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A CLL diagnosis can make it feel like your life has been 
turned upside down

After your diagnosis, you may be asking, “Why me? Why did I 
get CLL?" 
At this time, there isn’t an answer since no one knows exactly 
what causes CLL/SLL.1

You’re not alone

Approximately 5 out every 100,000 US adults are diagnosed 

with CLL each year.

• Most people with CLL/SLL are diagnosed at around age 70 

• CLL/SLL is more common in men 

• Up to 60% of people with CLL/SLL are diagnosed before they 

experience any symptoms2,3

YOUR   DIAGNOSIS 
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LEARN   ABOUT   CLL   and   sll
What are CLL and SLL?

CLL and SLL are slow-growing blood cancers. They are cancers of 

the white blood cell, also known as B cells.4

What is CLL? In CLL, cancer cells grow out of control and live longer than 
healthy cells. They crowd out healthy bone marrow and blood cells.4

How are CLL and SLL different? 
The main difference is where the cancer cells are found. In CLL, cancer 
cells are found mostly in the blood and bone marrow, but also in the 
lymph nodes and spleen. In SLL, cancer cells are found mainly in the 
lymph nodes.1,4

What causes CLL and SLL?
We know that CLL occurs when something changes in your genes and 
tells your B cells to grow out of control. But researchers are still trying to 
understand why genes change in the first place.1
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Key Terms

A B cell is a type of white blood cell that makes antibodies 
and helps your body fi ght germs. CLL aff ects B cells.4

Bone marrow is the soft inner part of bones. Bone marrow 
makes blood cells.1

Lymph nodes are small, bean-shaped glands located 
throughout the body. They act like a fi lter for bacteria and 

other harmful substances.5

The spleen helps make and remove blood cells. This organ 
sits to the right of the stomach.5

What happens in CLL?

CLL cells (abnormal B cells) build up slowly over time in bone 

marrow. This leads to changes in your blood, including changes in 

the number of these blood cells: 

• Lower red blood cell counts (anemia). 
This can cause tiredness

• Lower platelet counts. 
This can cause an increased tendency to bleed 

• Lower counts of certain white blood cells. 
This can make it easier to get infections1,4,6

A routine blood test can detect these changes. This is often the 

first step leading to a diagnosis of CLL.1
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You may not experience any CLL symptoms for years 

Your diagnosis can come as a shock because you don’t feel sick. 

This can happen because the abnormal B cells build up slowly. 

Over time, signs and symptoms of CLL will appear. It’s important 

to keep your doctor updated when new symptoms appear, or if 

existing symptoms worsen. Symptom changes can mean CLL is 

getting worse.1,4,6

Symptoms can include:

Be sure to reach out to your doctor 

if you experience chills, fever, or 

unexpected weight loss.4

Swollen lymph 
nodes

Shortness 
of breath

Pain or a sense 
of “fullness” in
the belly1,4

Tiredness

Chills

Fever

Night 

sweats

 Infections

Unexpected 

weight loss

SIGNS   AND   SYMPTOMS   OVER   TIME
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CLL   STAGING
When you were diagnosed, your doctor might have told you the 

stage of your CLL. As your doctor monitors your CLL, you might 

hear about changes in your stage. When you are diagnosed 

with CLL, your doctor will perform tests to see how advanced 

your disease is. Staging estimates what course the cancer might 

take in the future. It also helps you and your doctor develop a 

treatment plan that’s right for you.1,4,6

Sometimes doctors use the modified Rai staging system, which 

is divided into low-, intermediate-, and high-risk groups. Doctors 

may also refer to the Binet staging system, which has 3 stages, 

labeled A, B, and C. Each staging system uses different disease 

factors to determine the cancer stage.4,6,7
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TESTS   YOUR   DOCTOR   MAY   PERFORM
Your doctor ran tests to confirm your CLL diagnosis. Expert 

panels also recommend testing for risk factors such as gene 

mutational status and chromosomal deletions. These genetic 

markers can inform how CLL may progress as well as your 

treatment plan.4

DNA contains instructions. It tells cells what to do and how to 

make copies of themselves. Genes are the instructions written 

in the DNA. They control specific cell activities. DNA is packed 

inside chromosomes, which copy themselves when a cell divides.5,8

A chromosomal deletion is when a chromosome is missing 

a piece. This can happen when a cell divides. Several CLL 

chromosomal deletions have already been found, but research 

continues. These deletions are named “del” (for deletion) 

followed by the missing piece, for example, del 11q. Del 11q, as well 

as del 17p, are two chromosomal deletions that can mean your 

CLL may progress more quickly.4,6
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Sometimes genes within the DNA change, or mutate. Mutations 

are often seen as bad. In CLL, however, unmutated IGHV genes 

can mean that CLL will worsen more quickly. IGHV stands for 

immunoglobulin heavy-chain variable region gene.1

The test to determine if you have del 17p or other genetic 

abnormalities is called FISH (fluorescent in situ hybridization). 

DNA sequencing can detect whether you have unmutated IGHV.4

Del 11q
About 1 in 5 people (20%) with CLL 
may test positive for this risk factor.9

Del 17p
About 1 in 10 people (10%) newly 
diagnosed with CLL may test positive 
for this risk factor.1,10

IGHV
More than 1 in 2 people (56%) with CLL 
have the unmutated IGHV gene.11

Unmutated IGHV, del 17p, and del 11q are markers that can help your 

doctor better understand your CLL and plan your treatment. Because 

some risk factors can change over the course of your CLL, tests for 

certain risk factors may be repeated.4,12

Talk to your doctor about being tested and about your test results. 
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How will I know if my CLL is getting worse?

Are there any symptoms I should watch out for?

I am experiencing a tiredness that’s different than what I 
usually feel—emotionally and physically. Is this normal?

Do I have any specific CLL mutations? Which ones?

Should I start treatment for my CLL at this time?

What kind of treatment may be right for me?

How will I know if my treatment is working?

What kinds of side effects should I expect with my treatment? 

What should I do if I have side effects?

Is my experience what you usually see in other patients with CLL?

You may have questions about your treatment plan. Write them 

down so you won’t forget. You can use a journal or type them in 

your phone. If you are unsure what to ask, consider adding these:

Get   the   most   out   of   your   Doctor   visits   
by   asking   questions

If you don’t have a journal yet, you can add notes to the 

space provided on pages 21-23.
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COPING   with   stress
It’s normal to feel what you’re feeling. Everyone handles their 
diagnosis in their own way.

Common reactions and feelings can include:

• Fear, uncertainty, and anger

• Shock, disbelief, and sadness

• Difficulty coping with everyday life, including the ability to 

make decisions or solve problems

• Reassessing what is most important in your life 

You may have to rearrange and reprioritize some things in your 
life as you start treatment.

Some of these life changes might include: 

• Adapting your daily life to your new routine as you go to 

appointments and through treatment 

• Nurturing relationships with others 

• Learning how to talk to them about your diagnosis 

• Adjusting your work life
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When it’s time for treatment, you have options

It’s important to understand available treatments, and to talk to 

your doctor about which is right for you. 

TREATMENT

You can also ask your healthcare professional about 
exploring potential clinical trials. 

Oral therapies: These drugs help block the growth of 
cancer cells by working against a specific part of those 
cells (for example, blocking a protein).6

Chemotherapy: These drugs can be given in several 
ways: by mouth in the form of a pill, infused (put into 
your body through a vein), injected, or applied to the 
skin. This type of treatment can be taken on its own 
or with other treatments. It works by entering the 
bloodstream to stop or slow the growth of CLL cells 
throughout the body.4,5

Immunomodulators: This type of treatment gets its 
name from how (“immuno” for immune system) and 
where (“modulator” for change) it works: it changes, or 
modulates, different parts of the immune system. These 
drugs can help your immune system work better. Some 
can help prevent more cancer cells from being created.4,5

Stem cell transplant: A procedure performed after 
chemotherapy. A stem cell transplant replaces cancer 
and blood stem cells in your bone marrow with a 
transfusion of blood stem cells. For CLL, donor cells are 
used for transplants.4

Steroids: Steroids are drugs that are usually used to 
relieve inflammation. They also work against some types 
of cancer. Many times, steroid medications are given with 
chemotherapy or other anti-cancer drugs.4,5  

Antibody Therapies: Antibodies are Y-shaped proteins 
of the immune system. They help your body detect 
germs and other threats. Antibody therapy is a type 
of cancer treatment that helps your immune system 
destroy cancer cells.4  
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Living the best life with CLL can mean making time to stay 

healthy, such as by getting vaccinations or eating the right 

foods. Sometimes it’s necessary to manage CLL symptoms, or 

side effects of CLL treatments, with other kinds of medicines. 

Supportive care can include:

Blood transfusions

Infection prevention 

CLL symptom management 

Management of side effects caused 

by treatments4,6

You can work with your healthcare 
team, which will help you live your best 

life with CLL. 

SUPPORTIVE   CARE
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You may not need to start treatment right after 
being diagnosed

Potential treatment is determined by your cancer stage, test 

results, and what kind of symptoms you are feeling. The time 

between being diagnosed with CLL and beginning treatment is 

often called watch and wait. It involves regular blood work and 

follow-up visits with the doctor to determine whether the disease 

is stable or needs to be treated. During this time, it’s normal to 

have concerns. You might feel like not enough is being done or 

you might feel uncertain about the future.1,4,13

CLL studies have shown that:  

• Treatment in early stage CLL may not help you live longer 

• Early treatment may cause problems. These include side 

effects and treatment complications 

• You can build up a resistance to CLL drugs. Resistance means 

that drugs may stop working or not work as well. That means 

that you would not be able to take these medicines if your 

CLL worsens1

Feeling helpless during the watch and wait period is common, but it 

doesn’t have to be that way. Instead, you can choose to Watch & ACT. 

Watch   &   Wait 
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ACT helps when you’re living with CLL

ACT stands for Acknowledge, Communicate, and Track. It means 

being aware of how you feel physically and emotionally and 

turning that awareness into action to help you live with CLL.  

Together, these three actions may help you better understand 

your CLL, prepare for conversations with your doctor, and take a 

more active role in your care—so you can keep moving forward 

and living your life.14,15  

Watch   &   ACT 

Want to learn more ways to ACT? 
Visit KnowYourCLL.com and start making 
ACT part of your routine.

Acknowledge your emotions 

Communicate openly and often with people 
who care about your well-being, like your 
healthcare provider

Track your symptoms, test results, and how 
they change over time 
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TAKE   an   active   role   in   your   care
Be an advocate for your care to get the support you need. 

Before your appointments 

Research: Educate yourself! It can help you become the best 

advocate for your care 

Keep a journal: 

 —  Describe how you are feeling. This can help you prepare for visits 

and remember important topics to discuss 

 —  Write down questions you want to ask your doctor. 

Take notes during your visit 

 —  List all the medicines you take, including vitamins, minerals, herbs, 

and other supplements16

During your appointments 

Remember to ask the questions you wrote down. Try to ask 

the most important questions first. That way, you will have 

time to discuss your biggest concerns 

Consider bringing a family member or friend to help ask

questions and take notes

 Take notes in your journal

 Tell your doctor how you feel, especially about any symptoms 

 If you are confused by anything your doctor says, ask the 

doctor to explain it again 

After your appointments 

Add upcoming doctor’s appointments to your calendar 

Follow up with your healthcare team if you have any questions 

Be open with your doctor about all your health conditions 
and any substances you take. This includes vitamins, 

supplements, alcohol, or other drugs.16
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It can be hard to ask for help. But reaching out is the first 
step to building your support team

Become part of a community. Support groups, both in-person 

and online, can help you connect with other people on the 

same path.  

Invite friends and family to be part of your team. To help get the 

support you need, make sure to share exactly how they can help.

You might ask for someone to: 

• Accompany you to doctor’s appointments

• Run errands for you or go grocery shopping with you 

• Plan an outing to take your mind off treatment 

Talk to your doctor about any questions you may have.

CREATE   a   team
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SUPPORT   and   resources

You have many people on your side
From doctors, nurses, and pharmacists, to friends, family, and 
support groups, you have many people available to help. Don’t be 
afraid to speak up and turn to them for support on your journey.

Information and inspiration right at your fingertips. The online 
resources listed here are a good start for finding information 
about new things happening in CLL. This can include information 
on treatment options, support groups, resources, 
and events in your area. 

American Cancer Society
www.cancer.org

CLL Society
www.cllsociety.org

Leukemia & Lymphoma Society
www.lls.org/patient-support

Lymphoma Research Foundation
www.lymphoma.org

National Comprehensive Cancer Network (NCCN)
www.nccn.org/patients

National Cancer Institute
www.cancer.gov

For more information on CLL
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The Advocacy Connector
www.advocacyconnector.com

Association of Community Cancer Centers (ACCC)
www.accc-cancer.org

CancerCare
www.cancercare.org

Cancer Support Community
www.cancersupportcommunity.org

Cancer Updates, Research & Education (CURE)
www.curetoday.com

Patient Advocate Foundation
www.patientadvocate.org

Patient Empowerment Network
www.powerfulpatients.org

For cancer support communities

19



References: 1. Chronic lymphocytic leukemia. Leukemia & Lymphoma 
Society website. https://www.lls.org/sites/default/files/file_assets/
cll.pdf. Accessed January 21, 2022. 2. SEER stat fact sheets: chronic 
lymphocytic leukemia (CLL). National Cancer Institute website. 
http://www.seer.cancer.gov/statfacts/html/clyl.html. Accessed 
January 21, 2022. 3. Kalil N, Cheson BD. Chronic lymphocytic 
leukemia. Oncologist. 1999;4(5):352-369. 4. Referenced with 
permission from the NCCN Guidelines for Patients®: Chronic 
Lymphocytic Leukemia V.2021. © NCCN Foundation®. 2022. All rights 
reserved. Accessed January 21, 2022. To view the most recent and 
complete version of the guideline, go online to NCCN.org/patients. 
NCCN makes no warranties of any kind whatsoever regarding 
their content, use or application and disclaims any responsibility 
for their application or use in any way. 5. NCI dictionary of cancer 
terms. National Cancer Institute website. https://www.cancer.gov/
publications/dictionaries/cancer-terms. Accessed January 21, 2022. 
6. Chronic lymphocytic leukemia. American Cancer Society website. 
https://www.cancer.org/cancer/chronic-lymphocytic-leukemia.html. 
Accessed January 21, 2022. 7. Rai K, Jain P. Chronic lymphocytic 
leukemia (CLL): Then and now. Am J Hematol. 2016;91(3):330-340. 
8. Genetics home reference: Your guide to understanding genetic 
conditions. National Institutes of Health website. https://ghr.nlm.
nih.gov. Accessed January 21, 2022. 9. Döhner H, Stilgenbauer S, 
James MR, et al. 11q deletions identify a new subset of B-cell chronic 
lymphocytic leukemia characterized by extensive nodal involvement 
and inferior prognosis. Blood. 1997;89(7):2516-2522. 10. Schnaiter 
A, Stilgenbauer S. 17p deletion in chronic lymphocytic leukemia: risk 
stratification and therapeutic approach. Hematol Oncol Clin North 
Am. 2013;27(2):289-301. 11. Kröber A, Seiler T, Benner A, et al. VH 
mutation status, CD38 expression level, genomic aberrations, and 
survival in chronic lymphocytic leukemia. Blood. 2002;100:1410-
1416. 12. Hallek M, Cheson BD, Catovsky D, et al. iwCLL guidelines 
for diagnosis, indications for treatment, response assessment, and 
supportive management of CLL. Blood. 2018;131(25): 2746-2760. 
13. Shanafelt T, Bowen D, Venkat C, et al. The physician-patient 
relationship and quality of life: lessons for chronic lymphocytic 
leukemia. Leuk Res. 2009;33(2):263-270. 14. Kim C, Wright F, Hong 
N, et al. Patient and provider experiences with active surveillance: 
A scoping review. PLoS One. 2018 Feb 5. doi.org/10.1371/journal.
pone.0192097 15. McCorkle R, Ercolano E, et al. Self-Management: 
Enabling and Empowering Patients Living With Cancer as a Chronic 
Illness. CA Cancer J Clin. 2011;61(1):50-62. 16. Things to tell your 
doctor before treatment. Leukemia & Lymphoma Society website. 
http://www.lls.org/managing-your-cancer/communicating-your-
specialist/things-tell-your-doctor-treatment. Accessed January 21, 2022.

20

NOTES

21



NOTES

22

NOTES

23



Talk to your healthcare 
professional about which 
treatment options may 
be right for you
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