CAR T Cell Therapy Side Effects
What to Look For and How to Respond

This document does not contain all of the possible side effects of CAR T cell therapy.
Be sure to talk to your healthcare provider about any questions that you may have.
Refer to the Prescribing Information, Medication Guide, and website for additional
safety information for the specific CAR T cell therapy you’re receiving.
IMPORTANT: The directions in this action plan do not replace medical guidance
from your healthcare team. Remember to talk to your healthcare provider if you
have any questions about your condition, treatment, or symptoms.
Keep your CAR T wallet card with you at all times and tell any healthcare providers
you see that you have been treated with CAR T cell therapy.
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RECOGNIZING CRITICAL SIDE EFFECTS

Patients receiving CAR T cell therapy are at risk for side effects. Some of these
side effects can be very serious or life-threatening and must be treated quickly.
Even minor side effects of CAR T cell therapy could be a sign of a more serious
issue. Call your healthcare team if you may be experiencing any side effects,
including those mentioned in this booklet.
The side effects mentioned in this booklet represent many, but not all, that are
associated with CAR T cell therapies. Patients should learn about the potential
side effects from the specific CAR T cell therapy they are receiving, and should
talk to their doctor if they have any questions or concerns.

The most common side effects patients experienced
after receiving CAR T cell therapy were:
• Fatigue

• Dizziness/lightheadedness

• Difficulty breathing

• Fast or irregular heartbeat

• Fever (100.4°F/38°C or higher)

• Swelling

• Chills/shaking chills

• Low white blood cells (can occur with
a fever)

• Confusion
• Difficulty speaking or finding words
• Severe nausea, vomiting, diarrhea
• Headache

• Low red blood cells
• Severe muscle or joint pain
• Low blood pressure

Common potentially serious side effects included in this booklet are:
• Cytokine release syndrome (CRS)
• Neurologic symptoms (neurologic changes, also called neurologic
toxicity)
• Infections
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 CRS
CRS can happen in the first few days to a few weeks after CAR T cells
are infused into the bloodstream. CRS symptoms can range from mild
to serious and potentially life-threatening. Some symptoms to watch for
and report immediately are:
• Fever of 100.4°F/38.0°C or higher

• Shortness of breath

• Flu-like symptoms (ie, fever, chills,
muscle aches, joint pain, cough,
congestion, runny nose, headaches,
and fatigue)

• Headache

• Chills
• Fast heartbeat
• Drop in blood pressure—lightheadedness or dizziness, especially
when standing up from a chair or
flat surface

• Nausea
• Fatigue
• Confusion
• Cough
• Swelling
• Stomach pain

Please note: Terms highlighted in BOLD throughout this booklet are defined in
the Glossary on pages 26-27.
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 Neurologic symptoms (neurologic toxicity)
Neurologic symptoms (symptoms affecting the brain) may happen at
the same time as the symptoms of CRS, following CRS, or can happen
separately and can potentially be life-threatening. Some symptoms to
watch for and report immediately are:
Confusion/disorientation:
• Does not know who they are or where they are
• Does not recognize family and friends
• Does not know the date
• Is unaware that they are sick
• Is acting differently or unusual
Difficulty speaking:
• Cannot find words
• Has unusual or extended pauses in conversations
Physical symptoms:
• Headache
• Tremors (fine shaking of hands or feet)
• Extreme or excessive sleeping
• New or unusual weakness
• Agitation
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 Infection
After CAR T cell treatment, you are at an increased risk for infection. The cause
of this increase is:
• A decrease in B cells, which help the body fight certain infections
• A drop in white blood cells because of the chemotherapy used to prepare the
body for CAR T cell therapy (lymphodepletion chemotherapy)
Some symptoms to watch for and report immediately are:
• Fever of 100.4°F/38.0°C or higher
• Chills
• Sore throat
• Cough, or worsening cough that is causing you to cough up something (phlegm)
• Chest or sinus congestion that is not related to allergies
• Burning sensation when passing urine or blood in the urine
• Abdominal pain, vomiting, or loose or frequent stools (diarrhea)
• Sores in the mouth
• White patches in mouth and on tongue
• Loss of appetite or inability to drink
Other
Symptoms can be different for each patient. If you are feeling unwell, contact
your healthcare team.

LO G E X AM P LE

Please keep the Temperature and
Symptom Log updated. Bring it with
you to each appointment.

5/23/20

Date:

Temperature
(take at least
3 times per day, or
as instructed by your
healthcare provider)

Time:

Time:

Time:

8:30 am

2:30 pm

8:30 pm

Temperature:

Temperature:

Temperature:

98.3°F

100.5°F

99.7°F

No symptoms

Symptoms, medications, and calls:

No symptoms

No symptoms

Mild fever - started in the afternoon, Muscle pain - 10:00 am,

Called nurse at 2:30 pm and was told to come in for monitoring.

X

Healthcare team called

Print your name daily and review with your healthcare team. Monitoring for changes in handwriting can help
identify neurologic symptoms (neurologic toxicity). Call the healthcare team right away if there are significant changes
in your handwriting.
Name:

Jane Smith
Call your healthcare team or get emergency help right away
if you have a temperature of 100.4°F/38.0°C or higher.
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Notes:
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When
to Call

W H E N TO C A L L

You are the most important part of the healthcare team. Listen to your body
and call if anything feels off or unusual, no matter how minor the issue may
seem. Remember, even something that may seem minor (like a fever)
could be a sign of a serious side effect of CAR T cell therapy.

911 E M E RGE NCI E S
Call or ask your care partner to call 911 or get emergency help
at the first sign of:
• Severe chest pain
• Difficulty catching your breath or
trouble breathing

• Symptoms of stroke—eg, weakness
on one side of your body
• Severe vomiting or diarrhea

• Seizure or seizure-like activity

• Blurred vision

• Dramatic changes in level of
consciousness—symptoms like not
being able to wake up

• Trouble speaking
• Any other situation that would
warrant a call for emergency
medical help

AF T ER C AL L I NG 9 1 1
FOR TESTING PURPOSES ONLY
© 2018 Celgene Corporation X/18 XXXXXX

Difficulty breathing
Fever (100.4˚F/38˚C or higher)
Chills/shaking
Confusion

Severe nausea, vomiting, diarrhea
Severe muscle or joint pain
Very low blood pressure
Dizziness/lightheadedness

Call your healthcare team.

When the paramedics arrive, tell them the name and unit of the hospital where
your CAR T team instructed you to go.
SIGNS AND SYMPTOMS MAY INCLUDE:

CAR T cell therapy may cause side effects that are severe or
life-threatening.
Call your oncologist or go to the emergency room if the below
symptoms appear.

PATIENT INFORMATION

Show a copy of the CAR T Patient Wallet Card to the
paramedics to provide to the hospital. Be prepared to
also provide a list of all medications you are taking to
the paramedics.

CAR T CELL PATIENT WALLET CARD
Have this card with you at all times. Show it to any
doctor that sees you and when you go to the hospital.
You should plan to stay within 1 hour of the location where
you received your treatment for at least 4 weeks after getting
CAR T cell therapy. Your healthcare provider will check to
see if your treatment is working and help you with any side
effects that occur.

If you are ever unsure about symptoms or physical changes,
please call or have your care partner call the healthcare team.
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U RG E N T N E E D S
Call or ask your care partner to call your healthcare team or
get emergency help at the first sign of:
Any new signs or symptoms of cytokine release syndrome (CRS) such as:
• Fever of 100.4ºF/38.0ºC or higher

• Nausea

• Chills/shaking chills

• Fatigue

• Fast or irregular heartbeat

• Confusion

• Drop in blood pressure—
lightheadedness or dizziness

• Cough

• Shortness of breath

• Stomach pain

• Headache

• Swelling

Any neurologic symptoms such as:
• Confusion, disorientation, not
knowing where or who you are
• Difficulty speaking or finding words

• Tremors (fine shaking of hands
or feet)
• Headache

• Decreased alertness, drowsiness, or
difficulty waking up

• Agitation

• Suddenly becoming weaker or
unsteady when walking

• Personality changes

• Memory loss
• Difficulty writing

• Contact your care team even if these symptoms seem minor or subtle
Any signs or symptoms of an infection such as:
• Fever of 100.4°F/38.0°C or higher
• Chills
• Sore throat
• Cough, or chest or sinus congestion
• Lower back pain, blood in the urine,
or a burning sensation while urinating

• Abdominal pain, vomiting, or
diarrhea/loose stools
• Sores or white patches in your mouth
• Being unable to eat or drink
for 24 hours
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Notes:
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How to Reduce Risk
of Infection

How to
Reduce Risk of Infection

H OW TO R E D U C E R I S K O F I N F E C T I O N

There is a risk of infection after your CAR T cell infusion, which can be lifethreatening. Below are some tips for helping to avoid infection until your white
blood cell counts return to normal levels.
To help avoid infection:
WASH YOUR HANDS! The single most important thing you, your care partner,
friends, and family can do to prevent the spread of infection is hand washing!
Keeping hand sanitizer in a convenient place and using it frequently can also help.
 Avoid:
• Crowds and public transportation (for example: bus, subway)
• Being around people who are sick (for example: fever, cough, or any symptoms
of an illness)
• Being around children or adults who have recently received live vaccines (for
example: a flu shot)
• Communal meals and buffets
• Fresh flowers, live plants, and standing water
• Handling animal waste, including cat litter and fish tank water
 Reduce your chance of injury:
• Protect your hands and feet. Always wear shoes. Do not get a manicure or
pedicure at a public salon due to risk of infection
• Protect your skin from cuts and burns. Wear sunscreen or do not stay in
direct sunlight
• For chapped lips, use lip balm
• Use an electric razor instead of a blade to avoid cuts and bleeding
• Avoid activities that can cause injury
• Walk with someone if you are feeling weak or unstable
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 Mouth care routine:
• Brush your teeth after each meal and at bedtime
• Brush gently with a soft toothbrush
 Cleanliness routine:
Practice good hygiene habits as overall cleanliness reduces chance of infection.
If you develop a skin reaction to any of your body- or hair-care products or your
skin becomes very dry, stop using the product(s) and show or tell your healthcare
team. Dry skin can open up, increasing the chance that bacteria or viruses get
into your body and cause infection. Do not treat a skin reaction yourself. Your
healthcare team will tell you what you need to do.
If you have a peripherally inserted central catheter (PICC), port, or central
venous catheter (CVC), follow the care instructions given to you by your
healthcare team.
To help detect infection or other issues:
• Check your temperature as directed by your healthcare team
• Report any symptoms of infection as outlined in this guide
• Follow your institution’s instructions for checking the insertion site of your
PICC, port, or catheter on the recommended schedule and for having dressing
changes. Report any change in drainage, color, or tenderness right away

Talk to your healthcare team if you have any questions or concerns.
Please note: Terms highlighted in BOLD throughout this booklet are defined in
the Glossary on pages 26-27.
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Notes:
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Activities to Avoid

Medication Information
and Activities to Avoid

M E D I C AT I O N I N FO R M AT I O N A N D AC T I V I T I E S TO AVO I D

It is important to tell your healthcare team about any medications you’re
taking, because some medications and treatments can cause problems when
taken together.
During your treatment:
• Bring an up-to-date list of your medications with you to EACH VISIT
• Medications may be added, removed, or changed as you go through treatment
• If for any reason you wish to start or stop taking any medication, please talk
to your healthcare team first
• Write down in the temperature/symptom log when you take any medicines on
an “as needed” basis
It is important that your healthcare team is aware of ALL of the
medications and supplements you are taking, including, but not limited to:
• Any prescription medication—no matter how long you have been taking it
• Any over-the-counter (nonprescription) medicine, including:
- Tylenol®, Advil®, Aleve®, or any other medicine for pain
- Tums®, Nexium®, Zantac®, Mylanta®, Pepto-Bismol®, or any other medicine
for heartburn, diarrhea, or upset stomach
- MiraLAX®, Dulcolax®, Colace®, or any other medicine for constipation
- Zyrtec®, Claritin®, or any other medicine for allergy symptoms
- Nyquil®, Robitussin®, or any other medication for cough/cold

Call to check with your healthcare team before starting or stopping
any medication or supplements, even over-the-counter medicine
such as fever reducers.

All registered trademarks are the property of their respective owners.
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(continued)
• Any supplements, including:
- Vitamins such as C, D, B12, or a multivitamin
- Minerals such as potassium, magnesium, or iron
- Fish oil
- Herbs such as St. John’s Wort or Black Cohosh
- Green tea
- Probiotics
- Sleep aids
• Any medicated skincare products such as:
- Antibiotic ointment
- Hydrocortisone cream

 Questions or concerns?
Your healthcare team is here to help.
They can:
• Discuss how to control some symptoms
• Help you obtain medications
• Teach you about any new medications you may start
The Temperature and Symptom Log has a space for you to keep track of the
medications you are taking.
For at least 8 weeks after treatment, avoid:
• Driving
• Operating heavy machinery
• Donating blood, organs, tissues, or cells for transplant
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Notes:
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CONCLUSION AND ADDITIONAL RESOURCES

IN C O NCLUS I O N
If you have any questions, contact your healthcare team. They are there to help
you navigate the challenges of CAR T cell therapy.

ADDITI O N AL RE S OU RC ES
Find more support for you/your caregiver through these organizations.
American Cancer Society
www.cancer.org
1.800.227.2345

Lymphoma Research Foundation
www.lymphoma.org
1.800.500.9976

Cancer Support Community
www.cancersupportcommunity.org
1.888.793.9355

Multiple Myeloma
Research Foundation
www.themmrf.org
1.866.603.6628

International Myeloma Foundation
www.myeloma.org
800.452.2873
Leukemia & Lymphoma Society
www.lls.org
1.800.955.4572

National Cancer Institute
www.cancer.gov
1.800.422.6237

This list of independent organizations is provided as an additional resource
for obtaining information. This list does not indicate endorsement by
Bristol Myers Squibb of an organization or its communications.
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G LO S S A RY

Below are some terms that you will find throughout this guide.
Antigen: substance that stimulates an immune system response
CAR: chimeric antigen receptor; a new receptor, or hook, attached to your T cells
that help them to better recognize and bind to a specific substance found on
targeted cancer cells
CAR T cell: T cell (or fighter cell) with a CAR added to it that helps find and fight
specific targeted cells
CAR T cell therapy: a type of cancer immunotherapy that is designed to work
with a patient’s immune system by reprogramming their T cells
Chimeric: cells with different, added genes. A chimeric protein can be made in a
lab by combining genes
CRS: cytokine release syndrome; a side effect of some types of immunotherapy,
including CAR T cell therapy. CRS occurs when immune cells that are affected
by therapy cause a large, rapid release of cytokines into the blood. CRS may be
severe or life-threatening
Cytokine: protein released by cells that play a role in regulating the immune
system
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Infection: condition caused by germs such as bacteria, viruses, and fungal
organisms. Once in the body, these germs multiply and can cause fever and
illness
Infusion: process in which fluids and drugs, including your new CAR T cells, are
delivered into the bloodstream
Lymphodepletion chemotherapy: low-dose chemotherapy used to prepare
your body for CAR T cell therapy
Neurologic symptoms: (also called neurologic toxicity or changes) symptoms
affecting the brain
Neurologic toxicity: (also called neurologic symptoms or changes) symptoms
affecting the brain
Receptor: a protein that acts like a hook to recognize and bind with a specific
substance on the surface of cells
Side effects: (also called adverse events or reactions) symptoms caused by
treatment ranging from mild to serious and sometimes fatal
T cell: a type of white blood cell; a key fighter cell in your immune system
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More support materials like this and other information
are available at ExploreCARTtherapy.com.
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