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“
”

We are stronger when 
we listen, and smarter 
when we share.

   —Rania Al-Abdullah,  
        Queen of Jordan

This guide will help you to:

• Understand the communi-
cation challenges you may 
have with your loved one’s 
cancer care provider.

• Identify how communication 
issues may be affecting your 
loved one and you as her 
caregiver.

• Develop individualized 
strategies to help you com-
municate effectively with 
her cancer care provider.

Good communication leads 
to the best care and helps 
caregivers cope. 
You have an important job as a caregiver. You can help 
your loved one make decisions, carry out treatments, 
and manage everyday life. These are challenging 
tasks–– caregivers and their loved ones may feel 
overwhelmed as they try to make the best decisions 
and cope with all of the changes that are occurring.

That’s why it is important that you and your loved one 
communicate openly and honestly with your loved 
one’s cancer care provider. The doctors, nurses, spe-
cialists, and other health care workers involved in your 
loved one’s care will guide you both through diagnosis 
and treatment. They are there to provide support as 
you need them.

Yet, it’s common for caregivers to have concerns about 
talking with their loved one’s doctor or other providers. 
They may feel unsure about how to get the information 
they need; how to share important information about 
their loved one; or how to ask questions.

This guide offers practical tips and strategies that 
can help you communicate efficiently and effectively 
with the  cancer care team. You will learn how to get 
the information you need in order to provide the best 
care for your loved one and support her in making good 
treatment decisions. This will also help you feel more 
confident and in control as you carry out the daily tasks 
of caregiving.



Communicating as a Caregiver: Communicating with Cancer Care Providers   17:3

How Do Caregivers Describe 
Problems Communicating With 
Providers?

What about you?

Check off what speaks 
to you the most and write 
in anything else that 
describes how you’re 
feeling. 

Caregivers may feel frustrated when trying to get information, 
resources, or services from their loved one’s cancer care 
provider. Below are common concerns voiced by caregivers:

 The doctor’s time is so limited and it is hard to get to 
everything we want to talk about.

 The doctor doesn’t want to talk about how this affects 
our lives.

 There is so much going on during each appointment. 
We don’t have time to think it all through, but it always 
seems like we have such big decisions to make in those 
moments.

 The doctors use words we have never heard before. 
Sometimes it’s like listening to a foreign language.

 No one seems to understand that in our culture we need 
to do things differently. 

 We are the type of people who need lots of facts and 
details. No one seems to have the time to help us 
with that.

 I know I should be asking questions, but I don’t know 
which questions to ask.

 As the caregiver, I wish I had some time with the doctor 
when my loved one wasn’t in the room, but I’m not sure 
how to get private time.
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What Causes Difficulty 
Communicating With 
Providers?
Many things can get in the way of good communication 
with your cancer care provider. These generally fall into 
three areas that we will explore here. 

Issues With Individual Cancer Care 
Providers

Providers may differ in their approach to care. Families 
differ in what they want or expect from a provider. Some 
patients and caregivers may feel their provider does not 
give information in a way that is easy to understand. They 
may also feel the provider:

• Does not give information about side effects.

• Only focuses on treatment or medical concerns 
without understanding the impact on their lives.

• Does not answer questions or concerns.

• Does not listen carefully or look at patients or 
caregivers when talking.

• Is not regularly available or is hard to reach.

• Is not respectful of cultural, personal, and family- 
related needs and beliefs.

• Does not recommend others who can help with a 
problem (such as a nurse, social worker, or other).

Concerns or Beliefs About 
Communication With Providers

Issues for patients and caregivers that can get in the way 
of communicating with their cancer care provider include: 

• Fear of taking up too much of the doctor’s time.

• Concerns with sounding unintelligent or stupid by 
asking questions. Fear of asking certain questions.

• Desire to be cooperative and a “good” patient; not 
wanting to be labeled as “difficult.” Fear of insulting 
the doctor or other cancer care providers with 
questions about recommendations or decisions.

• Feeling anxiety or anger, which can interfere with the 
ability to hear and process information.

• Not understanding what is being said, but feeling 
uncomfortable asking for clarification.

• Waiting for the doctor to ask the questions or figure 
out what is going on.

Different  
people want different  
amounts and types of 
information. Many want 
more than scientific 
explanations; they may 
want instructions on 
how to solve problems, 
reassurance, and 
someone to talk to 
about concerns. Others 
want less detail. 

info-circle
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Doctors say patients can interfere with their 
relationship and the quality of communication by:

• Being late for appointments. This can rush the 
appointment and disrupt schedules for many people.

• Not showing up for an appointment without letting 
anyone know.

• Withholding information from the doctor that could 
provide important clues about what is going on.

• Not telling or hiding the truth. For example, this could 
be about the side effects of a medication.

• Asking “doorknob” questions as a patient is leaving 
the room  —delivering important facts or asking 
time-consuming questions at the very last minute.

Caregivers may also experience these 
communication-related issues:

• Family members who have different points of view or 
beliefs about your loved one’s care.

• Someone other than a patient seeking out informa-
tion or trying to make decisions without the legal 
authority to do so.

• Lack of certainty about how to help when your loved 
one is unable to direct her own health care.

Problems With the Health Care Facility

Some examples of issues with health care facilities that 
can add to problems with communication include:

• Short appointment times. Many patients and provid-
ers are frustrated by time limits put on time slots.

• Heavy patient loads that cancer care providers 
carry can affect how much time they can spend with 
patients and caregivers.

• Policies about how to move within the system, such 
as getting referrals, second opinions, etc. 
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   YOUR THOUGHTS

In what ways have problems communicating with cancer care providers affected you and your loved one? 

What are some of the biggest barriers to managing these problems?

1)

2) 

3) 

4) 

5)

Now, let’s explore some strategies and ways to help you overcome these barriers.

How do these problems affect you and your family on a daily basis?
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How to Communicate 
Effectively With Cancer Care 
Providers
As a caregiver, you are a vital part of your loved one’s 
health care team. You deserve to be included in conver-
sations that affect your ability to provide care and cope 
with what you’re experiencing. In the following sections, 
you will find different strategies to guide you in com-
municating with your loved one’s cancer care provider. 
Pick those that you think may work for you and help you 
overcome your biggest barriers.

Set the Stage for Communication

When possible, it is important for your loved one to 
decide how much help she wants or needs from you when 
communicating with her cancer care provider. Talk with 
your loved one early on. You may want to discuss:

• Your loved one’s goals and hopes.

• Your role as caregiver. Find out how involved your 
loved one wants you to be.

• The types of decisions that need to be made.

• How much information you want. This may differ 
for your loved one, yourself, and family members. 
Knowing this up front can prevent problems.

Advocating for Your Loved One

Being an advocate for your loved one means you are an 
active member of her health care team. Your role depends 
upon your loved one’s abilities and your legal status.

If your loved one is able to communicate clearly with 
the cancer care provider: then she has the right to make 
decisions about treatment and care, as well as determine 
who has permission to talk with her cancer care provider. 
Your role may be to help communicate with the provider, 
help think through options, and provide support. 

If your loved one is unable to make decisions: you may 
need to represent her wishes and communicate with 
the cancer care provider. You can make decisions on 
her behalf if she has legally named you as a “health care 
proxy” or has given you health care power of attorney.

If your loved one is unable to make decisions, but 
has not named a proxy: ask to talk with a social worker 
about what rights you have. It is important that a proxy be 
named whenever possible.

Good communi- 
cation creates a strong, 
lasting relationship with 
the cancer care provider. 
It allows trust to grow 
and is essential for 
getting the best care. 
Sharing information 
freely can:

• Lead to making 
the best choices 
about treatments or 
therapies

• Limit side effects

• Prevent symptoms or 
problems from getting 
worse

info-circle

Learn More

Go to the guide 
Caregiver Resources: 
Navigating Financial, 
Legal, and Advance 
Health Care Planning 
Concerns in this series 
for help with being a 
health care proxy, the 
power of attorney, 
advance care directives, 
and other legal matters. 

info-circle
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Know Your Cancer Care Team

Your loved one’s gynecologic or medical oncologist is 
the best source for information about many aspects of 
treatment and care. However, there are often others in 
the gynecologic oncology setting who can help you:

Nurses. Get to know the nurses that work with your 
loved one’s doctors, as well as people in the office who 
answer calls. They can be key allies when you have 
questions or emergencies. They can speak to doctors, 
help you get answers about many issues, and refer 
you to the best person to address specific problems. 
Nurses often work with insurance companies, too.

Social workers. A social worker can help you and your 
loved one find resources and assist in planning. They 
can make referrals to community agencies and support 
groups, provide counseling and support, and communi-
cate with other cancer care providers.

Other specialists. Ask for referrals to other important 
team members such as counseling psychologists, 
religious counselors, and complementary medicine 
providers.

Contacting Your Cancer Care 
Provider

There are often multiple ways you can contact your 
cancer care provider, although these may differ by 
provider.

• Phone: keep phone numbers handy for clinics and 
providers, plus off-hour and emergency numbers.

• Email: providers may use email to ask non-urgent 
questions or send out reminders. Email is not a 
good way to report symptom changes or address 
urgent concerns––call and talk to someone 
instead.

• Personalized electronic records: some clinics 
use electronic medical record systems with 
patient portals. These allow you to access health 
information and send messages to your providers.

Who Is On Your  
Cancer Care Team?

Your cancer care provider 
may include:

• Oncologist(s)

• Nurses

• Office personnel

• Social workers 

• Counselors, psycholo-
gists, or other therapists

• Dieticians and 
nutritionists

• Physical and/or occupa-
tional therapists

• Pastoral Care or religious 
counselors

• Complementary or 
integrative medicine 
providers

info-circle
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Ways to Improve Communication

The following tips can help you when you are speaking 
with your loved one’s cancer care provider.

Practice basic communication skills.

• Clearly state what you want and need.

• Begin sentences with “I” and “we” instead of “you.” 
You are more likely to get a better response if you 
say, “We are having problems getting the side 
effects of the steroids under control” compared 
to, “You didn’t tell us how to manage the steroids.”

• Listen carefully. Repeat back what you think was 
said to check if it is correct.

• If you prefer information to be written down (or 
explained with pictures or drawings), let the doctor 
or nurse know.

• Make sure your cancer care providers understand 
your cultural background, how it may affect 
decisions being made, and who is involved.

How to ask for help. Here are some ideas for opening 
comments that can help you get the information 
you need:

• “I have questions that I want to talk about.”

• “We don’t understand what you said. Can you 
explain it to us again?”

• “Who can help us with these issues? How can we 
contact them? Can you help us contact them?”

• “We are worried about....”

• “We need to find out about....”

• “I’m not sure if this is important to report to you.…”

• “I feel like I’m not getting my point across to you.”

Your provider’s communication style. Your loved 
one’s cancer care provider may be focused on facts 
and figures. For appointments or phone calls, come 
prepared with “data.” They will want to know how your 
loved one is doing, what has changed since the last 
visit, and any problems that are going on. The more 
specific you can be in your reply, the better the doctor 
will be able to help.

Helpful Tip:

Help the provider see 
your loved one as a 
whole person, not just 
another person getting 
treatment. If your loved 
one approves, share 
some details about her 
work, interests, family, 
and how the diagnosis 
has affected all of you. 
Showing pictures can 
be helpful.

info-circle

“
”

I'm very hands-on when 
it comes to this. I'm not 
going to be in the back 
seat, I want to be in the 
front seat. I want to 
know what's going on.
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Plan Ahead and Be Prepared

Follow these tips before heading to appointments:

Write down questions in a notebook. Try to put the 
questions in order of importance to you and your loved 
one. Bring the notebook with you. You can give the doctor 
or nurse a copy of your list of questions at the start of 
the appointment. Your doctor may not be able to answer 
every question, but the list gives an overview of your 
concerns.

Bring “data” and essential items. This includes:

• A list of any changes or new symptoms 

• A list of current medicines, supplements, and 
vitamins

• A binder with medical records, test results, treat-
ments, etc.

• Glasses, hearing aids, and other assistive aids that 
your loved one needs

Be on time. If you need to miss an appointment be sure 
to let your cancer care provider know. Plan to get to 
the appointment early enough to have as much time as 
possible and avoid stress and anxiety.

During the Appointment

While at the appointment, it’s recommended to:

Ask questions. Try to ask questions with enough detail. 
For example, “What are the most important side effects 
of this chemotherapy drug?” versus, “Are there side 
effects?” 

Time is limited, so decide which questions are most 
important. Try to stick to the main point of the question 
and resist getting off track. Aim to be brief.

Use a symptom  
diary or a logbook to 
share important facts 
and observations. Provide 
information about the 
symptom and other 
things going on at the 
same time. The more 
detail, the better — 
especially when describ-
ing changes over time. 

For example, "We noticed 
that after we started 
that new medicine to 
help with nausea, Carol 
become more drowsy and 
lethargic than ever."

You can use the Symptom 
Diary provided in this 
series on page x:x.

edit
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Voice your point of view about the appointment in a 
positive way. For example, “We can see that our time is 
about up, but we are both really worried about the side 
effects.” 

Give information. The information you provide offers 
important clues about what is going on and how you 
and your loved one are managing. These clues will help 
the doctor and others make the best decisions. Be 
sure to:

• Explain problems or concerns. Don’t cover them up 
or set them aside. 

• When asked questions, be as honest as you 
can to  provide the “full picture.” Don’t withhold 
information.

• Share info from symptom diaries or logbooks.

• Add a comment or two about why a symptom or 
issue concerns you and/or your loved one. 

• Talk about the goals or purpose of treatment. Be 
sure you understand treatment options, as well as 
the risks and benefits of each option.

• Let the cancer care provider know about other 
doctors you are talking to or seeing, even if the 
problem is unrelated to the gynecologic cancer.

• If talking over the phone, before calling think about 
specific questions the doctor will likely ask. 

Take notes. Some people like to record the conver-
sation with the doctor (be sure to ask for permission 
before you start). Others prefer to take notes in a 
notebook. You can bring a notebook with your list of 
questions and jot down answers to your questions 
during the visit.

Some may want to have another family member pres-
ent to take notes. This person can help you remember 
what was said, as well as offer emotional support. Pick 
someone who can take careful notes and is a good 
listener. It is usually best to choose just one family 
member for this role. 

Double-check that you understand the doctor’s 
recommendations. Ask the doctor to repeat or explain 
anything you don’t understand. You can ask for terms 
to be explained and how you can learn more. Many 
doctors have concerns about where patients and their 
families get online information. Ask for reading materi-
als and reliable websites. 

Helpful Tip:

Help your loved one 
express feelings and 
concerns about issues. 

For example, "Carol has 
been having abdominal 
fullness and bloating. We 
were worried that this 
could be a sign the tumor 
is growing."

lightbulb
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After the Appointment

Do not leave the office without all of your questions 
being answered or a plan for how you will get them 
answered. If the doctor is not able to answer some of 
your questions, talk to a nurse or social worker. You 
can leave a note with your doctor’s nurse that lists 
questions you still have. You may need to schedule 
a separate time to speak with the doctor or another 
health care team member.

Make a plan. Before leaving, ask what the next steps 
will be and make a plan that you can understand. 
Knowing what to expect can help both you and your 
loved one feel more confident; it can also prevent 
medicine errors and other problems.

Keep records. Be sure to update your personal medical 
records after each appointment. This will help with 
future communication with the cancer care provider. 
Ask for your own copy of records after any appointment 
or hospital stay. 

Make the next appointment. Ask for a referral to a 
social worker or mental health professional for help 
with:

• Transportation to appointments

• Paying for treatment and supplies

• Arranging for home care and obtaining special 
equipment: wheelchair, walker, special bed, etc.

• Interacting with insurance companies

• Coping with the situation and feelings 

• Finding support groups: some facilities host 
support groups for patients, caregivers, and family 
members affected by gynecologic cancer

Resolving disputes. Sometimes, caregivers and their 
loved ones have problems that are not solved by trying 
to improve communication. Social workers or patient 
representatives can provide assistance by cutting 
through red tape or bureaucratic rules to make sure 
your loved one’s needs are heard.

Learn More

Go to the guide 
Caregiver Resources: 
Navigating Employment 
and Insurance Concerns 
in this series to learn 
more about how social 
workers can help you and 
your loved one.

info-circle

“
”

I trust [my husband] 
implicitly, but he doesn't 
make decisions alone. We 
talk about everything, 
because I want to know 
my options. I am not one 
of those people who 
follows my doctor blindly.
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Special Focus: How to Talk About 
Treatment

It is critical that you and your loved one understand the 
treatment plan. You will need to communicate with your 
loved one’s cancer care provider throughout treatment 
and during long-term follow-up. It may be helpful to 
make a separate appointment to talk specifically 
about treatment options and decisions. Be sure to 
come prepared with questions and ready to take notes. 
Follow recommendations listed previously in this guide. 

If you are uncertain which questions to ask about 
treatment, here are common questions to get you 
started:

• What is the primary type of cancer? What is the cell 
type? What is the grade of my loved one’s cancer?

• Which specific part of the reproductive system is 
affected? How is the cancer affecting its function?

• Will it be possible to surgically remove the tumor?

• What other treatments, such as chemotherapy or 
radiotherapy, will be needed after surgery?

• What are the possible side effects of these 
therapies? How should we manage them?

• Will these therapies affect her other symptoms?

• What are our chances for beating this disease?

• Will there be any lasting problems from this disease 
or its treatment?

• Are there any support groups in the area? 

What doctors wish their patients knew... 

Doctors value courtesy and professionalism. Just as we want 
our doctors and other cancer care providers to be respectful and 
courteous, many doctors feel this same way about patients and 
families. This does not mean you should just passively sit and 
listen. Most doctors like it when their patients ask questions and 
encourage family involvement. 

Doctors talk about being frustrated when patients do not follow 
directions for care. If your loved one is unable to follow the doctor's 
instructions, be prepared to explain why. For example, are there 
side effects that are hard to manage? Is a medicine too expensive? 

(Source: Consumer Reports, 2011)
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Take action: report side effects and problems. It 
can be hard to decide if you should report a symptom 
or problem to the cancer care provider before the next 
visit, or even if you should call 911. If you notice the 
onset of a new symptom or the sudden worsening 
of a symptom, DO NOT WAIT —call and report these 
changes right away. Also, call the cancer care provider 
if your loved one has:

• Pain, discomfort, and physical problems that 
interfere with everyday activities; fatigue or 
weakness; changes in bowel or bladder habits; 
sleep problems; changes in emotions (such as 
anxiety and depression) 

• Problems with receiving treatments, including 
transportation and the ability to pay for 
medications 

Going to the hospital. Your loved one’s oncologist will 
help determine the best course of action. If they decide 
a direct hospital admission is needed, bring a list of 
medications, important treatment records, and test 
results. If your cancer care team gave you a treatment 
binder (a 3-ring binder with information on your treat-
ment, treatment calendar, etc.), bring it. If not, think 
about creating one.

How Can Family and Friends Help You 
Talk to Your Cancer Care Provider?

The best care happens when there is a partnership 
between cancer care provider, patient, caregiver, and 
family. Talk with family and friends about what you and 
your loved one hope to accomplish at appointments. 
Try to understand that different family members may 
have different viewpoints. Ask family and friends to:

• Help think about and write down questions before 
an appointment.

• Help track your loved one’s symptoms and con-
cerns in a symptom diary.

• Go with you to appointments, take notes and 
listen.

• Discuss the appointment and what was said.

• Help you and your loved one get to appointments.

• Research information about questions, legal 
concerns, etc.

• Do groundwork to find out whom to talk to about 
different issues.

STOP and CALL

Report new or changing 
symptoms to your 
loved one’s Cancer Care 
Provider.

Before calling try to 
quickly jot down some 
facts:

• What is the problem?

• When did it start?

• What is happening 
right now?

Here are some examples 
of things you might say 
in the call:

”I am Carol Johnson’s 
caregiver. We have an 
emergency (or an urgent 
need) and need to talk to 
a doctor.”

”I am very concerned 
about Carol’s abdominal 
pain. I think it’s urgent.”

comments
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Below is a recap of the general strategies that can help you 
as a caregiver communicate with your loved one’s cancer 
care provider. Check those that you would like to try with your 
loved one. You can use this page as a quick reference.

 Advocate for your loved one. (Page 17:7)

 Learn who is on your cancer care team. (Page 17:8)

 Know the best ways to contact the cancer care provider. (Page 
17:8)

 Improve communication through using basic skills. (Page 17:9)

 Plan ahead for appointments and be prepared with questions 
and your loved one’s “data.” (Page 17:10)

 Practice good communication techniques during appointments. 
Ask questions, provide key information, take notes, and make 
sure you understand what the doctor says. (Page 17:10)

 Follow up on questions that were not answered during the 
appointment. Make a plan for the future, including seeking out a 
social worker if needed. (Page 17:12)

 Make sure you understand the treatment plan and ask certain 
questions. (Page 17:13)

 Don’t wait to call the cancer care provider about new symptoms 
and side effects. (Page 17:14)

 Involve family and friends in helping with talking with the cancer 
care provider. (Page 17:14)

Resources & Links

• Symptom Diary: page (x:x)

QUICK REFERENCE
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What strategies make the most sense to you? How can you and your family use those strategies in 
your own life?

Create a Plan:  
Think about specific goals you want to accomplish. Just tackle one or two goals at a time. 

My goal is to _____________ (what do you hope will happen) by _____________ (timeframe) so that _____________ (why it’s important). 

What specific strategies will you use to reach your goal? Think about the very next steps you can take 
to get started. 

YOUR GOALS & STRATEGIES


