liver or lymph nodes; near-normal red blood cell 
and platelet counts.

•  Stage 1: intermediate risk; lymphocytosis; enlarged 
lymph nodes; no enlargement of spleen or liver; near-
normal red blood cell and platelet counts.

•  Stage 2: intermediate risk; lymphocytosis; enlarged 
spleen or liver; lymph nodes may or may not be en-
larged; near-normal red blood cell and platelet counts.

•  Stage 3: high risk; lymphocytosis; lymph nodes, spleen 
or liver may or may not be enlarged; low red blood cell 
count (anemia); near-normal platelet counts.

•  Stage 4: high risk; lymphocytosis; enlarged lymph 
nodes, spleen or liver; low or near-normal red blood cell 
count; low platelet count (thrombocytopenia).

CLL Treatment Team
A CLL treatment team will most likely include specialists in 
different areas of oncology to ensure the best care during 
treatment and may include a10:

•  Hematologist (doctor who treats blood disorders).
•  Radiation oncologist (doctor who treats cancer with 

radiation therapy).
•  Medical oncologist (doctor who treats cancer with 

medicines such as chemotherapy).
•  Surgical oncologist (doctor who uses surgery to  

treat cancer).

It is important to talk often with everyone on your treat-
ment team to understand your diagnosis and treatment 
options, stay informed throughout cancer treatment and 
become comfortable asking questions about such things as 
medication, treatment plan and support services. 
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Treatment Options
The CLL treatment landscape has evolved rapidly over 
the past several years, offering patients more options. It’s 
important to stay informed about these treatment options and 
to know what best matches your goals. Many factors must 
be considered when selecting treatment, such as stage of 
disease, patient age and overall health, duration of therapy, 
side effects and quality of life. Patients respond differently to 
different treatments; shared decision-making with your health 
care team is essential to choosing the right treatment for you. 
The most common treatments for CLL are: 6 

Watch and Wait is typically the standard of care for patients 
with CLL who have no significant changes in blood counts 
and no symptoms of the disease. With watchful waiting, 
patients are often monitored through medical exams and 
regular assessments to determine the stability of the disease. 
Patients are often concerned about waiting to begin treat-
ment, but studies have shown no benefit to early treatment. 
In addition, early treatment is associated with certain risks, 
including potential side effects, treatment complications and 
the possibility of building resistance to certain drugs that may 
be needed later, as the disease progresses.11 

Chemotherapy involves using drugs to attack cells that  
divide quickly. However, these drugs also attack healthy cells 
that divide quickly, which can lead to side effects. Side 
effects vary based on the patient and the drugs used, but 
common side effects include hair loss, loss of appetite, 
nausea, risk of infection and tiredness.12 Most normal cells 
eventually recover from the side effects of chemotherapy,  
but because cancer cells are mutated, they usually do not 
recover. Different kinds of chemotherapy drugs are used to 
treat CLL, either alone or in combination with other drugs.12,13 

Monoclonal Antibodies are man-made versions of immune 
system proteins (antibodies) that are designed to attach to a 
specific target — in this case, proteins on the surface of can-
cer cells. These chemotherapy-free agents fill an important 
need, particularly for patients with CLL who cannot handle 
the harsh effects of chemotherapy.14 These drugs can help 
a patient’s immune system more effectively respond to, 
find and attack cancer cells. Some monoclonal antibodies 
also fight cancer in other ways. Side effects of monoclonal 
antibodies can range from itching, chills, fever, nausea, rash, 
fatigue and headache to more severe side effects, including 
chest pain, swollen face and tongue, and feeling lightheaded 
or faint.15 
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Obinutuzumab targets CD20, a protein found on B lympho-
cytes (a type of white blood cell). This drug can be used in 
a patient whose disease has come back or who does not 
respond effectively to other selected treatments. It is often 
combined with a chemotherapy drug or a targeted drug as a 
front-line treatment.15

Rituximab targets CD20 and can be used alone or in combi-
nation with chemotherapy or a targeted therapy as a front-
line treatment or second-line treatment if a patient does not 
respond well to chemotherapy. Rituximab has become a key 
treatment for CLL.15

Monoclonal antibodies are given through intravenous infu-
sion, so side effects can occur at the time of infusion or 
hours after. Mild side effects include itching, chills, fever, 
nausea, rash, fatigue and headache. More severe side effects 
include chest pain, racing heart, swollen face and tongue, 
cough, trouble breathing or dizziness, and feeling lightheaded 
or faint. Before initiating treatment, it is important to ask 
your doctor about any side effects that you should expect 
and find out how to manage or prevent them.15 

Targeted Therapies are drugs that zero in on some of the 
changes that make cancer cells different from normal cells. 
Targeted therapy drugs identify and attack specific cancer 
cells and, for the most part, leave normal, healthy cells 
alone. Unlike standard chemotherapy drugs that attack rap-
idly growing cells in general (cancer cells and normal cells), 
targeted therapies pinpoint one or more specific proteins on 
or in CLL cells. Different targeted therapies are used to treat 
CLL, including kinase inhibitors (which block specific kinases 
— the proteins in cells that relay signals like telling the cell to 
grow) and BCL2 inhibitors (which target BCL2 — a protein in 
CLL cells that helps them survive longer than they should). 
Targeted therapy drugs have different side effects than stan-
dard chemotherapy, and these side effects depend largely on 
the type of drug and what it targets.16

Targeted agents focus on changes within the cells that are 
causing the cancer. Different targeted therapies focus on in-
hibiting distinct proteins. For example, kinase inhibitors block 
proteins in the cells, called kinases, that give the cells signals 
to grow. Two types of kinase inhibitors that are used to treat 
CLL are BTK and PI3K inhibitors.16
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Acalabrutinib is the most recently FDA-approved agent on 
the CLL therapeutic market. It targets the BTK pathway, given 
alone or with other drugs, either as a front-line treatment or 
after other drugs have been attempted. Acalabrutinib is taken 
orally, usually twice a day. Common side effects include, 
headache, diarrhea, bruising, fatigue, muscle and joint pain, 
cough, rash and low blood counts. More serious reactions 
may include hemorrhage, severe infections and an irregular 
heartbeat. It is also important to protect against the sun 
while outside, as some patients have reportedly developed 
skin cancer and other cancers while taking acalabrutinib.16  

Duvelisib is a PI3K inhibitor, blocking two forms of this pro-
tein that deliver signals that trigger the growth of CLL cells. 
It is given in as a pill. Common side effects include diarrhea, 
fever, fatigue, nausea, cough, pneumonia, stomach pain, joint 
and muscle pain, rash and low blood counts. More serious 
reactions involve liver damage, severe diarrhea, inflammation 
of the lung or allergic reaction.16

Ibrutinib targets the BTK pathway, which allows CLL cells 
to grow and survive. Ibrutinib is used as a front-line treat-
ment for CLL and has been reported to improve hard-to-treat 
cases, when the cancer comes back or the patient has other 
chromosomal characteristics that can make treatment more 
challenging. Possible mild side effects include diarrhea, nau-
sea, constipation, fatigue, swollen feet and hands, shortness 
of breath, body aches, rash and low blood counts. Some pa-
tients may experience drug infections.16

Idelalisib targets PI3K-delta and is given as a pill. It has been 
reported to help cases of CLL in which other treatments have 
been attempted. Common side effects include diarrhea, fe-
ver, fatigue, nausea, cough, pneumonia, stomach pain, chills, 
rash and low blood counts. Possible serious side effects are 
liver damage, severe diarrhea, inflammation of the lung, aller-
gic reaction, perforation of intestines and infections.16

Venetoclax targets the BCL-2 pathway, which helps prolong 
the survival of CLL cells. This drug can be administered 
alone or with a monoclonal antibody. Side effects may in-
clude low white or red blood cell counts, diarrhea, nausea, 
respiratory infections, low platelet counts, fatigue, pneumo-
nia and infections.16

Combination Therapies treat CLL with two or more drugs. 
Researchers are looking into how certain targeted therapies, 

monoclonal antibodies and chemotherapy drugs work to-
gether to benefit certain patients with CLL. Common com-
bination therapies that are FDA approved for treating CLL 
are as follows17:

• Bendamustine plus anti-CD20 monoclonal antibody.
• Chlorambucil plus obinutuzumab. 
• Acalabrutinib plus obinutuzumab.
• Venetoclax pus obinutuzumab.
• Ibrutinib plus obinutuzumab.
• Venetoclax plus rituximab.
• Idelalisib plus rituximab.

An advantage of having so many treatment options is 
the potential for a better quality of life. The newer avail-
able treatments for CLL have distinct side-effect profiles 
so regimens can be better tailored to a patient’s needs 
and goals.18 

Recent Therapeutic Developments 
Fixed-Duration Targeted Therapies allow doctors to 
stop therapy after a relatively short fixed period of time. 
Although most targeted monotherapies can be admin-
istered indefinitely, a fixed-duration chemotherapy-free 
regimen, such as venetoclax plus obinutuzumab, offer 
potential to achieve treatment efficacy (to produce a 
desired result) without the need for continuous therapy. 
In 2019, the FDA approved the fixed-duration (12 28-day 
treatment cycles) combination of venetoclax plus obinu-
tuzumab for previously untreated CLL and small lympho-
cytic leukemia. Both drugs were already approved for CLL 
when used alone, but study results of this combination 
showed hopeful outcomes.14 Specifically, this combination 
reduced the risk of disease worsening or death by 67% 
when compared with another regimen, obinutuzumab plus 
chlorambucil. There was also a high response in minimal 
residual disease negativity found in the bone marrow and 
peripheral blood, which means that highly sensitive tests 
did not detect cancer.19

Clinical Trials are research studies that enable doctors to 
evaluate promising new treatments for a disease, includ-
ing CLL. Clinical trials are a primary way that doctors find 
out if a new treatment is safe and effective or better than 
the standard treatment. Clinical trials are not appropriate 
for everyone. Talk with your doctor to get more informa-
tion about clinical trials in CLL and whether you might be a 
good fit for one. 
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Health, Diet and Emotional Support
Coping with the physical and emotional toll of a cancer 
diagnosis and treatment is a significant challenge. This 
section provides tips and resources to help manage CLL 
and maintain your quality of life. Just be sure to talk with 
your treatment team before making any changes.

Health
Being informed about the potential consequences and side 
effects of the disease itself and your chosen treatment will 
better prepare you to manage them. Common global side 
effects — which may or may not be specific side effects of 
your chosen treatment — include anemia, bleeding/clotting 
problems, thrombocytopenia, hair loss, muscle and joint 
pain, fatigue, weight and muscle loss, insomnia, mouth 
sores, infections, oral health complications, changes in 
taste and nausea/vomiting.20 Consult your doctor to learn 
about potential side effects of your chosen treatment and 
how to best manage them. 

Healthy lifestyle habits — such as maintaining appro-
priate weight, managing stress, getting plenty of sleep, 
limiting the use of tobacco and alcohol, and exercising for 
shorts periods — can also have a positive impact on the 
physical and mental side effects of cancer treatment. Just 
be sure to consult your doctor before beginning a new 
exercise routine. Healthy habits like these also can reduce 
anxiety and fatigue, improve heart function and potentially 
improve your overall quality of life. 21  

Diet
Cancer treatment can result in a loss of appetite. You may 
feel full after eating small amounts of food or not be hungry 
at all. Eating well and maintaining proper weight, however, 
can help you better tolerate side effects from treatment, 
lower your risk of infection, and heal and recover faster.21

It is also important to stay hydrated by drinking lots of 
fluids, such as water, decaffeinated tea or coffee, juice, soup 
and broth, milk and milkshakes. Some foods that are recom-
mended to help keep up your strength and support your im-
mune system include the following21:

• Fruits and vegetables.
• Whole grains.
• Healthy oils (e.g., olive oil).
• Low-fat dairy.
• Low-fat protein and lean meats.

Because nutritional needs of people with cancer vary, your 
treatment team can help you identify your specific nutritional 
needs and put together a plan for how to meet them.

Emotional Support
Receiving a diagnosis of CLL and going through treatment 
can be very stressful. It is not unusual to feel many emo-
tions, including anxiety, depression, anger and fear. It’s 
normal for patients to feel overwhelmed and worried about 
keeping their jobs, paying their bills, taking care of family, 
getting sick and dying.22 Expressing your feelings is essen-
tial to your health. Attending local support groups, hearing 
other people’s experiences and being surrounded by people 
who can relate to how you’re feeling can help you manage 
these emotions.22

Preparing a list of questions in advance and bringing a 
family member or caregiver to appointments can help relieve 
some of the emotional burden and ensure that you receive 
and understand all the important details of a visit.23,24 A 
sample of frequently asked questions to bring to your doctor 
appointments can be found on page 16.  

The cost of cancer treatment is often another major 
source of emotional stress. It is helpful to keep organized 
copies of medical and financial records throughout your di-
agnosis and treatment and to discuss any financial concerns 
with your treatment team.25-27 Drug prices vary, so the cost 
of your treatment plan will depend on the therapies selected. 
It is important to review your benefits and to work with your 
insurance provider and health care team on how your treat-
ment can best be covered.28

Targeted therapies offer promising new options for treating 
CLL but can be very expensive.29,30 However, fixed-duration 
combination regimens may reduce the need for continuous 
longer-term care, possibly reducing costs.31

Many educational and supportive resources are available 
to help patients share their concerns or seek assistance. 
Please see pages 20 through 26 for more information. 
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Frequently Asked Questions
What is chronic lymphocytic leukemia (CLL)?
CLL is a form of leukemia in which the bone marrow makes 
too many lymphocytes (a type of white blood cell), and these 
lymphocytes eventually spill into the blood.1

How prevalent is CLL?
CLL is the most common leukemia in adults, with an esti-
mated 20,720 new cases diagnosed in 2019.2 The average 
person’s lifetime risk of getting CLL is 1 in 175.3  

What are the symptoms of CLL?
Many patients are not experiencing any symptoms of CLL 
when diagnosed. Some of the most common reported symp-
toms include fatigue, labored breathing, fullness of the abdo-
men, weight loss, fever and night sweats.5,6

How is CLL detected?
Multiple tests can determine a diagnosis of CLL. Many times, 
however, CLL is discovered when routine bloodwork is done 
for other reasons. Other tests to detect CLL include bone 
marrow tests, flow cytometry and CT scans.5,7

What are the risk factors of CLL?
There are very few known risk factors of CLL. They include4,5:

•  Age: Risk of CLL increases with age. The average age of 
people diagnosed with CLL is approximately 70.

•  Exposure to chemicals: Herbicides such as Agent Orange used 
during the Vietnam War have been linked to increased risk.

•  Family history: First-degree relatives (parents, siblings, chil-
dren) of someone diagnosed with CLL are at increased risk.

•  Gender: CLL is slightly more common in men than women.
•  Race/Ethnicity: CLL is more common in white people and 

those of Russian or Eastern European Jewish descent.5

How is CLL treated?
There are various therapeutic options for treating CLL. Treat-
ment plans are based on multiple factors, including stage of 
disease, underlying conditions, type of CLL, and the patient’s 
age and overall health. Talk with your doctor about which 
option will be best for your needs and treatment goals. The 
most common treatments for CLL are as follows6,10:

• Watch and wait.
• Chemotherapy.
• Monoclonal antibodies.
• Targeted therapy.
• Combination regimens.

How long can you live with CLL?
The survival rate for patients with CLL varies according to 
the stage of disease. The five-year survival rate — meaning 
the percentage of people who live five years or more after 
CLL is detected — is approximately 84% for patients age  
20 and older. It is essential to remember that all survival rate 
statistics are an estimate and updated by experts every  
five years.32

How will CLL affect my lifestyle?
Everyone responds to cancer and cancer treatment differ-
ently. It is important to consult your treatment team about 
possible side effects that will affect your quality of life and 
daily routine. This way, you will be better prepared to  
manage them. 

How do I know if a clinical trial is the best fit  
for me?
Clinical trials are not for everyone. It is important to see if 
your physician recommends clinical trials for your individual 
case of CLL and ask if there is a study that may be a good fit 
for you. Further research about clinical trials can be found at 
clinicaltrials.gov.

What factors should be considered when 
discussing treatment options?
When sorting through the variety of treatment options, 
be sure to consider the cost and side effects of the treat-
ment. The severity and characteristics of your CLL may limit 
your selection of treatment options. To better understand 
your doctor’s recommended treatment, make sure to stay 
educated about your CLL type. It is important to discuss 
financial plans and support programs, as well as side effect 
profiles that may affect your quality of life, with your health 
care team. 
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Anemia: a condition in which the body does not have enough 
healthy red blood cells, causing fatigue and weakness 

Bone marrow: soft, fatty tissue inside bone, where blood 
cells form

Chemotherapy: drugs that destroy rapidly growing cells in 
the body, including cancer cells

Chronic lymphocytic leukemia: a type of leukemia that 
progresses slowly, starting in cells that become lymphocytes 

Clinical trial: a type of research study enabling doctors 
to evaluate the safety and effectiveness of promising new 
treatments or procedures

Efficacy: the ability to produce the desired or intended result

Hematologist: a doctor who specializes in blood-related 
diseases and disorders 

Leukemia: a form of cancer that begins in the blood-forming 
cells of bone marrow

Lymph nodes: small bean-shaped structures throughout 
the body that are part of the immune system and become 
inflamed in patients with CLL

Lymphocyte: a type of white blood cell that is part of the 
immune system

Monoclonal antibody: a cancer treatment that uses drugs 
to target proteins on the surface of cancer cells and assists 
the immune system in attacking the cancer cells 

Minimal residual disease (MRD): the small amount of 
cancer cells that remain in the body after treatment; MRD 
negativity means that no cancer cells were detected after 
treatment and is associated with longer remissions

Oncologist: a doctor who specializes in diagnosing and 
treating cancer

Prognosis: the predicted course and severity of disease

Rai staging: system typically used in the United States to 
determine the severity of CLL

Refractory: refers to the body’s resistance to certain 
treatment 

Relapse: the return of cancer after a patient was in 
remission 

Remission: a period when a patient shows normal blood, 
bone marrow and overall health after treatment

Targeted therapy: a treatment that uses drugs to 
specifically attack certain parts of cancer cells  

Thrombocytopenia: a condition in which the body does not 
have enough platelets in the bloodstream, which can lead to 
issues with bleeding and bruising 

Glossary of Important Terms
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Questions to Ask Your Health Care Provider
Receiving a cancer diagnosis can be overwhelming. To help you get the answers you need, here is a list of questions to ask your 
doctor. Be sure to take this list to your appointment. There’s also space for you to add questions and notes of your own5,6,33,34:

What is the stage and risk group of my CLL, and what does that mean for me?

Can you explain my lab tests to me?

What other doctors or specialists do you recommend I see for CLL?

Is it likely that my CLL will spread to other organs of my body?

What treatments do you recommend for me and why?

What is the goal of my treatment plan?

What are the side effects of my treatment, and how can I prepare myself and manage them?
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How long will my treatment last?

Do I need to make any lifestyle changes?

Can my cancer return after treatment?

Can you give me more information on clinical trials?

What support services do you recommend for me and my family?

What will happen after treatment?

Should my other family members be tested for CLL?

Do you have any brochures or additional materials that I can take home?
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Whom should I speak with about my financial and insurance concerns?

Additional questions:

Questions to Ask Your Health Care Provider (continued)
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Patient Education Resources

American Cancer Society
www.cancer.org 

The American Cancer Society is a nationwide, community-based 
voluntary health organization that is dedicated to eliminating 
cancer. From breakthrough research to free lodging near 
treatment to a 24/7/365 live helpline to convening powerful 
activists to create awareness and impact, it is attacking cancer 
from every angle. 

Resource Checklist
 Cancer basics and general information
 Latest research updates
 Downloadable PDFs

ADDRESS
250 Williams St. NW
Atlanta, GA 30303

CONTACT INFO
Phone: 800-227-2345

Cancer.net
www.cancer.net 

Cancer.net, doctor-approved patient information from the 
American Society of Clinical Oncology, provides cancer 
information from leaders who are highly involved in the 
advancement of cancer care. The site offers timely, 
comprehensive information so patients and families can stay 
informed about their health care. 

Resource Checklist
 Updated research information
 Blog and e-newsletters
 Resources on navigating cancer care

ADDRESS:
2318 Mill Road, Suite 800
Alexandria, VA 22314

CONTACT INFO
Phone: 571-483-1780
Email: contactus@cancer.net
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Cancer Support Community
www.cancersupportcommunity.org 

A professionally led, nonprofit, global network, Cancer Support 
Community is committed to empowering all people impacted by 
cancer through educational resources, a toll-free helpline and 
emotional, psychological and financial support services. It also 
conducts research and advocates at all levels of government.

Resource Checklist
 Cancer Support Resources (online and in person)
 Blog and radio show
 Cancer support helpline (888-793-9355)

ADDRESS
734 15th St. NW, Suite 300
Washington, DC 20005 

CONTACT INFO
Phone: 888-793-9355 
Email: online form

CancerCare
www.cancercare.org 

CancerCare is a national organization offering free, professional 
support services and information to help patients manage the 
challenges of cancer. It offers financial, emotional and practical 
support, along with online, phone and in-person support groups 
and counseling. 

Resource Checklist
 Counseling and support groups
 Information by cancer type
 Financial assistance resources

ADDRESS
275 Seventh Ave.
New York, NY 10001

CONTACT INFO
Phone: 800-813-4673
Email: info@cancercare.org
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CLL Advocates Network
http://www.clladvocates.net/ 

The CLL Advocates Network works collaboratively and 
internationally to improve treatments for CLL. It empowers 
patients to become advocates for the CLL community, holds 
annual meetings, offers educational programs and provides 
quality resources to engage patients and other patient 
organizations throughout the world. 
  
Resource Checklist

 Advocacy opportunities
 Conferences and education programs
 CLL patient groups

CONTACT INFO
Email: info@clladvocates.net

CLL Society 
https://cllsociety.org/ 

The CLL Society is a patient-centric, physician-curated nonprofit 
organization focused on patient education, support, research and 
advocacy. It is dedicated to addressing the unmet needs of the 
CLL and related blood cancer communities.

Resource Checklist
 Critical CLL knowledge, breaking news
 Support groups, live forums, webinars
 Free, online second opinionsADDRESS

P.O. Box 3197
Olathe, KS 66063 

CONTACT INFO 
Email: support@cllsociety.org
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The Leukemia & Lymphoma 
Society
www.lls.org/lymphoma 

The Leukemia & Lymphoma Society is dedicated to curing 
blood cancers and the largest nonprofit funder of blood cancer 
research. It is devoted to improving quality of life for patients 
and their families through free education and support (including 
assistance with identifying and enrolling in a clinical trial) and 
driving policy changes. 
 
Resource Checklist

 Information booklets/videos
 Nutrition/support online chats and resources
 Disease information

ADDRESS
3 International Drive, Suite 200
Rye Brook, NY 10573 

CONTACT INFO
Phone: 800-955-4572
Email: online form

CURE®

www.curetoday.com 

CURE® strives to make cancer, and life with cancer, 
understandable by giving patients the latest FDA and research 
information by cancer type, resources for emotional support and 
more. It also encourages patients and caregivers to share their 
experiences to help others who are facing the same challenges. 

Resource Checklist
 Cancer guides
 Newsletters
 CURE Connections®

ADDRESS
2 Clarke Drive, Suite 100
Cranbury, NJ 08512

CONTACT INFO
Phone: 800-210-2873
Email: info@curetoday.com
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National Organization for 
Rare Disorders
https://rarediseases.org/ 

The National Organizations for Rare Disorders has been providing 
services for more than 30 years to families and patients, medical 
professionals, rare disease patient organizations and those who 
may be looking to advance diagnostics and therapies. It provides 
materials for each population looking to gain more information on 
rare disease types.

Resource Checklist
  Information on medication and financial assistance programs
 Clinical trials and research updates
 Patient organizations resource

ADDRESS
55 Kenosia Ave. 
Danbury, CT 06810

CONTACT INFO
Phone: 800-999-6673
Email: online form

Lymphoma Research 
Foundation
www.lymphoma.org 

The Lymphoma Research Foundation is dedicated to improving 
care through educational and support services and improving 
outcomes by investing in promising lymphoma research. It offers 
information about lymphoma, the most recent treatment options, 
and the latest research and educational services offered around 
the country.

Resource Checklist
 Booklets and fact sheets
 Mobile app and helpline
 Educational programs and support networks

ADDRESS
Wall Street Plaza
88 Pine St., Suite 2400
New York, NY 10005

CONTACT INFO
Phone: 800-500-9976
Email: helpline@lymphoma.org
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Patient Access Network 
Foundation
https://panfoundation.org/index.php/en/ 

The Patient Access Network Foundation is dedicated to helping 
patients who are underinsured or paying out of pocket for 
prescribed rare disease medications and treatments. Its mission 
is to improve access and affordability for all patients who need 
care. 

Resource Checklist
 Financial assistance
 Support programs
 Donation portal

ADDRESS
805 15th St. NW, Suite 500
Washington, DC 20005

CONTACT INFO
Phone: 866-316-7263
Email: info@panfoundation.org 

Patient Power
www.patientpower.info/   

Patient Power is dedicated to helping cancer patients, survivors 
and family members through education and advocacy. 
Resources include access to coverage of medical conferences 
and town meetings, where patients can learn from health care 
professionals and connect with other patients. It also offers 
programs led by top medical professionals. 

Resource Checklist
 Educational events and webinars
 Blog
 Health centers by cancer type

ADDRESS
P.O. Box 1666
Bellevue, WA 98009

CONTACT INFO
Email: comments@patientpower.info
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Resources Reference Chart

PATIENT EDUCATION RESOURCES

Website Address Contact

American Cancer Society
www.cancer.org 

250 Williams St. NW
Atlanta, GA 30303

Phone: 800-227-2345

Cancer.net
www.cancer.net 

2318 Mill Road,
Suite 800
Alexandria, VA 22314

Phone: 571-483-1780
Email: contactus@cancer.net

Cancer Support Community
www.cancersupportcommunity.org 

734 15th St. NW, Suite 300
Washington, DC 20005 

Phone: 888-793-9355
Email: Online form

CancerCare
www.cancercare.org 

275 Seventh Ave.
New York, NY 10001

Phone: 800-813-4673
Email: info@cancercare.org

CLL Advocates Network
www.clladvocates.net/ 

Email: info@clladvocates.net

CLL Society 
https://cllsociety.org/  

P.O. Box 3197
Olathe, KS 66063 

Email: support@cllsociety.org

CURE®

www.curetoday.com 
2 Clarke Drive,
Suite 100
Cranbury, NJ 08512

Phone: 800-210-2873
Email: info@curetoday.com

The Leukemia & Lymphoma Society
www.lls.org/lymphoma 

3 International Drive, Suite 200
Rye Brook, NY 10573 

Phone: 800-955-4572
Email: Online form

Lymphoma Research Foundation
www.lymphoma.org 

Wall St. Plaza
88 Pine St., Suite 2400
New York, NY 10005

Phone: 800-500-9976
Email: helpline@lymphoma.org

National Organization for Rare Disorders
https://raredisease.org/

55 Kenosia Ave. 
Danbury, CT 06810

Phone: 800-999-6673
Email: Online form

Patient Access Network Foundation
https://panfoundation.org/index.php/en/

805 15th St. NW, Suite 500
Washington, DC 20005

Phone: 866-316-7263
Email: info@panfoundation.org 

Patient Power
www.patientpower.info/ 

P.O. Box 1666
Bellevue, WA 98009

Email: comments@patientpower.info
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