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Download PDF

Frankly Speaking About Cancer®: Acute Lymphoblastic Leukemia (ALL)
This book is for people diagnosed with acute lymphoblastic leukemia 
(ALL). It contains information on diagnosis, treatment options, potential 
side effects and management of those side effects, coping with an ALL 
diagnosis and resources for support.

Download PDF

Frankly Speaking About Cancer®: Chronic Lymphocytic Leukemia/
Small Lymphocytic Lymphoma
This booklet is for people diagnosed with chronic lymphocytic leukemia 
(CLL)/small lymphocytic lymphoma (SLL) and their loved ones. It is a tool 
to help you learn more about a CLL/SLL diagnosis, treatment, and how  
to cope.

Download PDF

Frankly Speaking About Cancer®: Preparing for Your Doctor’s Visit 
(CLL)
This worksheet is for people diagnosed with chronic lymphocytic leukemia 
(CLL). It is a tool to help facilitate better communication about CLL and its 
treatment, the effects on one’s quality of life and how to align treatment 
choices with personal goals.
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If you or a loved one has chronic 
lymphocytic leukemia (CLL)/small 
lymphocytic lymphoma (SLL), you may 
be feeling overwhelmed. You may have 
a lot to process and many doctor visits. 
It can seem like your health care team 
is speaking another language. Whether 
you have decisions to make about your 
treatment or not, it helps to know what to 
expect with this diagnosis. 

This booklet gives an overview of a 
CLL/SLL diagnosis, treatment, and 
how to cope. We hope this will help you 
learn more about your options, know 
what questions to ask, and start to feel 
empowered to take control of your life.

Chronic Lymphocytic Leukemia/ 
Small Lymphocytic Lymphoma

If you have Chronic Lymphocytic Leukemia (CLL), this worksheet can help you talk with your health care team 

about symptoms, treatment options, side effects, and getting the emotional and practical support you need.

Preparing for Your Doctor’s Visit
A WORKSHEET FOR PEOPLE WITH CHRONIC LYMPHOCYTIC LEUKEMIA

Below are some of the symptoms and side effects people with  

CLL may experience as shared by members of our Cancer 

Experience Registry. Think about how often they affect you.  

Talk to your health care team about how best to manage them.

Rarely Sometimes All the Time

Fatigue, feeling very tired, or shortness of breath

General pain, or pain in the upper left abdomen (swollen spleen)

Frequent infections (like chronic UTIs, sinus, or chest infections)

Feeling anxious, overwhelmed, or depressed

Bruising, nose bleeds, excessive bleeding, or capillaries

Enlarged or swollen lymph nodes

Fever or chills

Weight loss, diarrhea, constipation, edema, or bloating

Loss of sexual desire or problems with intimacy

Others:

ASK YOUR HEALTH CARE TEAM

 h Talk with your doctor and confirm that 
the specialists on your health care 
team have experience treating CLL. 

 h Ask about the next steps in your 
treatment and what tests you will need.

 h Ask about symptoms and side effects 
and which ones you need to know 
about and report to your team. Ask 
about side effect management.

 h Ask questions until you understand 
what is being said. You can ask for 
information in a different language or  
a drawing if you need it.

 h Ask about the latest information from 
clinical trials.

 h Talk to your health care team about 
how you are feeling. Ask about a 
counselor or mental health services 
if you are feeling overwhelmed or 
anxious.

TIPS FOR TAKING CONTROL 

 h Take someone with you to appointments, for support 
and an extra set of eyes and ears. If you go to an 
appointment alone, bring a recorder or use a cell 
phone to record your conversation with your doctor.

 h Be proactive. Talk to your health care team or financial 
navigator about ways to manage treatment costs 
before you start treatment.

 h If your health care team has recommended observation 
or “watch and wait,” talk with them about what this 
means. Ask about next steps and treatment options.

 h Be your own advocate. If you don’t feel your health 
care team is addressing your concerns, consider 
getting a second opinion.

 h Write down your questions before each doctor’s visit. 
Keep a journal to take notes and track your progress 
over time. This can include information about tests 
and lab work.

 h Learn the words that doctors use to talk about CLL. 
This can help you better understand your test results 
and treatment options.

Resources for Acute Lymphoblastic/Lymphocytic Leukemia

Resources for Chronic Lymphocytic Leukemia (CLL)
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Frankly Speaking About Cancer®: CLL: Improving Communication 
with Your Patients 
This handout is developed for health care providers who treat Chronic 
Lymphocytic Leukemia (CLL) patients. It offers valuable tips for timely 
decision support for CLL patients.

Download PDF

Frankly Speaking About Cancer®: Coping with Chronic Lymphocytic 
Leukemia (CLL) 
This fact sheet is for people diagnosed with chronic lymphocytic leukemia 
(CLL). It covers how to cope with CLL and offers ways on how to regain 
control, get support, and help you maintain the best possible quality of life.
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Frankly Speaking About Cancer®: 10 Tips for Living Well with Acute 
Myeloid Leukemia
This factsheet provides ten tips that have been shared by others living with 
AML. We hope these tips highlight what is important to know and will help 
you during your experience.

Download PDF

Download 
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Frankly Speaking About Cancer®: Acute Myeloid Leukemia (AML) 
This booklet is for people diagnosed with acute myeloid leukemia (AML). 
It gives an overview of AML diagnosis, treatment, and strategies for how to 
cope. This booklet is also available in Spanish.

Download PDF

Download 
En Español

Frankly Speaking About Cancer®: Talking About Acute Myeloid 
Leukemia
This guide is for people diagnosed with acute myeloid leukemia (AML). 
It contains a quick overview of treatment options, questions to ask your 
health care team, a worksheet to help you set your own goals,  
and resources for information and support. This guide is also available  
in Spanish. 

Download PDF

Frankly Speaking About Cancer®: Treatment for Acute Myeloid 
Leukemia (AML) 
This booklet is for people diagnosed with acute myeloid leukemia (AML). 
It covers AML treatment options and strategies for how to cope.
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CLL: Improving Communication with 
Your Patients
Patients with chronic lymphocytic leukemia (CLL) are often overwhelmed by their diagnosis and 
treatment options. Over a third of CLL patients report greater anxiety, depression, and fatigue than 
the general population. Many patients report concerns with navigating care and their quality of life. 

This handout offers valuable tips to help improve communication.

MANAGING FINANCIAL CONCERNS 
RELATED TO CANCER

According to the CSC Registry Report, one-
third of patients report intrusive thoughts 
about financial concerns related to their cancer. 
However, 70% of patients report that no 
one on their health care team asked them 
about their health care costs. In a 2020 CSC 
study, financial burden correlated with patients’ 
postponing treatment and care for their CLL. 

It is important for health care providers to ask 
questions about patient’s financial concerns 
when discussing the cost of treatment and 
treatment decisions. If your hospital has a 
financial counselor, refer your patient to them. 
Here are some questions to ask your patients to 
initiate the conversation about the cost of care:

 à Do you have concerns about the cost of your 
treatment? 

 à Are you at risk for losing your insurance or do you 
expect any upcoming changes in your insurance? 

 à Have you been connected with a financial 
counselor or navigator that can help answer 
your financial questions? 
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 à Do you understand your health insurance 
coverage? 

 à Do you have prescription drug coverage? 
 à Prior to your diagnosis, did you have any 

financial concerns? 
 à Do you have concerns about costs indirectly 

related to your care (transportation, 
childcare, nutritional support etc)? 

QUALITY OF LIFE IMPACT
CLL is a chronic disease that can impact your 
patients’ functioning whether it’s spiritually, 
physically, emotionally, or socially over long 
periods of time. Patients have reported feelings 
of isolation and additional impacts as a result 
of their cancer. Ask your patients if CLL or 
treatment interferes with their ability to:

 à Work (lost income, challenges of disability 
insurance) 

 à Sleep 
 à Think clearly 
 à Stay emotionally healthy 
 à Be social/enjoy hobbies 
 à Maintain close relationships/be present in 

family life 
 à Be intimate with partner 
 à Exercise/be physically active 
 à Function in other ways

FINANCIAL CONCERNS 
OF CLL PATIENTS

7 out of 10 1 out of 3 1 out of 3
reported that no 
one from their 
health care team 
talked to them 
about the cost of 
their care 

spend over $250 
in monthly out-
of-pocket cost 
to cover cancer 
care

were moderately 
to very seriously 
concerned 
about health 
insurance or 
money worries
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Coping with Chronic 
Lymphocytic Leukemia (CLL)

When you have chronic lymphocytic 
leukemia (CLL), everyday can bring a new  
challenge. You may be dealing with a range  
of  different emotions such as feeling scared,  
anxious, or angry. But, you can take an 
active role in your care and move forward. 

This fact sheet covers how to cope with CLL  
and offers ways on how to regain control, 
get support, and help you maintain the best  
possible quality of  life.  For information 

on the diagnosis and current treatment for 
CLL, see our Frankly Speaking about Cancer: 
Chronic Lymphocytic Leukemia booklet:  
www.CancerSupportCommunity.com/CLL.
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Being diagnosed with Acute Myeloid 
Leukemia (AML) happens quickly and can 
be overwhelming. We created this booklet 
that details the chemotherapy and targeted 
therapy drugs used to treat AML and 
questions to ask your health care team when 
making treatment decisions. Your treatment 
options will depend on the type and stage of 
your cancer, as well as the genetic makeup 
of your tumor and your health profile. 

We hope this will help you learn more about 
your options and feel empowered to take 
control of your life. Additional information 
can be found in our Frankly Speaking About 
Cancer: AML booklet. For information 
about AML and how to cope, visit  
www.CancerSupportCommunity.org/AML.

Treatment for 
Acute Myeloid 

Leukemia (AML)

Companion to 
FRANKLY SPEAKING 
ABOUT CANCER: 
ACUTE MYELOID 
LEUKEMIA

110 TIPS FOR LIVING WELL WITH ACUTE MYELOID LEUKEMIA

 TAKE ONE STEP AT A TIME AND MAKE 
ONE DECISION AT A TIME
Life with Acute Myeloid Leukemia (AML) 
can feel overwhelming. Yet, with small steps 
you can find your best path. Learn about 
AML by talking with doctors and patient 
navigators. Reach out to AML organizations. 
Don’t trust everything you read online. Ask 
all your questions. In time, you can collect 
the information and support you need to 
make good financial, medical, and personal 
decisions.

 FIND A HEALTH CARE TEAM  
YOU TRUST
AML is an aggressive or fast-growing cancer. 
It is important to find a knowledgeable health 
care team that knows the most up-to-date 
care. It is important to find a doctor who 
is experienced in diagnosing and treating 
AML. The short-term goal of treatment is 
complete remission (CR). This means that 
most of the cancer is gone from your blood 
or bone marrow. The long-term goal is to 
cure AML, meaning that your cancer will not 
return. Some types of AML are easier to cure, 
while others are more difficult. Talk with your 
doctor about the goals of any recommended 
treatment options. 

The main types of treatment include clinical 
trials, chemotherapy, targeted therapy, and 
stem cell transplant. Trust comes from being 
able to talk openly with your health care 
team and believing they can help. Ask about 
clinical trials that might be right for you. Treat 
finding a health care team like an interview to 
find the best experts for the job. If you don’t 
feel your health care team is addressing your 
concerns, consider getting a second opinion. 
Don’t worry about hurt feelings! Your team 
should help you care for your mind, body, and 
spirit.

 USE A NOTEBOOK TO KEEP TRACK OF 
YOUR DIAGNOSIS, SYMPTOMS, ANSWERS 
TO QUESTIONS, AND NEXT STEPS
Be sure to write down any symptoms you may 
experience. Coping with the side effects of 
treatment can be one of the hardest parts of 
cancer. AML patients who are being treated 
with high-dose chemotherapy may experience 
physical symptoms such as hair loss, mouth 
sores, and digestive problems. Treatment can 
also result in long-term side effects that may 
not show up for years after treatment. Make 
sure that you talk with your health care team. 
Take notes or ask someone to help you take 
notes during appointments. 

10 Tips for Living Well with 
Acute Myeloid Leukemia
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Leucemia mieloide aguda

Si usted o un ser querido tienen leucemia 
mieloide aguda o AML (por su sigla en 
inglés), seguramente se siente abrumado. 
Puede que esté impactado por lo rápido que 
sucede todo. Tendrá mucha información 
para procesar. Es posible que deba tomar 
decisiones rápidas sobre su tratamiento. 
Incluso puede que tenga que registrarse en 
un hospital de inmediato. En estas situaciones 
es útil saber qué esperar. Este folleto le brinda 

una descripción general del diagnóstico de 
AML, el tratamiento, y estrategias sobre cómo 
enfrentar esta enfermedad. Esperamos que 
le ayude a conocer mejor sus opciones, saber 
qué preguntas hacer y retomar el control 
de su vida.

1HABLEMOS DE LA LEUCEMIA MIELÓGENA AGUDA

UNA GUÍA PARA HABLAR CON SU EQUIPO 
SOBRE EL TRATAMIENTO 

Esta guía puede ayudarle a tomar el control y tener 
mejores conversaciones con su equipo médico 
después de un diagnóstico de leucemia mielode 
aguda (LMA). En el interior encontrará una breve 
descripción general de las opciones de tratamiento, 
preguntas para hacerle a su equipo médico, una 
hoja de trabajo para ayudarle a establecer sus 
propios objetivos y recursos con los que obtener 
información y apoyo.

Los tratamientos para la LMA pueden incluir 
quimioterapia, tratamiento dirigido y trasplantes 
de células madre o médula ósea. Debido a la 
naturaleza aguda de la LMA, el tratamiento puede 
comenzar en cuanto reciba el diagnóstico. Las 
cosas pueden suceder muy repentinamente y 
es normal sentirse ansioso y abrumado. Puede 
obtener más información sobre cómo afrontar 
la situación y los detalles de los tratamientos en 
nuestros folletos Frankly Speaking About Cancer: 
Acute Myeloid Leukemia y Treatment for AML (www.
CancerSupportCommunity.org/AML 
u 888-793-9355).

Hablemos de la leucemia 
mielógena aguda

WORKSHEET

TÉRMINOS DEL TRATAMIENTO DE LA LMA 
Usted oirá muchas palabras que se utilizan para 
describir la LMA. No obstante, hay algunos 
términos con los que debe familiarizarse a medida 
que analiza las opciones de tratamiento con su 
equipo de atención médica. Algunas palabras 
claves que debe conocer son:
Tratamiento de inducción: El término 
inducción se utiliza a menudo en referencia a la 
quimioterapia administrada en dosis altas para 
tratar la LMA.
Remisión: Cuando los signos y síntomas del 
cáncer han desaparecido (aunque es posible que 
siga habiendo algunas células cancerosas en el 
cuerpo). La remisión después del tratamiento de 
inducción es frecuente en la LMA. Casi todos los 
pacientes en remisión después de la inducción 
recaerían si no hicieran un tratamiento adicional.
Tratamiento de consolidación: Es el 
tratamiento que se administra después de 
que el cáncer es puesto en remisión mediante 
tratamiento de inducción. Para la LMA, el 
tratamiento de consolidación suele ser de uno 
a cuatro ciclos de quimioterapia después de un 
descanso y recuperación del tratamiento de 
inducción. La consolidación también se denomina 
tratamiento luego deremisión.
Quimioterapia: El uso de medicamentos para 

detener el crecimiento de las células cancerosas, 
ya sea matándolas o impidiendo que se dividan.
Tratamiento dirigido: Los medicamentos 
dirigidos tienen como objetivo bloquear el 
crecimiento del cáncer impulsado por los cambios 
en la genética del cáncer. Pueden administrarse 
en combinación con quimioterapia o solos.
Trasplante de células madre o médula ósea: 
Permite recibir dosis altas de quimioterapia para 
destruir las células cancerosas restantes. Como 
la quimioterapia en dosis altas también mata las 
células formadoras de sangre (células madre) 
normales, estas son reemplazadas por células 
madre obtenidas de la sangre o la médula ósea 
de un donante. Un trasplante de células madre 
o médula ósea ofrece más posibilidades de una 
remisión más prolongada y duradera.
Estudio clínicos: Estos estudios se hacen para 
probar nuevos medicamentos, combinaciones de 
medicamentos o diferentes formas de hacer un 
trasplante de células madre o médula ósea.
Para conocer más términos del tratamiento 
de la LMA, consulte los folletos Acute 
Myeloid Leukemia y Treatment for AML de 
la Cancer Support Community en www.
CancerSupportCommunity.org/AML.

Resources for Acute Myeloid Leukemia (AML)

If you or a loved one has acute myeloid 
leukemia, or AML, you may be feeling 
overwhelmed. You may be reeling from 
how fast everything is happening. You 
will have a lot of information to process. 
You may have to make quick decisions 
about your treatment. You may even have 
to check into a hospital right away. It helps 
to know what to expect. This booklet 
gives an overview of AML diagnosis, 

treatment, and strategies for how to cope. 
We hope this will help you learn more 
about your options, know what questions 
to ask, and start to feel empowered to 
take control of your life.

Acute Myeloid 
Leukemia 

1

This guide can help you take control and have better discussions with your health care team after a 
diagnosis of  Acute Myeloid Leukemia (AML). Inside you’ll find a quick overview of  treatment options, 
questions to ask your health care team, a worksheet to help you set your own goals, and resources for 
information and support. 

AML treatments can include chemotherapy, targeted therapy, and stem cell/bone marrow transplants. 
Due to the acute nature of  AML, treatment may start as soon as you are diagnosed. Things may 
happen very suddenly, and it is normal to feel anxious and overwhelmed. You can learn more about 
coping and details on treatments in our Frankly Speaking About Cancer: Acute Myeloid Leukemia and 
Treatment for AML booklets (www.CancerSupportCommunity.org/AML or 888-793-9355).

AML TREATMENT TERMS
You will hear many words used to describe 
AML. However, there are some terms that 
you should become familiar with as you 
discuss treatment options with your health 
care team. Some key ones to know are: 

Induction therapy: The term induction 
is often used in reference to high-dose 
chemotherapy given to treat AML. 

Remission: When signs and symptoms of 
cancer have disappeared (although you may 
still have some cancer cells in your body). 
Remission after induction therapy is common 
in AML. Nearly all patients in remission after 
induction would relapse if they did not have 
further treatment.   

Consolidation therapy: Treatment that is 
given after the cancer is put in remission by 
induction therapy. For AML, consolidation 
therapy is most often one to four cycles 
of chemotherapy after a rest and recovery 
from induction therapy. Consolidation is 
also called postremission therapy. 

Chemotherapy: Uses drugs to stop the 
growth of cancer cells, either by killing the 
cells or by stopping them from dividing.

Targeted therapy: Targeted drugs aim to 
block cancer growth driven by changes in 
the cancer’s genetics. They may be given in 
combination with chemotherapy or alone.

Stem cell/bone marrow transplant: 
Allows you to have high dose chemotherapy 
to kill any remaining cancer cells. Because 
high dose chemo also kills your normal 
blood-forming cells (stem cells), your cells 
are replaced with stem cells collected from 
the blood or bone marrow of a donor. A stem 
cell/bone marrow transplant gives you a 
better chance of a longer, durable remission.

Clinical trials: These studies are done to 
test new drugs, combinations of drugs, 
or different ways of doing stem cell/bone 
marrow transplant.

For more AML treatment terms, see Cancer 
Support Community’s Acute Myeloid 
Leukemia and Treatment for AML booklets 
at www.CancerSupportCommunity.org/AML. 

Talking About  
Acute Myeloid Leukemia
A GUIDE TO TALKING ABOUT TREATMENT WITH YOUR TEAM
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Frankly Speaking About Cancer®: Chronic Myeloid Leukemia (CML)
This booklet is for people diagnosed with chronic myeloid leukemia (CML) 
and their loved ones. It gives an overview of a CML diagnosis, treatment, 
and how to cope. This booklet is also available in Spanish.
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Frankly Speaking About Cancer®: Preparing for Your  
Doctor’s Visit—CML
This worksheet is for people diagnosed with chronic myeloid leukemia 
(CML). It is a tool to help facilitate better communication about CML and its 
treatment, the effects on one’s quality of life and how to align treatment 
choices with personal goals. This worksheet is also available in Spanish.  

Download PDF
Download En 
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Frankly Speaking About Cancer®: AML—Improving Communication 
with Your Patients 
This handout is developed for health care providers who treat Acute 
Myeloid Leukemia (AML) patients. It offers valuable tips for timely decision 
support for AML patients. This handout is also available in Spanish. 

Los pacientes con leucemia mielode 
aguda (LMA) suelen sentirse abrumados 
por su diagnóstico y por los tratamientos 
que los aíslan socialmente. La mitad de 
los pacientes con LMA refieren mayor 
ansiedad y más de un tercio aumento en 
cansancio y depresión que la población 
general. Una necesidad clave no cubierta 
de estos pacientes es el manejo de 
sus emociones relacionadas con un 
diagnóstico de cáncer.

El personal de enfermería, los trabajadores 
sociales, los asesores y otros profesionales 
de la salud desempeñan un papel 
fundamental para educar a los pacientes 
con LMA, suscitar sus preocupaciones 
y ayudarles a evaluar las opciones de 
tratamiento. Al hacerlo, puede mejorar 
enormemente la atención de sus pacientes. 
Este folleto ofrece valiosos consejos para 
ayudar a mejorar la comunicación.

MANEJAR LAS EMOCIONES 
RELACIONADAS CON EL CÁNCER

67%
Manejar las 
emociones 

relacionadas 
con el cáncer

61%
Manejar 

los efectos 
secundarios a 

largo plazo

53%
Cambiar
compor-

tamientos
de estilo 
de vida

50%
Manejar 

los efectos 
secundarios a 

corto plazo

47%
Asistencia/
asesora-
miento

financiero

58%
Problemas 

emocionales

50%

Problemas 
relacionados 

con el estilo de 
vida

50%

Preocupaciones 
económicas

42%

Problemas 
laborales

40%

Preocup- 
aciones  

familiares

Necesidades clave no cubiertas de los 
pacientes con LMA

Los profesionales de atención médica 
preguntaron sobre…

Fuente: Cancer Support Community. (2020) 
AML Cancer Experience Registry Report.

LMA: MEJORE LA  
COMUNICACIÓN CON 
SUS PACIENTES
CONSEJOS PARA LOS PROFESIONALES 
DE SALUD

Foto de stock. Planteado por modelo.

GILDA’S
CLUB
GILDA’S
CLUB

LEUCEMIA  
MIELOIDE CRÓNICA
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• Pregunte sobre los efectos 
secundarios del tratamiento y cuáles 
debe conocer y comunicar a su 
equipo.

• Cuente a su equipo de atención 
médica cómo se siente.

• Pregunte sobre las formas de 
controlar los efectos secundarios.

• Pregunte sobre cualquier síntoma o 
inquietud que tenga.

• Pregunte acerca de la información 
más reciente procedente de ensayos 
clínicos.

• Haga preguntas hasta que entienda 
todo lo que se dice.

• Puede pedir información en un 
idioma o formato diferente si lo 
necesita.

• Vaya acompañado a las citas para 
recibir apoyo.

• Hable con su equipo de atención 
médica o su asesor financiero sobre 
las formas de gestionar los costos del 
tratamiento.

• Es muy importante que tome 
su medicación de acuerdo a las 
indicaciones. Informe a su equipo 
de atención médica si omite 
alguna dosis. Informe también si 
determinados efectos secundarios le 
están haciendo omitir dosis.

• Si considera que su equipo de 
atención médica no está tomando en 
cuenta sus inquietudes, considere la 
posibilidad de obtener una segunda 
opinión.

• Anote sus preguntas antes de cada 
cita con el médico. Lleve una libreta 
para tomar notas durante la consulta.

• Prepárese con antelación para la 
consulta con el médico completando 
el resto de este documento.

WORKSHEET

Ficha de preparación para la visita médica
Para Personas Con Leucemia Mieloide Crónica 

Si tiene leucemia mieloide crónica (LMC), complete esta ficha, le ayudará a hablar con 
su equipo de atención médica sobre los síntomas, las opciones de tratamiento, los efectos 
secundarios y la obtención del apoyo emocional y ayuda práctica que necesita.

PREGUNTAS PARA SU MÉDICO CONSEJOS PARA EL CONTROL

Resources for Chronic Myeloid Leukemia (CML)

Resources for Lymphoma

AML: Improving Communication 
with Your Patients

Patients with acute myeloid leukemia (AML) are often overwhelmed by their diagnosis and its socially isolating treatments. Half  
of  AML patients report greater anxiety and more than a third report greater fatigue and depression than the general population. A 
key unmet need for these patients is how to manage their emotions related to a cancer diagnosis. 

Nurses, social workers, navigators, and other health professionals play a critical role in educating patients with AML, eliciting their 
concerns, and helping them weigh treatment options. In doing this, you can greatly improve your patients’ care. This handout 
offers valuable tips to help improve communication.

T i P S  f o r  H e a lT H  C a r e  C l i n i C i a n S

Questions to Improve Communication  
and Elicit Concerns

 1  How are you feeling in general?
 2  What is worrying you most? 
 3  With whom are you able to share these concerns?
 4  How have you been coping with the diagnosis and treatment? 
 5  How is the cancer and/or related treatments affecting your life? 
 6  What questions do you have about your cancer or treatment?
 7   Are there side effects impacting your quality of  life? How 

are you managing them?

TrEaTmEnT Goals
Treatment of  AML can aim to: 

   Put patient into complete remission (CR) 
  Prolong survival and delay disease progression 
  Manage symptoms
  Maintain function
   Optimize quality of  life

How to Ensure the Patients Treatment aligns with  
Their Personal Goals

 1  Understand, consider, and respect individual patient goals. 
 2   Educate patients about ALL options for treatment with benefits 

and risks for each one. Allow patients to ask questions after 

Managing 
emotions 
related 

to cancer

67%

Key Unmet needs of aml Patients 

Managing 
long-term 

side effects

Changing 
lifestyle 

behaviors

Managing 
short-term 
side effects

Financial 
advice/ 

assistance

61%
47%53% 50%

Emotional 
concerns

58%

aml Health Care Clinicians asked about…

Lifestyle 
concerns

Financial 
concerns

Employment 
concerns

Family 
concerns

50% 40%50% 42%

manaGInG EmoTIons rElaTEd To CanCEr

w w w. C A n C e r s u P P o r t C o M M u n I t Y. o r g

Source: Cancer Support Community. (2020) AML Cancer Experience Registry Report. 

hearing about each treatment. Hearing them all at once may  
be overwhelming and they may forget questions. 
a. High-dose treatment 
b. Low-dose treatment
c. Targeted therapy (with/or without low-dose treatment) 
d. Clinical trials 

 3    Encourage patients to take notes and have a family 
member or friend with them. 

 4   Understand that emotions impact decision-making. Though 
AML treatment needs to begin as soon as possible, it is 
important that patients’ feelings are validated and they 
understand their diagnosis and treatment options.

QUalITy of lIfE ImPaCT
AML and its treatment can affect patients’ functioning whether 
it’s physically, emotionally, socially, or spiritually. Ask your patients 
if  their disease or treatments interfere with their ability to:

   Work (lost income, challenges of  disability insurance)
   Sleep
   Think clearly
   Stay emotionally healthy
   Be social/enjoy hobbies
   Maintain close relationships/be present in family life
   Be intimate with partner
   Exercise/be physically active
   Function in other ways

HElPInG PaTIEnTs WEIGH TrEaTmEnT oPTIons
Most AML patients say they want to work with their health 
care team to map out their treatment plan. Making decisions 
about cancer treatment can be overwhelming and patients need 
support and guidance. 
With decision support, patients can:

  Clarify their goals and concerns
  More clearly articulate questions
   Benefit from the information provided as a result

CSC’s free decision support counseling program Open to Options® 
can help your patients. A trained specialist will work with them 
to develop a personal list of  questions and concerns. This list 
can then be shared with your team before 
or at medical visits. Please encourage your 
patients to call CSC’s Cancer Support 
Helpline (888-793-9355) to make an  
Open to Options® appointment.

Chronic Myeloid
Leukemia (CML)

If you or a loved one has chronic myeloid 
leukemia (CML), you may be feeling 
overwhelmed. You may have a lot to 
process and many doctor visits. It can seem 
sometimes like your health care team is 
speaking another language. Whether you 
have decisions to make about your 
treatment or not, it helps to know what to 
expect with  a CML diagnosis. 

� is booklet gives an overview of a CML 
diagnosis, treatment, and how to cope. We 
hope this booklet will help you learn more 
about your options, know what questions 
to ask, and start to feel empowered to take 
control of your cancer and your life.

Donita was 6 weeks 
pregnant when her 
OB/GYN told her that 
it looked like she had 
CML. Her son, who 
she named Malachi 
(which means “my 
messenger”), is now 
6 years old.

• Ask about side effects and which ones 
you need to know about and report to 
your team.

• Talk to your health care team about 
how you are feeling. 

• Ask about ways to manage your side 
effects. 

• Ask about any symptoms or concerns 
you have.

• Ask about the latest information from  
clinical trials. 

• Ask questions until you understand 
what is being said.

• You can ask for information in a 
different language or a drawing if you 
need it.

• Take someone with you to 
appointments, for support and an 
extra set of eyes and ears.

• Talk to your health care team or 
financial navigator about ways to 
manage treatment costs.

• It is important to take your medicine 
as prescribed. Let your health care 
team know if you have missed doses 
of therapy. Also let them know if 
certain side effects are causing you to 
miss or skip doses.

• If you don’t feel your health care 
team is addressing your concerns, 
consider getting a second opinion.

• Write down your questions before 
each doctor’s visit. Keep a journal to 
take notes during your visit.

• Prepare in advance for your doctor’s 
visit by filling out the rest of this 
discussion tool.

WORKSHEET

Preparing for Your Doctor’s Visit
A worksheet for people with Chronic Myeloid Leukemia 

If you have Chronic Myeloid Leukemia (CML), complete this worksheet to help you talk 
with your health care team about symptoms, treatment options, side effects, and getting the 
emotional and practical support you need.

ASK YOUR DOCTOR TIPS FOR TAKING CONTROL

Download PDF

Frankly Speaking About Cancer®: Lymphoma
This booklet is for people who have been diagnosed with lymphoma.  
It offers guidance to understanding everything you can about your 
diagnosis, treatment options, and places to go for support.

Download PDF

Frankly Speaking About Cancer®: Tips for Everyday Support—Lymphoma
This tip sheet is for people who have been diagnosed with lymphoma. 
It contains information that will help you to manage your daily life while 
living with lymphoma.

Download PDF

Frankly Speaking About Cancer®: Tips for Patients at Diagnosis—Lymphoma
This tip sheet is for people who have been newly diagnosed with 
lymphoma and are looking for guidance. It contains information that 
will help you communicate with your physician and treatment team 
throughout your cancer journey.

If you or a loved one has been diagnosed 
with lymphoma, you may be feeling 
overwhelmed. You may have a lot to 
process and a lot of doctor visits. It can 
seem sometimes like your health care team 
is speaking another language. Whether 
you have decisions to make about your 
treatment or not, it helps to know what to 
expect from treatments. 

It’s important to understand everything 
you can about your diagnosis, treatment 

options, and places to go for support. This 
will help you make treatment decisions 
that you feel satisfied with, and it will help 
you feel better. Ask questions. Cancer is 
serious; but, the more you know, the more 
you can do to manage the disease. Here 
are some essential actions you can take.

Lymphoma
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BE INFORMED

 � If you or a loved one want more 
information about your specific 
lymphoma type or living with cancer, 
tap into trusted sources like the 
Lymphoma Research Foundation, 
Cancer Support Community, National 
Cancer Institute, or Leukemia 
and Lymphoma Society.  For a list 
of helpful resources, visit www.
CancerSupportCommunity.org/
lymphoma.

BRING QUESTIONS WITH YOU

Patients who felt like they had their 
information needs met reported higher 
satisfaction with their care.*  

 � Prepare a list of questions or concerns 
prior to your appointment and bring 
them with you to help trigger your 
memory.

 � Take notes or ask a caregiver or patient 
navigator to write down the answers. 

ENGAGE YOUR SUPPORT NETWORK

 � Tap into your support network and be 
open with them about what you’re going 
through and how they can support you 
—even if it’s simple things, people truly 
do want to help.  

 � Ask your doctor, nurse, or social worker 
for information about local support 
groups or contact the Cancer Support 
Community to ask about online or in-
person groups.  

 � Visit www.MyLifeLine.org to create 
your own website about your cancer 
experience. Your friends and family can 
use the Helping Calendar to organize 
appointments, rides, meals, and other 
events you might need help with.

Living with Lymphoma 
If you are seeking support for managing your daily life while living with 
lymphoma, this tip sheet was developed with you in mind.  With these tips, 
our hope is that you are able to regain control and feel confident as you 
communicate with your support team during your lymphoma treatment.

 

Tips for Everyday Support
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ASK QUESTIONS

 � It is completely normal to feel confused 
or lost after receiving information from 
your doctor.  Once you allow yourself 
time to let the diagnosis become real 
for you, don’t be afraid to repeat your 
questions and ask for clarification.  
Some questions may include: “What 
type of lymphoma do I have?” “What 
can I expect over the next two months?” 
“What are my treatment options?”

 � Having a friend or relative with you can 
help. That person can advocate for you, 
ask questions, and take notes that can 
be reviewed later.

KNOW YOUR TYPE OF BLOOD CANCER

 � Lymphoma is a complicated disease that 
occurs when lymphocytes—white blood 
cells that help protect the body from 
infection and disease—begin behaving 
abnormally. Lymphoma is categorized 
into four stages: 

 - Stage I (early disease): the cancer is 
found only in a single lymph node 
OR in one organ or area outside the 
lymph node

 - Stage II (locally advanced disease): 
the cancer is found in two or more 
lymph node regions on one side of the 
diaphragm

 - Stage III (advanced disease): the 
cancer involves lymph nodes both 
above and below the diaphragm

 - Stage IV (widespread disease): the 
cancer is found in several parts of one 
or more organs or tissues (in addition 
to the lymph nodes) OR it is in the 
liver, blood or bone marrow

Knowing the type of lymphoma and 
subtype can help your care team choose 
a treatment plan personalized to you.  
Lymphoma also has two main types—
Hodgkin and Non-Hodgkin: 

 � Hodgkin lymphoma (HL) is a rare form 
of lymphoma with 6 subtypes.

Living with Lymphoma 
If you have been newly diagnosed with lymphoma, this tip sheet may help you 
talk with your care team throughout your cancer journey.

 

Tips for Patients at Diagnosis
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Frankly Speaking About Cancer®: Tips for Patients During and After 
Treatment—Lymphoma
This tip sheet is for people who have been diagnosed with lymphoma. 
It contains information that will help you feel confident as you 
communicate with your treatment team.

Download PDF

Frankly Speaking About Cancer®: Non-Hodgkin Lymphoma
This booklet is for people who have been diagnosed with Non-Hodgkin 
Lymphoma and their loved ones. It offers guidance to understanding 
everything you can about your diagnosis, treatment options, and places to 
go for support.

Download PDF

Frankly Speaking About Cancer®: Diffuse Large B-Cell Lymphoma
This booklet is for people who have been diagnosed with Diffuse Large 
B-Cell Lymphoma and their loved ones. It offers guidance to understanding 
everything you can about your diagnosis, treatment options, and places to 
go for support.

Download PDF

Frankly Speaking About Cancer®: When DLBCL Doesn’t Respond to Treatment
This guide can help you take control and have better discussions with your 
health care team when Diffuse Large B-Cell Lymphoma (DLBCL) returns 
or doesn’t respond to treatment. Inside you’ll find a quick overview of 
treatment options, questions to ask your health care team, a worksheet to 
help you set your own goals, and resources for information and support.

Download PDF

Frankly Speaking About Cancer®: Multiple Myeloma
This book is developed for people diagnosed with multiple myeloma. 
It explains what multiple myeloma is, how it is diagnosed, how to take 
control of your care, treatment options, how to manage symptoms and 
side effects, how to cope with multiple myeloma, and caregiver support.

Download PDF

Frankly Speaking About Cancer®: Preparing for Your Doctor’s Visit—
Multiple Myeloma
This worksheet is developed for people diagnosed with multiple myeloma. 
It will help to facilitate better communication about multiple myeloma 
and its treatment, the effects on one’s quality of life, and how to align 
treatment choices with personal goals.
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HAVE A 24/7 PLAN

 � Know how and where to seek 24/7 
medical help. Ask your doctor to provide 
you with information on who to call, 
when to call, and what to expect on the 
other end of the line.

CONSIDER YOUR TREATMENT OPTIONS

Talking with your care team about your 
emotional and social needs may improve 
your treatment experience.

 � Talk with your doctor about your 
lifestyle—do you like to travel, run, 
or fish? By discussing your hobbies 
and passions with your health care 
team, your treatment options may 
be broadened to include additional 
therapies. 

 � Ask about clinical trials, which may 
provide you with access to treatments 

that are not yet FDA-approved, but 
are in the process of going through 
standardized and rigorous testing. 

TAKE CARE OF YOU

 � During treatment, doing simple things, 
like eating and drinking, may take more 
effort than usual. Taking care of yourself 
and maintaining your normal eating and 
drinking habits is critical to keeping up 
strength. If you have trouble performing 
everyday activities, let your health care 
team know so they can further assess 
these symptoms.  

ASK FOR HELP 

Visit www.MyLifeLine.org to create your 
own website about your cancer experience. 
Your friends and family can use the Helping 
Calendar to organize appointments, rides, 
meals, and other events you might need 
help with. 

Living with Lymphoma 
If you are living with lymphoma this tip sheet was developed with you in 
mind. With these tips, our hope is that you are able to regain control and feel 
confident as you communicate with your treatment team and manage your life 
with lymphoma.

 

Tips for Patients During and After Treatment
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NON-HODGKIN 
LYMPHOMA

Stock photo. Posed by model.

GILDA’S
CLUB
GILDA’S
CLUB

DIFFUSE LARGE 
B-CELL LYMPHOMA

Stock photo. Posed by model.

1

This guide can help you take control and have better discussions with your health care team when 
Diffuse Large B-Cell Lymphoma (DLBCL) returns or doesn’t respond to treatment. Inside you’ll find 
a quick overview of  treatment options, questions to ask your health care team, a worksheet to help you 
set your own goals, and resources for information and support. 

Treatment of  DLBCL can include chemotherapy, immunotherapy, targeted therapy, CAR T cell therapy, 
and stem cell/bone marrow transplants. Due to the aggressive nature of  DLBCL, your cancer team may 
want to start treatment quickly. It is normal to feel anxious and overwhelmed. You can learn more about 
coping and living with DLBCL at www.CancerSupportCommunity.org/DLBCL or by contacting our 
Cancer Support Helpline at 888-793-9355.

When Diffuse Large B-Cell 
Lymphoma (DLBCL) Doesn’t 
Respond to Treatment
A GUIDE TO TALKING ABOUT TREATMENT OPTIONS WITH YOUR CANCER CARE TEAM

TALKING ABOUT LYMPHOMA & DLBCL 

Lymphoma: Cancer that starts in the lymph 
system. The 2 main types are Hodgkin 
lymphoma and non-Hodgkin lymphoma 
(NHL).

Refractory: When the cancer doesn’t 
respond to treatment.

Relapse: When the cancer returns after 
treatment.

Remission: When signs and symptoms of 
cancer have disappeared (although you 
may still have some cancer cells in your 
body). 

“Transformed” Lymphoma: When the 
cancer starts as a slow-growing lymphoma 
and evolves into an aggressive lymphoma.  
The most common is when Follicular 
Lymphoma evolves into DLBCL.

You will hear many words used to describe 
DLBCL and lymphoma. Here are some key 
terms to know: 

Diffuse Large B-Cell Lymphoma: A type 
of B-cell non-Hodgkin lymphoma (cancer 
of the immune system) that is usually 
fast-growing (aggressive). It is the most 
common type of non-Hodgkin lymphoma.

“Double-hit” or “Triple-hit” DLBCL:  
When the cancer has a rearrangement 
in 2 (double-hit) or 3 (triple-hit) different 
genes called MYC, BCL2, and BCL6. This 
subtype of DLBCL is treated differently 
than other subtypes. It is often treated in 
the hospital with a continuous infusion 
of chemotherapy or other more intensive 
treatments.

GILDA’S
CLUB
GILDA’S
CLUB

MULTIPLE
MYELOMA

If  you have multiple myeloma, this worksheet can help you talk with your health care team about symptoms, 
treatment options, side effects, and getting the emotional and practical support you need.

Preparing for  
Your Doctor’s Visit
A WORKSHEET FOR PEOPLE WITH MULTIPLE MYELOMA 

Below are some symptoms and side effects people with multiple 
myeloma may experience as shared by members of our Cancer 
Experience Registry. Think about how often they affect you. Talk to 
your health care team about how to manage them. 

Rarely Sometimes All the Time

Fatigue, trouble breathing, or shortness of breath 
Pain in your bones, dental problems, or muscle pain or cramps
Bleeding or bruising 
Feeling anxious, overwhelmed, or depressed 
Tingling, pain, or numbness in hands, arms, feet, or legs, problems 
moving
Diarrhea, constipation, weight loss/gain, appetite, or bloating 
Fever or chills or getting sick often 
Headaches, confusion, or blurred vision
Edema (swelling), unexplained lumps

Others:

ASK YOUR HEALTH CARE TEAM 
 h Talk with your doctor and confirm that the 

specialists on your health care team have 
experience treating multiple myeloma.

 h Ask about what type and stage of multiple 
myeloma you have, the next steps in your 
treatment, tests you need, and how you’ll 
know your disease is under control.

 h Ask about symptoms and side effects and 
which ones you need to report to your team. 
Ask about side effect management.

 h Ask questions until you understand what is 
being said. You can ask for information in a 
different language or a drawing if you need it.

 h Ask if any clinical trials are right for you.

 h Talk to your health care team about how you 
feel. Ask about a counselor or mental health 
services if you feel overwhelmed or anxious.

 h Ask who to contact after hours, between 
visits, and in an emergency.

 h Ask if specific treatments may limit your 
future treatment options.

TIPS FOR TAKING CONTROL 
 h Take someone with you to appointments for support and to 

take notes. If you go alone, ask to use a recorder or a cell 
phone to record your conversation with your doctor.

 h Write down your questions before each doctor’s visit. Keep 
a journal to take notes and track your progress over time. 
This can include notes on your side effects or symptoms 
and your test results. (For more on lab results, go to www.
CancerSupportCommunity.org/multiple-myeloma#tab2).

 h Learn the words that doctors use to talk about multiple 
myeloma. This can help you better understand your test 
results and treatment options.

 h Bring a list of all medications and supplements you’re 
taking to all your visits.

 h Get a second opinion from a myeloma specialist. If 
you don’t feel your health care team is addressing your 
concerns, consider changing care teams.

 h Talk to your health care team or financial navigator about 
how to manage treatment costs before you start treatment.

 h If your health care team has recommended active 
surveillance or “watch and wait,” talk about what this 
means. Ask about next steps and treatment options.

Resources for Non-Hodgkin Lymphoma

Resources for Diffuse Large B-Cell Lymphoma

Resources for Multiple Myeloma
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Download PDF

Frankly Speaking About Cancer®: Caring for Someone with Multiple 
Myeloma
This booklet is developed for people caring for a loved one with multiple 
myeloma. It contains tips to help caregivers feel empowered and be an 
active member of their loved one’s health care team.

Download PDF

Frankly Speaking About Cancer®: 10 Tips for Living Well with Multiple 
Myeloma
This publication offers suggestions for coping with some of the common 
concerns about living with multiple myeloma.

Download PDF

Frankly Speaking About Cancer®: Coping with “Watch and Wait” for 
Multiple Myeloma
This publication explains what active surveillance, or “watch and wait,” is. It 
also gives tips for coping with this common treatment plan for smoldering/
asymptomatic multiple myeloma and monoclonal gammopathy of 
undetermined significance (MGUS).

Download PDF

Frankly Speaking About Cancer®: Treatment for Relapsed/Refractory 
Multiple Myeloma
This publication explores treatment options for those living with multiple 
myeloma whose cancer did not respond to or has returned after an earlier 
treatment.

Download PDF

Frankly Speaking About Cancer®: Multiple Myeloma in Black and 
African American Communities
Multiple Myeloma is the 2nd most common blood cancer in the United 
States, with African Americans being affected twice as much as other 
groups. This fact sheet explains why it is important for Black and African 
American communities to learn more about multiple myeloma and how to 
take control of their care.

A caregiver is anyone who provides 
unpaid help or arranges to support 
someone with an illness. Caregivers 
provide a range of help, from physical 

and emotional support to financial or 
planning assistance. A caregiver may 
feel a lot of pressure in this role, and 
caregiving can get harder over time. 

Caring for Someone with Multiple Myeloma
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Learning you have a multiple myeloma 
diagnosis is life-changing. It can take 
anyone by surprise, and it can be easy to 
feel overwhelmed. Inside, you’ll find ideas 

for coping with multiple myeloma. Some 
of them may help you feel more in control. 
Others will help you be a more active 
member of your health care team.

10 Tips for Living Well with Multiple Myeloma
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“Watching” and “waiting” to see if 
cancer will progress makes most people 
feel anxious and unsure about the future. 
These feelings may get stronger at certain 
times. These may include if you have 
symptoms, are waiting for test results or 

a doctor’s visit, or reach a milestone, like 
5, 10, or 15 years after your diagnosis. 
It is normal to feel like you want to do 
something now. It can help to know what 
to look for, understand your test results, 
and learn strategies to cope with “watch 
and wait.”

Coping with “Watch and Wait” for Multiple Myeloma
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Relapsed multiple myeloma is when 
cancer returns after treatment. This can 
happen, even after some time with no 
symptoms (remission). Sadly, it’s common 
for multiple myeloma to return.

Refractory multiple myeloma is when 
the cancer does not respond to treatment. 

This can happen even if treatment 
worked in the past. 

It is not helpful to worry about cancer 
that may return. On the other hand, it 
helps to do what you can to be and feel 
your best. It’s also good to know that 
there are steps you can take to treat 
relapsed or refractory disease. 

Treatment for Relapsed/Refractory Multiple Myeloma
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Multiple myeloma is the 2nd most common 
blood cancer in the United States. About 
131,390 people in the U.S. are currently 
living with multiple myeloma. Because of 
new treatments, many more people are 
living with multiple myeloma as a chronic, 
or life-long, condition than 15 years ago. 

Members of the Black and African American 
community are diagnosed with multiple 
myeloma more than twice as often as other 
groups. They also have symptoms at much 
younger ages, often by age 50 rather than 
age 65.

Learning what multiple myeloma is and 
what the signs and symptoms are can help 
you and your care team catch the disease 
early, when it is easier to treat. Asking about 
the latest treatments and clinical trials can 
also help you have more options.

WHAT IS MULTIPLE MYELOMA?

Multiple myeloma starts when white blood 
cells, called plasma cells, grow out of 
control. When myeloma cells grow in bone 
marrow, they weaken the immune system. 
Problems develop, like:

• High levels of a protein called M protein 
and/or other markers in blood or urine

• Tiredness and foggy thinking from high 
calcium in the blood or urine

• Kidney (renal) problems 

• Anemia (low red blood counts)

• Infection and illness

• Weak or broken bones

These problems are often called CRAB 
symptoms.

Multiple Myeloma in Black and 
African American Communities

C=high calcium

R=renal (kidney problems)

A=anemia

B=bone problems

C

R

A

B

“CRAB” Symptom for 
Active Myeloma
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Frankly Speaking About Cancer®: Myeloproliferative Neoplasms
This booklet is developed for people diagnosed with a myeloproliferative 
neoplasm (MPN). It covers information on understanding MPNs, treatment 
options, side effects and resources for support. This resource is also 
available in Spanish, Arabic, Chinese, Korean, Russian, and Vietnamese.
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If you or a loved one has  

recently been diagnosed with 

a myeloproliferative neoplasm 

(MPN), you may have many 

questions. These may include 

questions about the disease, 

treatment options, and questions 

about how the diagnosis will affect 

your quality of life. The good news 

is that recent advances in research 

have allowed doctors to better 

understand MPNs. As a result, 

in many cases, people are able to 

manage with an MPN as a chronic 

or long-lasting disease. It is very 

important for someone diagnosed 

with an MPN to work with their 

health care team to manage 

symptoms and view their care with 

a long-term treatment approach.

Myeloproliferative  
Neoplasms

Resources for Myeloproliferative Neoplasms (MPNs)
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Download PDF

Frankly Speaking About Cancer®: 10 Tips for Living Well with 
Myeloproliferative Neoplasm (MPN)
This publication is developed for people diagnosed with myeloproliferative 
neoplasm (MPN) and their loved ones. The ten tips provided in this 
publication will help you cope with some of the common concerns faced 
by people impacted by MPNs. This resource is also available in Spanish, 
Arabic, Chinese, Korean, Russian, and Vietnamese. 

Download PDF

Frankly Speaking About Cancer®: Polycythemia Vera
This booklet is for developed people diagnosed with polycythemia vera 
(PV) and their caregivers. It provides information on understanding what 
PV is, treatment options, common side effects, challenges of living with 
PV and resources for support. This resource is also available in Spanish, 
Arabic, Chinese, Korean, Russian, and Vietnamese.

Download PDF

Frankly Speaking About Cancer®: Myelofibrosis
This booklet is developed for people diagnosed with myelofibrosis. It 
will help you take more control over your situation and your treatment 
decisions by better understanding what myelofibrosis is, how it’s 
diagnosed, treatments, and what you may need to manage the emotional 
impact of cancer. This resource is also available in Spanish, Arabic, Chinese, 
Korean, Russian, and Vietnamese.
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Frankly Speaking About Cancer®: Myelodysplastic Syndromes
This booklet is for people who have been diagnosed with Myelodysplastic 
Syndromes (MDS) and their loved ones. It offers guidance to understanding 
everything you can about your diagnosis, treatment options, and places to 
go for support.

Download PDF

Frankly Speaking About Cancer®: 10 Tips for Living Well with 
Myelodysplastic Syndromes
This factsheet is for patients with Myelodysplastic Syndromes (MDS). It 
offers suggestions for coping with some of the common concerns about 
living with MDS.

10 TIPS TO LIVING WELL WITH A 

Myeloproliferative 
Neoplasm (MPN)

1

Polycythemia Vera

Myeloproliferative neoplasms (MPNs) 
are a group of blood cancers. MPNs are 
chronic conditions and tend to worsen 
over time. The term MPN mainly 
(since there are other MPNs like CNL, 
CEL) includes three diseases: essential 
thrombocythemia (ET), polycythemia 
vera (PV), and myelofibrosis (MF). 
This fact sheet provides information on 
polycythemia vera. 

People living with PV and their caregivers 
often feel isolated and are unsure where 
to go for help and facts about the disease. 

Talk with your health care team about the 
best sources of information on living with 
PV. The good news is that the number of 
resources for people with MPNs is growing. 

If you or a loved one has been diagnosed 
with PV, you may have many questions 
about the disease, treatment options, and 
how the diagnosis affects your quality  
of life.

Myelofibrosis
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S P O T L I G H T  S E R I E S
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MYELODYSPLASTIC 
SYNDROMES

Life with myelodysplastic syndromes 
(MDS) is different for everyone. It often 
begins with questions to which there is not 
one answer or one path. Whether you are 

a patient or a caregiver, we hope that these 
tips will help make tomorrow and the days 
to follow easier.

10 Tips for Living Well with Myelodysplastic 
Syndromes 
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Resources for Polycythemia Vera (PV)

Resources for Myelofibrosis

Resources for Myelodysplastic Syndromes (MDS)
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Frankly Speaking About Cancer®: CAR T Patient & Caregiver Guide
This guide is designed for adult cancer patients and their caregivers who 
have been referred to a cancer center that offers CAR T cell therapy. CAR T 
cell therapy is a new type of cancer treatment that may be a good option 
for some patients. There are several steps in the CAR T therapy process. 
Each step is different and requires patients to prepare in different ways. 
This guide provides step-by-step information from referral to treatment 
to the follow-up process. Included are questions for your treatment team, 
planning checklists, tips for coping, patient and caregiver resources, and 
record keeping worksheets. This guide is also available in Spanish. 
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Frankly Speaking About Cancer®: CAR T Patient and Caregiver Guide 
(Post Card)
Use the Cancer Support Community’s CAR T Patient & Caregiver Guide to 
help you or your loved understand and manage all the aspects of the CAR 
T process, from referral through treatment and follow up. Find out what 
this guide includes and the other CAR T materials that the Cancer Support 
Community offers.

Download PDF

Frankly Speaking About Cancer®: CAR T Cell Immunotherapy
This booklet is developed for people who want to know more about CAR 
T immunotherapy. This newly updated booklet will provide you with an 
overview of this innovative new cancer treatment.

Download PDF

Frankly Speaking About Cancer®: Caregivers and CAR T Cell Therapy 
Side Effects
The purpose of this guide is to help CAR T caregivers understand their role, 
what to expect if their loved one gets side effects from CAR T cell therapy 
and facilitate communication with the CAR T care team.

Resources About CAR T Cell Therapy

Una guía paso a paso para los pacientes adultos de terapia de  
células T con receptor de antígeno quimérico (CAR T) y sus cuidadores, 

desde la referencia al tratamiento hasta el proceso de seguimiento.

Guía para cuidadores y pacientes  
de terapia CAR T

A step-by-step guide for adult CAR T cell therapy patients and  
their caregivers from referral through treatment and follow-up.

CAR T Patient & Caregiver Guide 

www.CancerSupportCommunity.org 

1.888.793.9355

www.CancerSupportCommunity.org/CART. For print copies or other 
information about coping with cancer, visit Orders.CancerSupportCommunity.org. 

medical care or the advice of your doctor. We strongly suggest consulting your doctor or other health professionals to answer questions and 
learn more.

©April 2021. Cancer Support Community. All Rights Reserved.

CAR T Patient & 
Caregiver Guide 

A step-by-step guide for adult CAR T cell therapy patients and 
their caregivers from referral through treatment and follow-up.

to help you or your loved one, understand and manage all 
the aspects of  the CAR T process, from referral through 
treatment and follow-up. 

Use the Cancer Support Community’s 

Request a copy at Orders.CancerSupportCommunity.org or call 844-792-6517

CAR T Patient and 
Caregiver Guide 

What’s inside the CAR T Guide:
 � An overview of the CAR T process

 � Step-by-step journey map though 
CAR T

 � Questions to ask your doctor before 
every step and at every step 

 � Checklist of things you need to prepare 
for every step

 � Resources 

Who should use this Guide:
 � Anyone considering CAR T

 � Anyone who’s loved one is considering 
CAR T

 � Anyone going through CAR T, at any 
stage of the process 

 � Anyone who’s loved one is going 
through CAR T, at any stage of the 
process 

Want more information about CAR T? 

Order any of our print materials at
Orders.CancerSupportCommunity.org

Download or view our online CAR T resources at 
CancerSupportCommunity.org/CART 

Check out the Cancer Support Community’s suite of  CAR T resources 

Frankly Speaking About Cancer:  
CAR T Cell Immunotherapy Booklet

Frankly Speaking About Cancer:  
What is CAR T Cell Therapy Infographic 

Frankly Speaking About Cancer: 
CAR T Cell Therapy Quick Guide video
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CAR T Cell  
Immunotherapy

One new cancer treatment 

being studied is CAR T 

cell (Chimeric Antigen 

Receptor T cell) therapy. 

CAR T cell therapy uses a 

patient’s own cells and “re-

engineers” them to fight 

cancer. It is a very complex 

treatment. Collecting 

and altering the cells is 

difficult, and CAR T cell 

therapy often causes very 

severe side effects. This 

therapy is only offered at 

some major cancer centers. 

To date, most of the 

patients treated with CAR 

T cell therapy have been 

people with blood cancers.

A “L IV ING DRUG” TO F IGHT CANCER

T Cell
Insert gene 

for CAR

T Cell

Chimeric 
Antigen 

Recepter 
(CAR)

Cancer 
cell

Cancer 
cell

CAR T 
cell

Antigens

CAR T cell therapy, or chimeric antigen receptor T cell therapy, is one way to use the body’s natural 
defenses to fight cancer. It is called CAR T cell therapy because a lab-made protein a CAR protein, is 
added into the patient’s own T cells. The CAR protein helps T cells target cancer cells to be killed. 

Each patient’s CAR T cell infusion process  
is personalized, created from their own cells. 
CAR T cell therapy is designed to be a  
one-time treatment.

CAR T cells can remain in the body and continue 
to be active for a long period of  time.  Some 
patients who have responded to CAR T cell 
therapy remain in remission after several years.

How it works

  Blood is removed 
from the patient to     
get the T cells

T cells are collected from 
your bloodstream in a 
procedure called apheresis 
and sent to the lab. The 
T cells may be frozen 
and kept in a special 
temperature-controlled 
storage unit until you are 
ready to receive treatment.

	CAR T cells 
are made in 
the lab

CAR proteins, which 
act like cancer-cell 
tracking devices, are 
then added to your 
T cells. Now your T 
cells are CAR T cells.

	Millions of 
CAR T cells 
are grown 

The new CAR T 
cells continue to 
grow in the lab until 
there is enough for 
your treatment. 	CAR T cells are infused into  

the patient
Once the CAR T cells are ready, they are 
infused back into your bloodstream. You 
may get a brief course of chemotherapy 
(referred to as conditioning chemotherapy) 
before getting the CAR T cell infusion. This 
is done to destroy regular T cells and give 
the CAR T cells more room to operate.  

	CAR T cell bind to  
cancer cells and  
kill them

Once the CAR T cells are 
back in your bloodstream, 
they attack your cancer.

Illustration:  
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What is CAR T  
Cell Therapy?

Call our CAR T Cancer Support 
Helpline at 844-792-6517

And many more 
print materials, 
videos, and 
patient stories!
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CAR T Cell Immunotherapy

A “LIVING DRUG” TO FIGHT CANCER

One new cancer treatment being studied 
is CAR T cell (Chimeric Antigen Receptor 
T cell) therapy. CAR T cell therapy uses 
a patient’s own cells and “re-engineers” 

them to fight cancer. It is a very complex 
treatment. Collecting and altering the cells 
is difficult, and CAR T cell therapy often 
causes very severe side effects. To date, 
most of the patients treated with CAR T 
cell therapy have been people with blood 
cancers.

GILDA’S
CLUB
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Caregivers and CAR T Cell Therapy Side Effects

Caregivers play a very important 
role all through the CAR T process, 
and most especially in the weeks 
following the CAR T infusion in 
identifying and responding to their 

loved one’s side effects. The purpose 
of this guide is to help caregivers 
understand their role, what to 
expect if their loved one gets side 
effects from CAR T cell therapy, and 
facilitate communication with the 
CAR T care team. GILDA’S

CLUB

CAR T Cell Therapy Concierge A Cancer Support Community Program

Our CAR T Navigators are licensed clinical 
social workers who are oncology-trained 
to provide education, resources and 
emotional support to people with cancer 
and their caregivers.

For more information  
call: 844-792-6517

•	 Practical concerns such as financial, 
transportation, lodging and employment

•	 Adjusting to CAR T-cell therapy demands 
and changes to lifestyle

•	 Living with uncertainty
•	 Talking to children and family members 

about the diagnosis and treatment
•	 Caregiver stress



GILDA’S
CLUB
GILDA’S
CLUB

To view these materials and find additional information, tips, and resources, please visit:
www.CancerSupportCommunity.org

To order print copies of any of the publications, please visit:
www.Orders.CancerSupportCommunity.org
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Connect to Your Online Community on  
cancersupportcommunity.org/mylifeline 

Connect to Your Cancer Suport Helpline Navigator  at 888.793.9355

Cancer Support Community Helpline​
A cancer diagnosis can be stressful. We are here to help! Our Helpline 
Navigators and Resource Specialists are trained to provide cancer education, 
resources and emotional support to anyone impacted by cancer. Our team 
of experts provides personalized support at no cost to you. Call us today if 
you have worries or concerns regarding: 

•	 Adjusting to a cancer diagnosis
•	 Understanding or making a cancer treatment decision
•	 Scanxiety or fear of recurrence
•	 Talking to family or children about the diagnosis
•	 Caregiver stress
•	 Changes in employment or finances
•	 Finding lodging or transportation
•	 Finding support
•	 Insurance or cost of cancer care 
•	 Clinical trials 


