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From the Publisher

Understanding  
Follicular  
Lymphoma
If you or a loved one has received recent news of a 
diagnosis of follicular lymphoma, it is likely that 
you have many questions about the disease 
and how to manage life during and after cancer 
treatment. Understanding your diagnosis and 
taking a proactive role in care can be helpful toward 
improving overall outcomes and maintaining a 
better quality of life.

This guide offers an in-depth explanation of 
follicular lymphoma, including how it is diagnosed 
and treated. The guide’s Health, Diet, and Emotional 
Support section provides patients with suggestions 
on how to cope physically and emotionally during 
and after treatment and maintain a healthy lifestyle.

For additional support, this guide also highlights 
organizations that share a mission to increase 
funding for lymphoma research, provide emotional 
and financial support for patients, and their families 
and caregivers, and promote public awareness of 
follicular lymphoma. The organizations listed are 
all working to help patients and their caregivers 
pursue the highest possible level of care. We hope 
you find this guide useful and wish you the best on 
your journey.
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Information About Follicular Lymphoma

What is Follicular Lymphoma?
Lymphoma is a type of cancer that forms in a person’s lymphatic system. The 
lymphatic system, which works with the immune system to fight infections, includes 
lymphoid tissue, lymph vessels, and a clear fluid called lymph. Lymphoid tissue is 
found in lymph nodes and organs located throughout the body. For this reason, 
lymphoma can start almost anywhere.1

There are several types of lymphoma, each of which behaves, spreads, and 
responds to treatment differently. The 2 main types of lymphoma are Hodgkin 
lymphoma and non-Hodgkin lymphoma1; these affect lymphocytes, the cells of the 

immune system.2 The 2 main 
types of lymphocytes that can 
develop into lymphomas are 
B-lymphocytes (B cells) and 
T-lymphocytes (T cells).3 

Follicular lymphoma is a 
type of B cell non-Hodgkin 
lymphoma that develops in 
a specific (follicular) pattern 
in a person’s lymph nodes. 
Follicular lymphoma, which 
is slow growing and may 
respond well to treatment, 
but can be difficult to cure, is 
commonly found in the lymph 
node areas of the body and in 
bone marrow.1

Symptoms of Follicular 
Lymphoma
The symptoms associated 
with follicular lymphoma 
may vary based on where 
the cancer forms. The most 
common symptoms include 
enlargement of the lymph 
nodes, fatigue, anemia, 
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shortness of breath, night sweats, and weight loss. However, individuals with this 
form of lymphoma may not be experiencing symptoms when they are diagnosed.1,3

Diagnosing Follicular Lymphoma
There are various tests and procedures that may be used to detect and diagnose 
follicular lymphoma. If your healthcare professional suspects lymphoma, he or she 
will likely review your medical history and then conduct a physical exam to check for 
any swollen lymph nodes. Following the physical exam, if your physician suspects 
lymphoma, he or she will recommend one or more of the following1:

•	 A biopsy is the only way to diagnose a non-Hodgkin lymphoma such as follicu-
lar lymphoma. During a biopsy, part or all of a lymph node will be removed. The 
tissue will then be reviewed under a microscope by a pathologist, who will look 
at the size, shape, and pattern arrangement of node cells.

•	 A genetic analysis can be performed to analyze lymphoma cell DNA. This analy-
sis can help identify any cell abnormalities and confirm the type of lymphoma.

•	 Blood tests are used to measure the amounts of cancerous cells in a patient’s 
blood and can be helpful when determining the stage of a patient’s cancer.

•	 Imaging tests (eg, x-ray, computed tomography, or magnetic resonance imag-
ing) can be useful if lymphoma is suspected. These tests allow healthcare pro-
fessionals to check a specific abnormality inside a patient’s body for signs of 
cancer. For patients who have been diagnosed with follicular lymphoma, these 
tests check if cancer has spread and whether treatment has been effective.

Staging Follicular Lymphoma
If follicular lymphoma is confirmed, your healthcare professional will evaluate how 
advanced it is in order to develop the best treatment plan for you. The Ann Arbor 
staging system (Table1)1 is commonly used to stage cases of follicular lymphoma. 
Lymphomas that affect an organ outside of the lymph system (ie, an extranodal 
organ) have E added to their stage (ie, stage IIE), and lymphomas that affect the 
spleen have an S added.1 
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Table. Ann Arbor Staging System for Follicular Lymphoma1

Stage Extent of Cancer

I •	Follicular lymphoma is found in 1 lymph node group
•	Follicular lymphoma is found in 1 area of a single organ outside the  

lymph system

II •	Follicular lymphoma is found in 2 or more lymph node groups on the  
same side of the diaphragm (a thin muscle under the lungs that  
separates the chest and abdomen)

•	Follicular lymphoma extends from a single group of lymph nodes into  
a nearby organ

III •	Follicular lymphoma is found in lymph node groups on both sides of  
the diaphragm

•	Follicular lymphoma is found in an area or organ next to the lymph  
nodes, in the spleen, or both

IV •	Follicular lymphoma is found outside the lymph system in the organ(s)  
not right next to the affected lymph node

•	Follicular lymphoma has spread to the bone marrow, brain, spinal cord, 
liver, or lungs

Treating Follicular Lymphoma
Once follicular lymphoma has been diagnosed and staged, you and your healthcare 
professional will work together to decide on an individualized treatment plan. 
Treatment options for follicular lymphoma may include one or a combination of  
the following:

•	 Watchful waiting, an approach through which a healthcare professional moni-
tors the patient, but does not prescribe treatment, is sometimes recommended 
if a patient shows no or very few symptoms.3

•	 Chemotherapy drugs are often recommended, either alone or in combina-
tion with each other, to help treat follicular lymphoma. During chemotherapy, 
anti-cancer drugs are administered to a patient intravenously or orally and in 
treatment cycles that are followed by recovery periods. The number of drugs, 
their doses, and the length of treatment will depend on your prognosis.1,3
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•	 Radiation therapy, another frequently recommended treatment for follicular 
lymphoma, sees machine-generated high-energy beams destroy cancerous 
cells. This type of therapy usually consists of a series of treatments scheduled 
over a period of time. It may be used alone or in combination with other treat-
ment options, such as chemotherapy, to treat more aggressive tumors.1,3

•	 Targeted therapies are drugs that are designed to stop the growth and spread 
of cancer by zeroing in on specific molecules needed for the growth of cancer 
cells. Depending on your prognosis, targeted therapy drugs can be used as a 
treatment option either alone or in combination with other treatments. These 
treatments may be taken orally, as a pill, or administered intravenously.1,3 

•	 Stem cell transplants are procedures in which healthy cells from blood, bone 
marrow, or an umbilical cord (collected from the patient or a donor) are infused 
to replace damaged or diseased cells. Stem cell transplants are most often used 
to treat patients who are in remission or whose cancer returns after remission.1

•	 Clinical trials are carefully controlled studies in which volunteers receive a 
potential treatment. These studies help researchers determine if a treatment 
is beneficial in the management of a particular medical condition. Many treat-
ments are currently being tested in clinical trials for patients with follicular lym-
phoma. For information about clinical trials in your area and to see if a clinical 
trial may be appropriate for you, speak with your healthcare professional.1,3 

What is Relapsed Follicular Lymphoma?
Follicular lymphoma may respond well to treatment, but can be difficult to cure.1 
For this reason, patients should follow up regularly with their cancer care team after 
treatment has ended and while in remission. Many patients will remain in remission 
for long periods of time following treatment; however, the disease often returns. 
When this happens, the lymphoma is called relapsed follicular lymphoma.3 

Some of the testing options that were performed to initially determine your 
diagnosis of follicular lymphoma will be repeated during regular follow-up visits with 
your healthcare professional to monitor for any signs of relapse. If cancer returns, your 
healthcare professional will work with you to develop a new treatment plan, taking into 
consideration variables such as the duration of remission following your last treatment 
received, previous treatments you have had, and your overall symptoms.4 

It is important to keep copies of all of your medical records, test results, and 
documents related to the treatments you have received. If you experience relapse, 
these materials can be helpful to your healthcare provider when deciding on an 
appropriate treatment plan.4 
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Health, Diet, and Emotional Support

There are steps you can personally take during your journey to help address your 
emotional needs and cope with treatment side effects. After a diagnosis of follicular 
lymphoma, you may consider making changes to your diet and lifestyle. The 
following information provides suggestions to help you stick to your treatment plan 
and manage the side effects associated with treatment. It is important to consult 
with your oncologist before beginning anything new.

Health1,5

Throughout treatment, it is not uncommon for patients to experience side effects, 
such as fatigue, that can make it difficult to accomplish daily tasks. To help reduce 
fatigue and to improve your health, both physically and mentally, healthcare 
professionals suggest exercise. If beginning or continuing an exercise program after 
a recent diagnosis, discuss your plans and the intensity of the intended workout 
with your healthcare professional who can help you determine a safe and effective 
exercise program. Certain factors, such as the extent of your cancer, your treatment 
regimen, and overall stamina, can affect your ability to exercise. Therefore, when 
exercising, be sure to listen to your body. It is okay to take a day off and rest when 
necessary. If you experience any side effects while exercising, be sure to discuss 
them with your healthcare professional right away. 
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Diet6 

Proper nutrition is beneficial both 
during treatment and after treatment 
ends. A balanced diet can help you 
maintain a healthy body weight, energy, 
and strength; better tolerate the side 
effects of treatment; and fight infection. 
Your diet should include a variety of 
nutritious foods, such as proteins, 
carbohydrates, fats, vitamins, and 
minerals. Also be sure to drink plenty 
of water.

During and after treatment, you 
may experience side effects that 
make it difficult to practice healthy 
eating habits. Common side effects of 
treatment include a loss of appetite, 
a sore mouth or throat, a dry mouth, dental and gum problems, changes in taste 
or smell, nausea, vomiting, diarrhea, constipation, fatigue, and depression. To 
help avoid these side effects, ask your healthcare professional how to prepare 
nutritionally before treatment begins. Should you experience any side effects, 
discuss them with your treatment team immediately.

Emotional Support1,7

As a patient with cancer, openly communicating with your loved ones, caregiver(s), 
and healthcare professionals is important. It is equally important not to hide your 
feelings or deny the need to talk to someone. Some people find that by talking, they 
begin to solve problems and think about other issues as their family and friends ask 
questions. Friends, family, and caregivers can share their strength and concern with 
you and help encourage you along the way, as well.

Joining a local support group and connecting with other cancer patients can also 
help you cope by allowing you to share your concerns and hear from others who are 
on a similar journey. Additionally, patients who speak regularly with their healthcare 
professionals are more proactive and more likely to be satisfied with their overall 
care. These patients tend to be more informed and more likely to complete therapy, 
and they find it easier to adjust to changes in care.

As you move forward with your cancer journey, utilize the resources on pages 16 
and 17 for additional information and support. 
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What is ZYDELIG? 
ZYDELIG is a prescription medicine used to treat adults with: 
•  Follicular B-cell non-Hodgkin Lymphoma (FL) when the disease worsens 

after treatment with at least 2 prior medicines. ZYDELIG was approved based 
on response rates. Data are not yet available to show if ZYDELIG improves 
symptoms or survival. 

ZYDELIG should not be used as the first medicine to treat people who have been 
diagnosed with FL. 

IMPORTANT SAFETY INFORMATION 

What is the most important information I should know about ZYDELIG? 

ZYDELIG can cause serious side effects that can lead to death, including:
•  Liver problems. Abnormal liver blood test results are common during treatment 

with ZYDELIG. ZYDELIG can cause severe liver problems. Your doctor will do 
blood tests before and during your treatment with ZYDELIG to check for liver 
problems. Tell your doctor right away if you get yellowing of your skin or the white 
part of your eyes (jaundice), dark or brown (tea-colored) urine, pain in the upper 
right side of your stomach area (abdomen), or bleeding or bruising more easily 
than normal. 

•  Severe diarrhea. Diarrhea is common during treatment with ZYDELIG and 
can sometimes be severe. Tell your doctor right away if the number of bowel 
movements you have in a day increases by 6 or more. Ask your doctor about 
medicines you can take to treat your diarrhea.

•  Lung or breathing problems. Your doctor may do tests to check your lungs if 
you have breathing problems during treatment with ZYDELIG. Tell your doctor 
right away if you get new or worsening cough, shortness of breath, difficulty 
breathing, or wheezing.

•  Infections. Tell your doctor right away if you have a fever or any signs 
of an infection while taking ZYDELIG.

•  Tear in intestinal wall (perforation). Tell your doctor or get medical help right 
away if you get new or worsening stomach area (abdomen) pain, chills, fever, 
nausea, or vomiting.

•  Severe skin reactions. Tell your doctor right away if you get painful sores or 
ulcers on your skin, lips, or in your mouth; a severe rash with blisters or peeling 
skin, or a rash with itching.

If you have any of the above serious side effects during treatment with ZYDELIG, 
your doctor may completely stop your treatment, stop your treatment for a period of 
time, or change your dose of ZYDELIG.

Who should not take ZYDELIG? 
•  Those with a history of serious allergic or skin reactions, as determined 

by a doctor.

What are the other possible side effects of ZYDELIG? 
ZYDELIG can cause serious side effects, including: 
• Serious allergic reaction. Tell your doctor or get medical help right away
•  Low white blood cell count (neutropenia). Neutropenia is common during

treatment with ZYDELIG and can sometimes be severe. Your doctor will 
check your blood counts regularly during treatment with ZYDELIG.
Tell your doctor right away if you have a fever or any signs of an infection.

The most common side effects of ZYDELIG when used alone include feeling 
tired, nausea, cough, fever, stomach area (abdomen) pain, pneumonia and rash.

What should I tell my doctor before taking ZYDELIG?
•  All of your medical conditions, including if you have liver, lung, or breathing 

problems or an infection. 
•  If you are pregnant or plan to become pregnant. ZYDELIG may harm your 

unborn baby. Women who are able to become pregnant should use effective 
birth control (contraception) during treatment with ZYDELIG and for at least 
1 month after the last dose of ZYDELIG. Talk to your doctor about birth control
methods. Tell your doctor right away if you become pregnant or think you are 
pregnant during treatment with ZYDELIG. 

•  If you are breastfeeding or plan to breastfeed. You and your doctor should   
decide if you will take ZYDELIG or breastfeed. You should not do both. 

•  All the medicines you take, including prescription and over-the-counter 
medicines, vitamins, and herbal supplements. ZYDELIG and certain other 
medicines may affect each other. 

Please see Important Facts about ZYDELIG, including important warnings, on the 
following page. 

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.

#1 prescribed treatment when 
Follicular Lymphoma returns 
after 2nd line or later treatment*

*IntrinsiQ, May 2015-December 2016.

Visit FLRelapseTreatment.com to learn more 
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IMPORTANT FACTS
This is only a brief summary of important information about 
ZYDELIG and does not replace talking to your healthcare  
provider about your condition and your treatment.

GET MORE INFORMATION
•  This is only a brief summary of important information about ZYDELIG.  

Talk to your healthcare provider or pharmacist to learn more
•  Go to ZYDELIG.com or call 1-800-GILEAD-5
•  If you need help paying for your medicine visit ZYDELIGAccessConnect.com  

for program information

MOST IMPORTANT INFORMATION ABOUT ZYDELIG

ZYDELIG can cause serious side effects that can lead to death, including:
•   Liver problems, which can be severe. Tell your doctor right away if you get any of 

these symptoms: yellowing of your skin or the white part of your eyes, dark or “tea-
colored” urine, pain in the upper right side of your stomach area, or bleeding  
or bruising more easily than normal.  

•   Severe diarrhea. Tell your doctor right away if the number of bowel movements you 
have in a day increases by 6 or more. Ask your doctor about medicines you can take 
to treat your diarrhea.

•   Lung or breathing problems. Tell your doctor right away if you get new or 
worsening cough, shortness of breath, difficulty breathing, or wheezing. 

•   Infections. Tell your doctor right away if you have a fever or any signs of an infection 
while taking ZYDELIG. 

•   Tear in intestinal wall (perforation). Tell your doctor or get medical help right away 
if you get new or worsening stomach area pain, chills, fever, nausea, or vomiting.

•   Severe skin reactions. Tell your doctor if you develop painful sores or ulcers on your 
skin, lips, or in your mouth, or if you develop a severe rash with blisters, peeling skin, or 
itching.

Your healthcare provider will need to do tests to monitor your health before 
and during treatment with ZYDELIG. This can include testing your liver, lungs, and 
white blood cell counts.
If you have any of the above serious side effects during treatment with ZYDELIG, your 
doctor may completely stop your treatment, stop your treatment for a period of time, or 
change your dose of ZYDELIG.

BEFORE TAKING ZYDELIG
Tell your healthcare provider if you:
•  Have liver, lung, or breathing problems or an infection
•  Have any other medical condition
•   Are pregnant or plan to become pregnant. ZYDELIG may harm your unborn baby. 

Females who are able to become pregnant should use effective birth control during 
treatment with ZYDELIG and for at least 1 month after stopping treatment. Tell your 
doctor right away if you become pregnant or think you are pregnant during treatment 
with ZYDELIG.

•   Are breastfeeding or plan to breastfeed. You should not take ZYDELIG  
if you are breastfeeding or plan to breastfeed.

ZYDELIG and other medicines may affect each other. Tell your healthcare 
provider about all the medicines you take:
•   Keep a list of all your medicines, including prescription and over-the-counter 

medicines, vitamins, and herbal supplements, and show it to your healthcare provider.

ABOUT ZYDELIG

ZYDELIG is a prescription medicine used to treat adults with:
•   Chronic Lymphocytic Leukemia (CLL) when the disease comes back after prior 

cancer treatment. It is used in patients who may otherwise be treated with Rituxan 
alone due to other health concerns.

•   Follicular B-cell non-Hodgkin Lymphoma (FL) and Small Lymphocytic Lymphoma 
(SLL) when the disease has come back after treatment with at least 2 prior medicines. 

ZYDELIG should not be used as the first medicine to treat people who have been 
diagnosed with CLL, FL, or SLL.
Do not take ZYDELIG if you have a history of serious allergic reactions or severe skin 
reactions. 
Take ZYDELIG exactly as your healthcare provider tells you to take it.

POSSIBLE SIDE EFFECTS OF ZYDELIG
ZYDELIG can cause serious side effects including: 
•   Those in the “Most Important Information about ZYDELIG” section
•  Serious allergic reactions
•  Low white blood cell count
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PATIENT EDUCATION Resources

Website Address Contact

American Cancer Society
www.cancer.org

American Cancer Society
250 Williams Street NW
Atlanta, GA 30303

Phone: 1-800-227-2345  
E-mail: Online

American Society of 
Hematology
www.hematology.org/
Patients

American Society of 
Hematology
2021 L Street NW
Suite 900
Washington, DC 20036

Phone: 202-776-0544
E-mail: Online

CURE®

www.curetoday.com
CURE®

2 Clarke Drive
Suite 100
Cranbury, NJ 08512

Phone: 1-800-210-2873
E-mail: info@curetoday 
.com

Lymphoma Research 
Foundation
www.lymphoma.org

Lymphoma Research 
Foundation
115 Broadway
Suite 1301
New York, NY 10006

Phone: 1-800-500-9976
E-mail: Helpline@
lymphoma.org

National Cancer Institute
www.cancer.gov

National Cancer Institute
BG 9609 MSC 9760
9609 Medical Center Drive
Bethesda, MD 20892

Phone: 1-800-422-6237
E-mail: Online

Patients Against 
Lymphoma
www.lymphomation.org

Patients Against Lymphoma
3774 Buckwampum Road 
Riegelsville, PA 18077

Phone: 610-346-8419
E-mail: KarlS@
Lymphomation.org

Resource Reference Chart
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SUPPORT GROUP Resources

Website Address Contact

CancerCare
www.cancercare.org

CancerCare
275 Seventh Avenue
22nd Floor
New York, NY 10001

Phone: 1-800-813-4673
E-mail: info@cancercare.org

Cancer Support Community
www.cancersupport 
community.org

Cancer Support Community 
734 15th Street NW
Suite 300
Washington, DC 20005

Phone: 1-888-793-9355
E-mail: help@cancer 
supportcommunity.org

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

The Leukemia & Lymphoma 
Society
3 International Drive
Suite 200
Rye Brook, NY 10573

Phone: 1-800-955-4572
E-mail: infocenter@lls.org

FINANCIAL ASSISTANCE Resources

Website Address Contact

HealthWell Foundation
www.healthwell 
foundation.org

HealthWell Foundation
PO Box 220410
Chantilly, VA 20153

Phone: 1-800-675-8416
E-mail: grants@
healthwellfoundation.org

The Leukemia & Lymphoma 
Society
www.lls.org/support/
financial-support

The Leukemia & Lymphoma 
Society
3 International Drive
Suite 200
Rye Brook, NY 10573

Phone: 1-800-955-4572
E-mail: infocenter@lls.org

Partnership for Prescription 
Assistance
www.pparx.org 

E-mail: Online

Patient Advocate 
Foundation
www.patientadvocate.org/
help.php

Patient Advocate 
Foundation
421 Butler Farm Road
Hampton, VA 23666

Phone: 1-800-532-5274
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Notes
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