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[TRACK 1: INTRODUCTION] 

Introduction 

 
[Narrator] 
 
When people face something new in their lives – new people, a new job, or… a new diagnosis of 
cancer – they often look to others to help them learn what to do. In other Cancer Survival Toolbox 
programs, you’ll find information vital to your being your own best advocate, no matter how long 
ago your cancer was detected. But, people who are recently diagnosed may have questions, 
issues, and needs not covered thoroughly in other programs.  
 
In this program, entitled “The First Steps to Cancer Survival,” we offer guidance to help you take 
those first steps toward successfully meeting the challenges that a cancer diagnosis can impose. 
You may want to listen to this program more than once, as it contains a lot of information that at 
first can be hard to absorb.  

 
“The First Steps to Cancer Survival” is just one of a series of Cancer Survival Toolbox programs. 
There are also programs on communicating, finding information, making decisions, solving 
problems, negotiating, and ways to stand up for your rights. In addition, there are other “special 
topics” programs like ones on living beyond cancer, as well as programs on different types of 
cancers. You can listen to or read these programs online at www.canceradvocacy.org/toolbox; 
you can also download the audio files from iTunes.  
 
The Cancer Survival Toolbox comes with an online Resource Booklet, available at 
www.canceradvocacy.org/toolbox. Resources and organizations related to each Cancer Survival 
Toolbox topic are included. Don’t worry about writing down names, web site addresses, book 
titles and other resources mentioned in this program; they are all included in the online Booklet.  

Now, let’s talk more about first steps.  
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[TRACK 2: SURVIVOR STORIES: GATHERING INFORMATION] 

[Narrator] 
 
People say when they first learn they have cancer, it’s hard to think clearly. And at the same time, 
you have to make some of your most important decisions. The decisions you make now will affect 
your cancer care AND your life when your cancer treatment ends. Having good information can 
be key to having power and keeping in control.  
 
Joan, an oncology nurse and a cancer survivor, has had a lot of experience guiding people with 
new cancer diagnoses. Here’s how she suggests getting started on your search for information. 

 
[Joan] 
 
First, let me say I know you might feel anxious as you hear some of this information. This is 
completely normal. It’s complicated and can be confusing. Your cancer care team can answer 
questions and decrease any confusion you might have. So, let’s get started. 
 
You will hear many new words, and understanding these words will make communicating much 
easier. I’m going to use some of these words and explain what they mean as we go along. But 
there just isn’t time to cover all the new words you’ll be hearing. So, I can’t say this strongly 
enough: Ask for explanations of any words or terms you don’t understand. No one expects you to 
suddenly know all these things. A list of many words and terms and their meanings is included in 
the section called “Cancer Words” in the NCCS publication “Teamwork: The Cancer Patient’s 
Guide to Talking With Your Doctor.”  “Teamwork” can also help you ask the right questions when 
choosing a doctor, asking about biopsies, learning about your diagnosis, choosing treatment 
options and more. In addition, NCCS has developed two tools to encourage communication with 
your doctors: the “Know Yourself Worksheet” and “Essential Questions to Ask Your Doctor,” both 
available on the NCCS website at (www.canceradvocacy.org/takecharge). 

 
Cancer often involves a group of cancer cells becoming a tumor. The tumor acts like a parasite, 
robbing normal cells of blood, oxygen, and nutrients. Cancer cells can spread from the original 
tumor through the bloodstream and lymph system to other parts of the body in the process called 
metastasis. Metastasis is also used to mean a second tumor caused by this movement of cancer 
cells. 

 
It’s important for you to know the exact name of the type of cancer you have. Cancer is more than 
one hundred different diseases, each with distinct traits. It’s also important to realize that even if 
you and I both had the same actual diagnosis, our body make-up, health histories and current 
health status would make our cancer situations different. 

 
[Narrator] 
 
Many cancers are diagnosed after a doctor takes a sample of cells from the surface of the tumor 
or performs a biopsy to get a small piece of tissue from a suspicious lump, lesion, or tumor. The 
forms of cancer that affect bone marrow, blood-forming cells, and lymph tissues – cancers such 
as leukemia, lymphoma, and multiple myeloma – are diagnosed with special blood and bone 
marrow tests. 
 
Tissue and blood samples are sent to a laboratory where the pathologist, a medical doctor who is 
an expert on cells and tissues, uses microscopes and techniques to assess structures inside cells 
and cells grouped together to form tissues. Dr. Grose, a pathologist, explains his role on the 
cancer care team. 
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[Dr. Grose] 
 
The first thing I do is see if the sample contains cancer cells or shows evidence of cancer. I look 
for signs that tell me where in the body the cancer started – the site of origin. I try to assess how 
fast the cells are growing and dividing, and the chance that the cancer cells will spread beyond 
the site of origin.  
 
Sometimes, a surgeon tries to remove an entire tumor, such as in the procedure called a 
lumpectomy used to remove small breast cancers. In these cases, another part of my job is to 
check the size of the tumor, and judge whether or not the entire tumor has been removed. This 
judgment is based on the tumor margins – the distance from the end of cancer-containing tissue 
to the edge of the entire tissue sample. The tumor margin gives doctors guidance as to what the 
next steps in treatment should be. Very small tumor margins suggest the need for additional 
surgery to remove the remaining tumor, or post-surgery treatments such as chemotherapy or 
radiation therapy.  

 
After my analysis, I prepare a pathology report that I send to the doctor. This report describes 
how the cells looked under the microscope, where I believe the cancer started, and my opinion 
about the way these cells are likely to act in the patient’s body.  

 
[Narrator] 
 
A pathologist’s first report is often given to the doctor informally, soon after the biopsy or blood 
sample is studied. The pathologist then completes a final written report, usually within a few days. 
Sometimes, the pathologist is unable to get all the information that’s needed, and tissue samples 
might be sent to another laboratory where more specialized tests can be performed. In these 
cases, the pathology report might be delayed several weeks.   
 
The pathology report is the basis of important talks between the patient and his or her doctor or 
nurse. Joan describes what this involves. 

 
[Joan] 
 
Usually, your doctor will discuss the pathology report with you. But it’s common in specialty clinics 
for a nurse specialist to talk with patients about pathology reports. No matter who provides the 
information, what’s important to you is the name of the cancer; the grade; and other signs that 
may predict the cancer’s behavior – sometimes called prognostic indicators – that were seen in 
the pathologist’s study of your cells.   

 
The cancer type is important in determining what treatment options exist. Cancers are named by 
the type of body tissue involved. Cancers that develop from tissues lining internal organs are 
called carcinomas. Cancers that arise from glands are adenocarcinomas.  Cancers that start in 
bone, nerve, muscle, and blood vessels in supporting tissues are sarcomas. Your doctor or nurse 
can give you more information about the specific name of the cancer affecting you. 

 
The pathology report includes details about tumor grade – a term indicating how aggressive the 
cancer appears to be. The grading system is used to describe the differences between normal 
cells and cancer cells. Well-differentiated means the cancer cells look and behave in ways that 
are similar to normal cells, and is thought of as a good prognostic factor – a good sign. At the 
other extreme are the terms poorly differentiated and undifferentiated, indicating that the cells are 
very different from normal cells; these are usually negative prognostic signs. Sometimes, grades 
are given numbers: Grade 1 is like well-differentiated cells, while Grades 3 and 4 are like “poorly 
differentiated” and “undifferentiated”.  

 
Prognostic indicators differ among the many forms of cancer. Their value lies in the clues they 
give about the way the cancer acts and what treatments might be most helpful. For example, 



 5 

hormone status can be a vital piece of information. Some forms of cancer are affected by 
hormones that can cause the cancer to grow at a faster or slower rate. Breast, ovarian, and 
prostate cancers are among those that can be affected by hormones. Changing hormone levels – 
referred to as hormone manipulation – might be used to treat these cancers. Another type of 
prognostic indicator, known as tumor molecular profiling, may be performed on your tumor to 
identify which chemotherapy drugs or other targeted therapies are likely to be most effective and 
which treatments are likely to be ineffective. Talk with your doctor or nurse about the prognostic 
indicators that are of value in your form of cancer. 

 
If you have questions about your pathology report, or you want to know more about what 
something in the report means for you and your treatment options, it might be helpful to talk with 
the pathologist. Your request might be uncommon, but most pathologists will gladly help you and 
your family get and understand the information you want.  

 
I always suggest patients get copies of all written reports, but this initial pathology report is 
especially important – it provides direction for almost everything that follows. 
 
You can get more information to help you understand your pathology report from your doctors 
and nurses, books, magazine articles, and from web sites. For example, the National Cancer 
Institute, or NCI, has a Cancer Fact Sheet on Pathology Reports on their web site. Web sites 
sponsored by cancer-specific groups often offer help in understanding pathology reports specific 
to a particular form of cancer. For example, the organization “BreastCancer.org,” which you can 
find online at www.BreastCancer.org, offers information on understanding pathology reports for 
various types of breast cancer. Similarly, the Prostate Cancer Foundation (www.pcf.org) covers 
diagnosis, staging, and risk assessment. Other groups have disease-specific information as well.  
 
[Narrator] 
 
Other information gathered to describe your cancer includes the stage of your disease – how far 
the cancer has spread. The staging workup starts with a physical exam and medical history. 
Depending on the type of cancer, it could also include blood and urine tests, X-rays, and other 
studies such as CT scans, MRI, ultrasound, PET scans, and nuclear medicine scans. Cancer 
stages range from 0 or I to IV; sub-categories further define the stages. Cancers that start in the 
bone marrow or lymph system have their own stage and grade terms. 
 
Staging is done using the “TNM” staging system, which is based on the size and extent of the 
primary tumor (the "T" in TNM); whether the cancer has spread to nearby lymph nodes (the "N"); 
and whether the cancer has spread to other parts of the body – this is called “metastasis” and 
represents the "M". The National Cancer Institute has an excellent fact sheet about tumor staging 
at www.cancer.gov/cancertopics/factsheet.  
 
Your prognosis – the statistical odds of what happens to people with this diagnosis – is arrived at 
by looking at the type of cancer, the grade and traits of the cancer cells, the stage of disease, the 
success of treatments for this kind of cancer, and your personal and medical status and how that 
will affect what forms of treatment you can undergo. Just keep in mind – the prognosis is based 
on what has happened to all people who have this disease – and not necessarily what WILL 
happen to YOU. 
 

http://www.breastcancer.org/
http://www.cancer.gov/cancertopics/factsheet
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[TRACK 3: SURVIVOR STORIES: YOUR CANCER CARE TEAM] 

 
[Narrator] 
 
Cancer care involves many people with various knowledge and skills. A team effort using several 
experts is one of the most helpful features of quality cancer care. Who will be on your team 
depends on the type of cancer you have and other things that make you unique. But in general, 
your team members are:  

 You at the center of the team – knowing you’ll have the final voice in making decisions and 
choices about what happens to you; 

 The best doctors you can find – among them, medical and radiation oncologists, radiologists, 
pathologists, and surgeons – doctors who are smart, up-to-date, skillful, and are people you 
trust, and with whom you can talk;  

 Other knowledgeable and skilled healthcare professionals as they are needed – including 
oncology nurses, oncology social workers, oncology clinical pharmacists, dieticians, 
occupational and physical therapists, clergy, and psychologists or psychiatrists. 

 
Since modern cancer care is so complex and involves so many experts, it’s best when one 
member of your healthcare team is designated as the person who coordinates your care. 
Depending on the type of cancer, this person could be a surgeon, a medical oncologist, your 
primary care doctor, or an advanced practice nurse. 
 
Joan offers her suggestions for selecting your cancer care team and a care coordinator. 
 
[Joan] 
 
Putting together your team usually starts with choosing the healthcare professional who will 
assume the main responsibility for coordinating your care. This coordinator helps arrange 
consultations with specialty doctors and supportive care providers. Your medical records will be 
assembled and maintained by the people who work with the doctor or nurse coordinating your 
care. Other people working with the doctor – staff members such as nurses, social workers, 
receptionists, financial counselors, and laboratory and pharmacy technicians – will play major 
roles in your care as well.   
 
In terms of choosing doctors for your team, I suggest you give serious thought to what really 
matters to you. What is truly essential, what is important but negotiable, and what you would like 
but could do without? For example – how important is your doctor’s bedside manner? If you had 
to choose, is a surgeon’s skill more important than his or her bedside manner? These are very 
personal choices.  
 
Where you live may be one of your first considerations when selecting a doctor. If you live in a 
small or rural community, your choices may be limited unless you’re willing to travel for care. 
People who live in suburban and small communities could also have limited access to cancer 
care experts and the technology needed in modern cancer care. In these settings, it is vital that 
you are confident that the local doctor is qualified and can give you the care you need. You may 
need to weigh a number of factors in your selection of a cancer care provider – factors like driving 
distance to a cancer center, access to transportation, and road and weather conditions.  
 
No matter where you live, there are some issues in choosing a doctor that have to be given top 
priority. First, basic credentials are critical. Most hospitals and cancer care centers offer 
information about their staff in brochures and on their web sites. Board certification in a specialty 
means the doctor has training and experience in the specialty area. There are also web sites, 
such as HealthGrades.com, that grade hospitals, doctors, health plans, and nursing homes, and 
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charge a fee that allows people to access this data.  Professional organizations’ web-based tools 
also offer information about members and help users find specialty doctors. Some of these web 
site addresses are listed in the online Resource Booklet. 
 
A doctor’s competence and experience are important pieces of information. State Medical Boards 
can provide access to records of lawsuits against doctors and instances where doctors’ license to 
practice medicine have been revoked. It is O.K. to ask about the doctor’s experience – how many 
times have they done this kind of surgery? Used this sort of equipment? Used this kind of 
therapy? What were the outcomes? Could you talk with a nurse or social worker who works with 
the doctor? Are there other patients who have the same doctor with whom you could talk?  
 
Make sure the doctor you choose is accepted by your insurance plan. Insurance plans may cover 
the services of only a select group of doctors and treatment facilities. Using other doctors or 
facilities may pose problems with paying for care. It is also important to be familiar with your 
annual deductible amounts and copays. This information can be found in your health insurance 
benefits plan. Coverage by certain government-funded programs, including Medicare and 
Medicaid, can sometimes be a problem since not all doctors and treatment facilities accept 
patients with only these forms of insurance.  
 
[Karen] 
 
The other night, I woke up with back pain. I didn’t know if it was related to my colon cancer, my 
chemo, or if I had pulled a muscle doing yoga. I had diarrhea and didn’t know if the back pain 
could cause that too, or if it was something I ate. I’ve changed my diet, so maybe the pain and 
diarrhea could be from the fruits and fiber I’ve been eating. But I was sitting in the bathroom, 
thinking the pain was so bad that I should call somebody. I was afraid the pain meant my cancer 
had spread. I was trying to remember what the side effects of the chemo were. I started to get 
panicky. Then I thought, ‘who do I call?’ I wondered if I should call the oncology nurse 
practitioner, the medical oncologist, or my primary care doctor? I didn’t want to wake up the 
wrong person in the middle of the night!  
 
I ended up taking something for the pain and called my nurse practitioner first thing the next 
morning. It turned out I was having some irritation of the bowel common with my kind of 
chemotherapy. I’d been trying to be a “good patient” – not bother the doctors and nurses with 
questions. But after this experience, I decided that plan hadn’t worked for me, and I asked the 
nurse practitioner for help.  
 
She and I talked to the dietician and we worked out some changes in my diet that helped soothe 
my bowel tissues. She set up a time for me to talk with a physical therapist, who helped me 
develop a gentle exercise program and introduced me to a yoga instructor who works with my 
physical limitations. Most important, she helped me be clear about who I should call when I have 
problems, concerns, and questions. I was assured that I could call any time, day or night. I feel a 
lot more confident knowing there’s a kind of “safety net” to support me.   
 
[Narrator] 
 
Ask your oncologist or nurse practitioner to make a list of the members of your healthcare team. 
The first person on the list should be the person to call if a problem comes up. Ask all your 
doctors and nurse practitioners to give you their business cards, and keep these cards in a 
central place.  
 
Also, have a telephone number to call for help 24 hours a day, 7 days a week and on all holidays. 
Most oncology doctors use answering services to take and refer calls to colleagues when they 
are not available. The person you talk with on these “off hours” may not be your regular 
healthcare provider, so be prepared to provide some information about your treatment and the 
medicines you are taking.   
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In addition to a list of your cancer care team members, it’s a good idea to keep a list of all 
medicines you are taking (both prescribed and over-the-counter). Include the name, the reason 
you are taking it, dose, how and when you take the medicine, and the name of the doctor who 
prescribed it. This record can be helpful if you ever have to go to the emergency room or see a 
new doctor. Also, any time you are discharged from a hospital, ask for a record of the medicines 
you were given and the medicines you are to take after you leave. Along with your list of 
medicines, a list of all allergies or sensitivities can be very useful.    
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[TRACK 4: SURVIVOR STORIES: YOUR CANCER CARE PLAN/SECOND 
OPINIONS] 

[Narrator] 
 
When you are diagnosed with cancer, the first decisions are the most important, as they set the 
course for how your cancer will be managed. Initial decisions that have to be made include the 
selection of a doctor or doctors, where to go for treatment, which treatment option to select, and 
whether to try to enroll in a clinical trial.   
 
Often, people with new cancer diagnoses are given several treatment options from which to 
choose. It’s rare that the treatment decision is simple and clear-cut. In trying to determine which 
treatment option to select, people often ask – “Doctor, if it were you, or your wife or husband, 
what would you do?” This can be a useful question, but keep in mind that other people’s 
situations can be quite different from yours. 
 
There are multiple resources that can help you make informed, well-thought-out decisions. The 
National Comprehensive Cancer Network – or NCCN – and the American Cancer Society worked 
together to develop Treatment Guidelines for Patients. These guidelines help patients understand 
treatment options for many forms of cancer, and are available on the NCCN and American 
Cancer Society web sites (www.nccn.org. and www.cancer.org).   
 
The decisions you’ll make about treatment are very personal. Here are some questions to ask 
your doctors or nurses, and things to consider as you look at treatment options: 
 

 Ask how successful this treatment has been for others in similar situations. 

 Ask about side effects you might have. 

 Discuss your health status and any condition that could make side effects more difficult or 

serious for you. 

 Ask about long-term and late side effects. These are health problems that might occur after 

treatment has ended. 

 Ask about what the realistic goals might be for your treatment. 

 Ask about changes you can expect in your lifestyle and daily activities. 

 Assess your ease of access to the facility providing the treatment. Also, is the facility one that 

performs this type of care routinely?  

 Talk about the type of self-care you or your caregiver will need to take on. 

 Talk with your doctor, nurse, social worker, financial counselor, or insurance representative 

about what to expect in terms of insurance coverage and the costs for which you could be 

responsible. 

 
Your cancer care team members can help you work through the decision-making process. 
Another Toolbox program, “Making Decisions,” includes more guidance. In addition, a number of 
cancer-type specific web sites offer treatment decision support tools; these are listed in the online 
Resource Booklet.   
 
[Linda] 
 
My name is Linda and I’m an oncology social worker. You’re most likely to find a social worker 
like me – with special interests and skills in working with cancer patients and survivors – in cancer 
care centers and teaching hospitals. I get involved with patients and families during any phase of 



 10 

cancer care, but am often involved in early discussions with new patients trying to decide where 
to get treatment.  
 
The decision about where to go for treatment may be easy if you decide to go to the office or 
clinic used by your chosen doctor or designated by your insurance plan. The “where to go” 
decision may be harder when there are multiple places you can get care – the oncology doctor’s 
office, a free-standing radiation therapy center, a community cancer treatment center, or a cancer 
center that’s part of a teaching hospital.   
 
The complex nature of cancer care demands that treatment facilities have qualified, skilled staff. 
Good facilities have space for treatment, and the ability to assure safe storage, handling, and 
administration of medicines. Treatment facilities need equipment to monitor patients’ status 
during treatment, and to allow staff to respond quickly to emergencies that could arise – for 
example, allergic reactions or rapid changes in blood pressure. Facilities must also provide 
privacy and comfort.  
 
[Narrator] 
 
Let’s talk about second opinions. Second opinions can be an important part of making informed 
decisions about treatment and where to go.  
 
Michael faced the dilemma of getting a second opinion after he was diagnosed with a form of 
cancer known to offer many challenges. 
 
[Michael] 
 
Last week after church, a group of us went out for breakfast. I told my friends I was going to have 
surgery soon for a melanoma on my leg. I asked my friends to pray for me – especially since I’ve 
been concerned because my managed care plan says I need to have the surgery at the local 
hospital it owns. I’m not sure the general surgeon I’ve been sent to has the experience and skill 
needed for this type of surgery. I’ve read melanoma is very complicated and unpredictable. I’m 
thinking I need a surgeon who is really an expert in melanoma surgery.  
 
[Colleen] 
 
I’m Michael’s friend, and I was with him that Sunday morning. I’m a nurse, and although I don’t 
work as a cancer nurse, I’m aware that melanoma is not something to take lightly. I was surprised 
Michael was being so passive about these plans for surgery. He’s usually such a take-charge 
guy. I can only guess he’s really frightened. But, I was terribly upset by the idea of a general 
surgeon doing this operation. I know neither of the doctors he’s seen are experts in melanoma 
care, and I know enough to know that this form of cancer requires expert care. So, I really 
encouraged Michael to ask his primary care doctor to get him a referral for a second opinion. 
Most doctors are very willing to do this.  
 
I offered to help Michael by making a list of local doctors who specialize in skin cancers. I found 
there’s a melanoma center at the cancer center 100 miles from here, and he could begin a self-
referral process by calling the center or using its web site.  
 
[Narrator] 
 
There is almost nothing worse than making a decision based on too little information. It is 
important to know that at any time you can ask your doctors for a second opinion to clarify or 
confirm your cancer diagnosis. A second opinion can also be helpful to confirm your course of 
treatment. If your doctor does not want to refer you for a second opinion, you can arrange for one 
yourself. The Bloch Foundation (www.blochcancer.org), a non-profit organization, provides a list 
of multidisciplinary second opinion services. Contact information is listed in the online Resource 
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Booklet. An internet search using the terms “second opinion” and “cancer” can yield another list of 
organizations that offer second opinion services, many of which provide these services free of 
charge.  
 
If the cost of getting a second opinion is an issue, a social worker or a financial counselor may be 
able to help. Even if you have to pay out-of-pocket, a second opinion is important, as it can help 
you have confidence in the doctors and treatment plan you choose.  
 
Sheri, an executive assistant, tells us how important a second opinion can be. 
 
[Sheri] 
 
I was with my mom, in my childhood home, during the last few weeks of her life. While I was 
there, I noticed this “thing on my lip” – which, given all of stress I was under, I thought was just a 
cold sore. After Mom died and I was back home, the sore hadn’t healed so I made an 
appointment to see my primary care doctor. He said it was a basal cell carcinoma and that it 
should be removed right away. He referred me to a dermatologist, who said the same thing and 
referred me to a plastic surgeon. During that appointment, I asked the surgeon if he had any 
pictures of people who have had this kind of surgery – I wondered what I would look like when it 
was over. He would only tell me that I would look different than I do now. It sounded awful, but not 
one of the doctors offered another option. He was ready to schedule surgery, but I decided to wait 
and see if I could get another opinion.  
 
I went back to my primary care doctor to ask that he arrange a second opinion. He refused, 
saying I’d already had a second opinion from the dermatologist, and a third opinion from the 
plastic surgeon. I didn’t know what to do – but I did call the woman who was my best friend from 
the 5

th
 grade on and is now an oncology nurse. Her first question was “What did the biopsy 

show?” Well – I’d never even had a biopsy. She contacted an oncology nurse in my city, and they 
helped me arrange for a second opinion at a local cancer center. I saw the cancer doctor, he 
arranged to have the biopsy performed, and lo and behold, the sore was not even cancer! I was 
treated with one application of liquid nitrogen and the sore was gone. Just imagine, if I hadn’t had 
that second opinion, I would have had that extensive surgery – for nothing! 
 
[Narrator] 
 
Another type of second opinion is a multidisciplinary evaluation of your diagnosis and treatment 
plan, which offers the benefit of more than one doctor’s opinion. The evaluation, sometimes 
called a “tumor board” or “cancer consultation board or panel,” involves doctors from several 
cancer specialties. Some panels include social workers, nurses, nutritionists, pharmacists, and 
others. The group reviews the patient’s history, reports, and pathology slides and X-ray studies. 
They discuss the case and agree on recommendations.  
 
You may be asked – or even required – to be present to meet with the panel; during this meeting 
your questions and concerns can often be addressed. Some services provide patients with a 
recorded copy of their discussion, but if this is not the case, you may want to ask permission to 
bring your own recording device so that you can re-listen to these conversations and fully 
understand the advice offered. 
 
If you have arranged for a second opinion or multidisciplinary evaluation, you’ll need to gather 
your medical records and reports of diagnostic tests, surgery, and treatment you’ve had so far. If 
someone other than you is going to collect these documents, you’ll need to sign a release form 
allowing them access to these materials. You’ll need to provide pathology slides and a CD copy 
of any CT and MRI scans, X-Rays, and other imaging studies you have had. Some second 
opinion services will help you gather the required documents.  
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Getting a second opinion does not mean you’re unhappy with your doctor, or that you plan to 
change doctors: getting another opinion is simply a way for you to get a second doctor’s advice. It 
can be an important factor in your ability to make truly informed decisions about your care.  
 
[Joan] 
 
One of the treatment options that’s important to many people with cancer is the chance to enroll 
in a clinical trial. Clinical trials are used to test new treatments before they’re made available to 
the public. Most people who take part in clinical trials will be in Phase III trials, which compare 
new treatments to treatments currently thought to be the best available for that type of cancer. If 
the new treatment proves to be better than the current treatment, the new treatment can then be 
approved by the U.S. Food and Drug Administration – the FDA – for general use.  
 
Some confusion exists about Phase III trials. People sometimes fear if they take part, they could 
get no treatment at all. In reality, people in Phase III trials get either standard treatment – the 
treatment they would get if they were not enrolled in the trial – or the new and potentially more 
effective treatment being studied. People are also sometimes concerned that insurance will not 
cover the trial costs. Federal law requires most health insurance plans to cover routine patient 
care costs in clinical trials as long as the patient is eligible for the trial and it is an FDA-approved 
trial. Plans are not required to cover out-of-network doctors or hospitals if the plan usually doesn't 
do so. Medicare Part B pays for routine costs, including office visits and tests. Studies show that 
taking part in a clinical trial costs no more than any other cancer treatment AND adds the values 
of access to the newest treatment, quality care, and close attention to your condition. If trial-
related costs are of concern to you, the study doctor or nurse can answer questions about what is 
covered and what costs you or your insurance will be expected to pay.  
 
Bob would like to share his story about taking part in a clinical trial: 
 
[Bob] 
 
My wife and I had looked forward to retiring and spent five years traveling the country pulling a 5

th
 

wheel trailer. We had a great time, but at some point, we wanted a place to call “home” again. We 
found a place we like in a small rural town in Texas. I was working in our little hardware store and 
one day, a gentleman at the store said, “You kind of look yellow today, Bob.” I just passed it off – 
didn’t think too much about it. But pretty soon, other people noticed. I went to our local physician. 
I tried antibiotics and that didn’t help, so I went back. That time, it wasn’t the doctor I talked to – it 
was the nurse practitioner. She was concerned and ordered blood tests. To make a long story 
short, I found out I had cancer of the pancreas.  
 
I went back home to think over the treatment options I’d been given by the local doctors. I really 
didn’t know what it all meant, but the doctor told me “You’ve got one of the worst cancers you 
could have.” They said I needed to make a decision about treatment right away. My wife and I 
talked about it, and we talked with our son. Since we were new to this area, this state, we were 
not well informed about what resources might be out there. My son got on the Internet and the 
next day he called and said “Get Dad to the Comprehensive Cancer Center” and gave us the 
number for the center’s self-referral program. My wife placed the call. She also got on the internet 
and pulled up a lot of information about pancreatic cancer. Neighbors were sort of discouraging – 
they said I’d have a hard time getting into the cancer center. So, we prayed about it. We were 
relieved when the center called us back just two days later. I was given an appointment for the 
next week. I was told to gather my medical records. We did that, and off we went.  
 
I had more tests at the cancer center. I had surgery there, and in six days, I was home. A week 
later, I had my follow-up appointment. In the waiting room, we met another couple – the husband 
had had the same surgery. They told us about the clinical trial he was in. We’d read a little about 
clinical trials, and the surgeon had mentioned it before surgery, but he couldn’t predict if I’d be 
qualified to be in the trial until after surgery. After talking with this couple, we decided to go for the 
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clinical trial if I qualified. At the surgeon’s office, they gave me all kinds of booklets and 
information about what’s involved.  
 
If I qualified, I wanted to do it for the simple reason that if it would benefit other people, I wanted 
to be involved. I did qualify. In this trial, I had to stay near the center for 8 weeks. We couldn’t 
afford a hotel or apartment, but we had the 5

th
 wheel trailer, and we put it in a campground near 

the center. I got radiation 5 days a week, plus chemotherapy. I got a little weak – but I still did all 
kinds of things. I washed the truck. I cleaned the trailer up – I washed the trailer, even waxed the 
trailer with my IV tubing and my bag, my 5FU chemotherapy and pump hanging off my belt – my 
wife’s having a fit all the time. After the 8 weeks were over, I went to the local oncologist closer to 
home once a week to have my pump refilled. When we got home, I went back to work. I worked 
at the Ace Hardware, at the local grocery store and gas station, I substitute taught all the time … 
the kids at school asked me “What’s that thing hanging on you?” (Laughs) I said – “well, that’s 
chemotherapy” and I had to explain a little bit to them. And that’s basically it –I’ve been free and 
clear on my check-ups ever since.  
 
I’m asked sometimes about the pros and cons of being in a clinical trial. I wanted to be involved – 
not just to increase my chances of living longer, but also through this study, others would benefit. 
And the downside …  in my case, I went straight through 8 weeks without stopping for a rest from 
therapy – so the downside would maybe be the side-effects you have to go through. But I feel 
very blessed to have had the cancer center, the surgeon, and the trial there for me.  
 
[Joan] 
 
Clinical trial resources are listed in the online Resource Booklet. You can also get information 
about clinical trials from your cancer care team. Several web sites offer clinical trial matching 
services. The Coalition of National Cancer Cooperative Groups’ web site 
(www.cancertrialshelp.org) offers practical information you can use to learn about clinical trials, 
and www.TrialCheck.org is a leading search engine for cancer clinical trials. You can also search 
for clinical trials at the web sites of advocacy organizations that help people with the specific type 
of cancer you have.  
 
No one should take part in a clinical trial without full knowledge of what’s involved. If enrolling in a 
trial is suggested to you, you must be given complete information about the trial, and enough time 
to think about your decision. Before formally enrolling, you will be given a form that spells out the 
aim and risks and benefits of the trial, and your rights and responsibilities as a participant. An 
important right is that you can withdraw from the study at any time. You must read the form 
thoroughly and have your questions answered before you sign the form to indicate your 
willingness to participate.  
 
Questions to ask your doctor if you are thinking of taking part in a clinical trial are listed in the 
online Resource Booklet.  
 
[Narrator] 
 
As part of making decisions about treatment, you may find it helpful to collect and organize your 
medical records, starting as soon as you can after your diagnosis. Getting records later is 
possible, but it might be harder. State laws allowing people the right to see medical records differ, 
and it’s not always easy to get copies for your files. And, copy fees can be high. The Health 
Privacy Project provides information about state laws, and can be accessed by phone (202-687-
0880) or at www.healthprivacy.org.  
 
The easiest way to get copies of your records is to ask for copies of your test results at the time 
you speak with your doctor or nurse. Copies of X-Rays, CT, MRI, and PET scans can be placed 
on CD as well.  
 

http://www.cancertrialshelp.org/
http://www.healthprivacy.org/
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By keeping all your records in one place, they will be ready to share with other healthcare 
providers you may see in the future. Carmen describes how she collected and organized her 
records. 
 
[Carmen] 
 
After an appointment, I went to the medical records department. I filled out a form and the clerk 
said the hospital would bill me over $100 for copying. I couldn’t really afford that. But the clerk 
was helpful. She told me there’s no charge for sending reports to doctors, and suggested I call 
my doctor and ask if she would accept the records and keep them for me to pick up later. So I 
called and the receptionist told me they would be happy to keep the copied records for me to pick 
up at my next appointment.   
 
At first, I used an accordion file to organize my health papers, but as time went on and more 
papers got collected, I ended up with a file box. My friend who’s just now starting cancer 
treatment got a large 3-ring binder and a set of file tabs. She uses the tabs to label sections – one 
for articles about her form of cancer; one for insurance forms; one for bills; one for X-ray reports; 
one for pathology and blood study reports; and one for lists of local resources and important 
phone numbers. It has made medical record keeping so much easier for her. Another friend 
scans and keeps an electronic copy of all of her health records and related papers on her 
computer. This makes them convenient to access and easy to forward to her healthcare 
providers.  
 
Whatever filing system you use, leave room for new pages. My file keeps getting bigger, as new 
information about my form of cancer and my treatment comes out.  
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[TRACK 5: SURVIVOR STORIES: OTHER RESOURCES AND HOW TO FIND 
THEM] 

[Pam] 
 
After my diagnosis, I called the cancer center and asked for help getting a consultation. The 
person at the referral office was very helpful. Up to this point I’d depended on my doctor and 
nurse practitioner to help me coordinate the needed tests and consults to confirm my diagnosis. 
But now that I have my diagnosis and am exploring the right treatment plan for me, I have 
different questions and concerns – wondering about insurance coverage, concerns with work, 
dealing with my family and my own emotional issues. How do I find people who are experts?   
 
It was my nurse practitioner who told me about the resource people at the cancer center where I 
would be going for treatment, including oncology social workers, clinical nurse specialists, patient 
advocate representatives, case managers, and financial counselors. All these people could help 
me find my way through the system – I think of this as “navigating” – and manage my cancer 
care. 
 
[Narrator] 
 
To help those with cancer identify needed resources, many cancer programs use navigators. 
Some navigators are lay people. Some are nurses or social workers. Nurse navigators work with 
various doctors to help newly diagnosed patients learn about their diagnoses and understand 
pathology reports and the treatment options suggested. Nurse and social worker navigators often 
help set up second opinions and referrals to other available resources, including those in the local 
community.  
 
Find out if your cancer care center, or a local cancer resource facility, employs a navigator, and if 
so, ask to meet with him or her (or someone whose job is similar). Talk about your needs, 
questions you have, and ways the navigator might help you.  
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[TRACK 6: SURVIVOR STORIES: REVIEWING YOUR HEALTHCARE 
POLICY] 

[Michael] 
 
I’ll never forget that day. It was a week before my scheduled surgery. I got a call from the hospital 
business office. The financial counselor called to tell me about the deductible and out-of-pocket 
expenses that would have to be paid when I checked in to the hospital. What a surprise! I had no 
idea my deductible was so large. I later learned my coverage had changed at the beginning of the 
year. I guess I had not read all the paperwork that had been sent to me by my employer. My 
overall coverage dropped from 90% to 75%. After that wake-up call, I got busy reading my 
insurance policy. 
 
[Carmen] 
 
My diagnosis could not have happened at a worse time. Well, there IS no good time, I know. But, 
my situation was especially hard. I had lost my job due to a large layoff at the company where I 
had worked for 20 years. This happened 6 months before. I live in a small community. I was 
having a hard time finding a new job. Then I got sick. I didn’t have insurance. I couldn’t afford to 
keep my COBRA policy. I never thought this would happen to me. 
 
I met with the oncology social worker at the cancer center. He was so helpful. I learned about 
disability insurance. I also learned that my state has a catastrophic state insurance plan. I was 
lucky. I was able to get some help. 
 
[Narrator] 
 
When diagnosed with cancer and looking at treatment options, knowing about your insurance 
policy can help you avoid frustrations and surprises. Here are some pointers: 
 

 Review your policy, reading it through from beginning to end; 

 Learn about deductibles, co-pays, and out-of-pocket expenses; 

 Learn about the authorization and certification practices of your insurer; 

 When you have questions or there are things you don’t understand, reach out to experts 
available to you. These are suggestions of where you might find such experts:  

*  Human Resource people at work; 
*  Financial counselors at your medical treatment center; 
*  Customer service representatives with your insurance company; 
*  Social workers or case managers at the hospital or treatment center; and 
*  Medicare Hotlines (listed in the online Resource Booklet). 

 
One additional suggestion about accessing the benefits of your insurance policy: as part of the 
Major Illness/Catastrophic Illness portion of most health plans, case management services are 
available. To use this service, all you need to do is call the number on your insurance card, and 
tell the company you want a case manager. Case managers are often specialists in particular 
diseases, so it’s likely you will be asked to reveal your diagnosis. Most often, an intake person will 
contact you to get basic information and assign a case manager. The case manager will then 
contact you and begin working with you to assure your questions are answered and needs are 
met. Ask your case manager for his or her direct extension, so you can avoid time-consuming 
menu selections and recordings when you call in the future. 
 
And finally, if you don’t have insurance, get help through a social worker and/or financial 
counselor at your local hospital or cancer treatment center. Many states now have “health 
exchanges” or “health insurance marketplaces” to help uninsured people find health coverage. If 
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you live in a state without its own exchange, you can still purchase insurance through a federal 
exchange. For more information, visit www.healthcare.gov, or go to your state health exchange 
online.  

http://www.healthcare.gov/
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[TRACK 7: SURVIVOR STORIES: ASKING FOR HELP] 

[Pam] 
 
After the doctor said, “I’m sorry, you have cancer”, I didn’t hear anything else. My heart started 
pounding and I couldn’t breathe. All I could think was, “I’m going to die.”  But I didn’t. It took a few 
days, but I decided I was going to beat the cancer. And I was going to need help to do that.    
 
[Narrator] 
 
When you first learned you had cancer, you may have felt frightened, angry, or alone.   
These feelings are very common. But no one needs to face cancer alone. When people with 
cancer ask for help from others, they often find it easier to cope.   
 
Let’s hear how Pam found help and support in her community. 
 
[Pam] 
 
When I saw my doctor for my annual checkup, he wanted me to have a colonoscopy.  When he 
told me the polyp they found in my colon was cancer, I didn’t believe it. He told me I needed to 
see a surgeon, and the surgeon said I needed to have part of my colon removed.    
 
After surgery, my surgeon said I would need a medical oncologist. My cancer had spread to two 
lymph nodes and I would need chemotherapy. When I heard chemotherapy, all I could think of 
was how sick my father was when he had chemotherapy for lung cancer. That really scared me.   

 
While I was still in the hospital, Linda, an oncology social worker, came to see me. She helped 
me realize my fear and anger are normal. Together, we developed a list of resources available in 
our community that could help me. I’ve never been one to ask for help, so I did need this gentle 
push to just ask. Linda explained that my family and friends will want to help, but they may also 
need ideas about what I’ll need and what they can do.   
 
[Narrator] 
 
Knowing what resources are available can be very helpful. To help you get started in putting your 
list together, Linda shares the list of resources she and Pam developed. 
 
[Linda] 
 
Family is how you define it. It can include your spouse or partner, siblings, children, parents, 
grandparents, aunts, uncles, cousins, and friends. 
 
Other Friends may include co-workers, people in your faith community or church, and your 
neighbors. These are people who love and support you.  
 
Cancer support groups are meetings for people with cancer and their families and friends. These 
groups let you talk about what it’s like to have cancer and how to cope. There are different types 
of groups: face-to-face groups, telephone groups, and online groups. Groups like the “I Can 
Cope” online program sponsored by the American Cancer Society (www.cancer.org) provide 
information related to cancer treatment and other issues. Other groups, like those offered by the 
Cancer Support Community (www.cancersupportcommunity.org), provide emotional support to 
help members cope with common concerns. Some groups are for family members and other 
caregivers. Find out what groups are available in your community. You might try to attend more 
than one group if more than one exists to see which seems most helpful. Hospitals, doctors’ 

http://www.cancersupportcommunity.org/
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offices, newspapers, and telephone directories often list contact and schedule information for 
support groups in the community.  
 
You can connect with services that offer telephone, online, and even talk-radio-based support 
programs. I’ll mention just a few examples here, and more are listed in the online Resource 
Booklet. CancerCare, an organization based in New York that offers many types of services 
including educational programs, individual counseling, and facilitated support groups. 
CancerCare can be accessed by a toll-free number (1-800-813-4674 – 1-800-813-HOPE) or 
online at www.cancercare.org.  
 
The Cancer Support Community (CSC) (www.cancersupportcommunity.org) is an international 
non-profit organization that provides free support and education to people with cancer and their 
loved ones. There are more than 40 local CSC affiliates in the U.S., as well as satellite off-site 
programs and online cancer support services, which include support groups, a resource library, 
and discussion boards.  
 
Some grassroots advocacy groups also facilitate support. For example, the Pancreatic Cancer 
Action Network – PanCAN™ – helps connect pancreatic cancer survivors with others who are 
more recently diagnosed. Check with an advocacy group that offers services to people with your 
form of cancer to see if they help connect survivors with one another. You will find a list of 
advocacy groups in the online Resource Booklet. You can also find links to advocacy groups at 
the National Coalition for Cancer Survivorship web site, www.canceradvocacy.org 
 
Spiritual support often involves finding meaning in our lives, and now, finding meaning in having 
cancer. Many people find support and meaning through prayer or with the guidance of a chaplain, 
pastor, rabbi, other spiritual leader, or a social worker, oncology nurse, or psychologist.   
 
Organizations, such as the National Cancer Institute’s Cancer Information Service, the American 
Cancer Society, and cancer type-specific organizations like the Leukemia and Lymphoma 
Society, the National Colorectal Cancer Alliance, the National Prostate Cancer Coalition, and the 
Susan G. Komen Foundation, can provide up-to-date information and connections to other people 
with the same kind of cancer. A good place to start is the National Coalition for Cancer 
Survivorship’s web site – www.canceradvocacy.org. Many NCI-designated cancer centers also 
provide information and help connect patients and survivors to one another. 
 
Another list Pam and I made included ideas about ways family and friends could help. This way, 
when people ask what they can do, there is a ready-made list to choose from. I usually suggest 
one person in your circle of friends and family be asked to be the main contact person and in 
charge of the list.   
 
[Pam] 
 
This was a good idea for me. Having this list eliminated a lot of confusion. Most importantly, I 
think it helped to spread the tasks that had to be done more evenly among everyone. That way, 
no one felt over-burdened, yet I felt good knowing things would not be forgotten. Here are some 
things I put on my list: 
 

 Pick up my children from school on days I have treatment.  

 Take my son to soccer practice or my daughter to dance lessons.  

 Put my name on the prayer list at your church.  

 Cook a meal for my family and bring it in disposable containers. 

 Visit for coffee, to share stories and laugh, but call before you visit.  

 Help with the housecleaning or yard work when my husband is out of town.  

 Send a card or letter.  

 Drive me to my doctor’s appointment or treatment if my husband is working.  
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It’s been several months since I learned I had cancer. I started attending a support group and it’s 
been so helpful to hear others talk about their fears, to be able to talk about my experience, and 
to find support and hope. I also went to a weekend-long retreat for people with cancer. It was 
amazing to find so many other people were going through the same physical and emotional 
things I was! The support group meetings and the retreat helped me realize I’m not alone, and 
gave me so many new ideas for coping with my cancer and treatment in really simple and useful 
ways. I also put my help list into action. It was difficult at first accepting help. But the list made it 
easier for me. I also think it made it easier for my friends. I could tell they appreciated the 
suggestions and I’m so grateful for their help.  
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[TRACK 8: SURVIVOR STORIES: WHO TO TELL] 

[Michael] 

After my diagnosis, it was difficult to say the word “cancer.” I wanted to tell my family and friends 
who knew I’d had a biopsy. When I called them, I said, “What we feared has happened.” They 
immediately knew what I meant.  

[Narrator] 

Announcing good news is simple. But, sharing bad news is hard to do. It’s okay to take your time 
and wait to tell others until you’re ready. And, it is entirely your decision who to tell and how much 
information to share. The Cancer Survival Toolbox program entitled “Communicating” includes 
many suggestions to improve communication that may be useful both now and in the future.  

Linda offers these thoughts about talking to others about your cancer. 

[Linda] 

Deciding who to tell and what to tell can be difficult. If this is an issue for you, ask yourself this 
question: “Would I want to know if one of my family members or close friends was diagnosed with 
cancer?” This might help you decide who to tell.  

Often, people are curious about next steps. Will you have radiation? Chemotherapy? Both? They 
may wonder where and when you’ll have surgery. If the time is right for you, answer their 
questions as best you can, but keep in mind that “I don’t know right now” or “I’m still in too much 
shock to think about that” are good answers, too. And of course, there will be people who ask 
questions, but whom you don’t feel obliged to answer. People who care about your well-being will 
respect an answer such as: “You know, Greg, I really appreciate your concern, but right now, I’m 
just not ready to talk about this. I’ll let you know when I’m ready.” 

[Claire] 

Telling family, friends and co-workers about my diagnosis and planned treatment wasn’t as tough 
as I thought. But keeping up with phone calls from friends and family members who wanted to 
know how I was doing was really tiring. My friend Jan offered to send e-mails once a week to 
keep everyone posted and would include pictures too, if I wanted. Accepting Jan’s offer was a 
great decision! Once a week I give her an update on how I’m feeling, how treatment is going, the 
highs and the lows and anything else I want to share. Then, Jan sends the next chapter of my 
journey with cancer to everyone on the e-mail list.  

Jamie, a young man in my support group, said he was getting annoyed by so many calls, even 
though he knew people meant well and just wanted to express their concern. He created a web 
page to keep everyone informed. You can give your friends and family the web address, and they 
can read what you write or send a message. You can even include photos, which everyone 
seems to enjoy. In addition to his webpage, Jamie also assured his friends and family he’d call if 
he needed help or wanted company, and was able to keep the telephone calls to a minimum. 
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[Narrator]  

There is a list of websites that can be used to help keep your family and friends updated in the 
online Resource Booklet. Before you create a webpage, you may want to discuss with your family 
how much and what types of information you are comfortable sharing with others.   

[Narrator ] 

Most families find being honest and open about their cancer and feelings helps them handle 
changes that occur. Telling your children about your cancer is another aspect of cancer that is not 
easy for many people. Of course, the age of the children makes a difference, although even adult 
children might be quite distressed by the news of a parent’s cancer.  

[Joan] 

The National Cancer Institute booklet called “When Somebody in Your Family Has Cancer” 
provides guidance and suggestions that can help families cope with a loved one’s illness. 
Likewise, the American Society of Clinical Oncology has a web site devoted to the needs of 
patients and survivors and their families –cancer.net – that also offers educational information, 
guidance, and support to people who are affected by cancer.  

One resource I use a lot is the book When a Parent Has Cancer by Dr. Wendy Harpham, a 
cancer survivor, wife, and parent of three young children. In this book, Dr. Harpham describes 
how she and her family have dealt with her illness in ways that didn’t rob the kids of their 
childhood AND helped the entire family learn and use positive coping skills. Dr. Harpham 
suggests that families work towards making a “new normal” for family life, including looking at the 
cancer as a manageable part of daily life.  

I know too, it’s really crucial to be honest: tell your children you have a serious illness, and 
doctors and nurses are working to help you get better. Depending on your situation, some honest 
talk about the possibility of death might also be in order. Give children time to ask questions, and 
to express their feelings and fears. Make it a point to let your children know their basic needs will 
always be met. Children should also know they did nothing to cause your cancer.  

Share books about cancer that are written for children. Becky and the Worry Cup comes with 
When a Parent Has Cancer. Other books that may be helpful include Our Mom Has Cancer by 
Abigail and Adrienne Ackermann (American Cancer Society, 2001), When Mommy Had a 
Mastectomy by Nancy Greenfield (Bartleby Press, 2005), Our Dad is Getting Better by Alex, 
Emily and Ann Rose Silver (American Cancer Society, 2007), and Let My Colors Out by Courtney 
Filigenzi (American Cancer Society, 2009). As time goes on, and more families are facing cancer, 
more books will appear. Bookstore customer service people and librarians often have information 
about new and useful books. 

Children need to know that although things are different, your love for them has not changed. It’s 
also important to let other adults in your children’s lives know about your cancer – teachers, 
coaches, neighbors, and parents of your children’s friends. That way, these adults may be better 
prepared to hear and help with concerns you child brings to them or shares with his or her 
friends.  

All children, but especially teenagers, should continue to spend time with friends and take part in 
their normal activities. Teenagers should be told as much as they want to know about your 
diagnosis, treatment, and prognosis. A good response to the question, “Are you going to die?” is 
“I hope not. I’m getting treatment and doing everything I can to get better.” Encourage them to 
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talk about their feelings and concerns. It’s helpful if you are honest about your feelings and your 
fears. 

Suggest ways children can help. Maybe there are things on your “friends and family list” that kids 
can do. Today’s teens are so at ease with computers – asking them to help share your news by 
way of e-mail or setting up and maintaining a web page for you might be a good way they can 
help lighten your daily burdens. 

Talk with your adult children about your cancer, even if you expect they’ll be upset or worry. Tell 
them about your feelings and wishes in case you don’t recover. Here are some things you may 
want to consider:  

 Ask your adult children to help you make decisions about your healthcare.  

 Ask your children to go with you to doctor’s visits so they can hear what the doctor is 

telling you.  

 Talk with your children about what you need from them, whether it is emotional support, 

help with paying bills, or taking care of the house.  

 Make the most of the time you have with your children. Share your feelings – not just 

love, but also your concerns, your fears, your sadness, and your hopes.  
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[TRACK 9: SURVIVOR STORIES: TELLING YOUR EMPLOYER] 

[Karen] 

When I found out I had cancer, my first thought was “I’m going to lose my job”.  Then I thought 
“Oh no, my health insurance!” I had just started my job four months before, and didn’t know how 
my boss would react to the news that I might need time off.      

[Narrator] 

When, how, and what you tell your employer is a personal decision. Before you talk to him or her, 
ask your doctor how your treatment and recovery will affect your ability to do your job, including 
whether you will need to take time off, and if and when you might expect to return to your “before 
cancer” work status.  

If you need to take time off for treatment, you’ll probably need to think about telling your employer 
about your diagnosis. Your employer may ask: 

 If you’ll be able to continue working 

 Whether you’ll be able to continue to do your job as well as before you were diagnosed 
with cancer 

 If you’re taking time off for treatment, whether you’re planning to return  

If you believe talking with your employer will cause problems, it may be helpful to talk to a social 
worker at your cancer center. He or she may be able to help things go more smoothly.  

There are federal laws and regulations that may help you and protect your rights while in 
treatment. The Americans with Disabilities Act, or ADA, can protect you if you look for a new job. 
An employer cannot make you take a medical exam before you’re hired. After you’re hired, they 
can ask medical questions only if they relate to your ability to do your job. Provisions in the Family 
and Medical Leave Act require that businesses with more than 50 employees allow employees up 
to twelve weeks of unpaid time off for treatment. 

Most employers try to work around their employees’ treatments. Still, it’s a good idea to keep a 
record of talks with your employer and people in the human resources or benefits office. Also, 
keep copies of performance reviews, memos, and letters regarding your employment.  

Legal assistance is available if you feel you are being treated unfairly at work. The NCCS 
publication, Working It Out: Your Employment Rights as a Cancer Survivor, is available free 
online and reviews legal rights, ways to avoid discrimination, discrimination laws, and 
enforcement of legal rights. Access information is available in the online Resource Booklet. 
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[TRACK 10: Survivorship Care Planning] 

[Narrator] 
 
Although it may seem too early for you to be thinking about your life after treatment and long-term 
survivorship, now may be a good time to start putting together your “survivorship care plan.” This 
plan should contain the results of diagnostic tests and information about the cancer and the 
treatment that was used. Eventually, it should list immediate and lasting side effects that you had, 
and a list of plans for follow-up care. Contact information for questions about the course of 
treatment should be listed, along with the name and contact information of the doctor who 
managed your care. You should be familiar with the known long-term and late effects of 
treatment, signs and symptoms to watch for, and who to contact if they occur. Depending on your 
specific needs, your survivorship care plan may also include referrals to a fertility specialist, sex 
therapist, genetic counselor, or a psychiatrist or psychologist who specializes in working with 
cancer survivors. Financial counselors, insurance information, and estate planning specialists 
may also be helpful in your particular situation. Eventually, your care plan should also contain 
resources to help you adopt changes for a healthy lifestyle, such as community resources for 
fitness, exercise, and stress reduction programs, nutritional counseling, and smoking cessation 
programs designed for cancer survivors. Check with your cancer care team, physical therapist, 
local American Cancer Society office, or support group, a YMCA, fitness center, or yoga or 
Pilates studios for information about programs you might use. Internet-based searches might also 
locate programs in your area.   
 
It’s important to develop a survivorship care plan. If your cancer care team doesn’t offer you the 
chance to create such a plan, you can take the lead to make it happen.  
 
The first step in creating a survivorship care plan is learning more about what’s included, and 
then asking your oncologist to work with you to create one. Survivorship care plans make sure 
survivors and doctors—oncologists, primary care physicians, or other doctors you may see—are 
on the same page about treatment and post-treatment follow-up care. An award-winning program 
called Journey Forward is a web-based tool that allows survivors and their cancer care teams to 
develop a customized plan. It will help you and your cancer care team create a summary of your 
treatment, and, once you’re done with treatment, build a roadmap—or follow-up care plan—for 
your care moving forward. You can print out this plan and keep a copy for your records, and also 
give it to other healthcare professionals you may see in the future. Learn more about this free 
program at JourneyForward.org, or in the online Resource Booklet.  

 
In addition, the American Journal of Nursing published the article “The Cancer Survivor’s 
Prescription for Living” in April 2007. This article contains a care planning model called “A 
Prescription for Living,” which can be used as is, or revised to more closely fit your needs. The 
model can be accessed on the American Journal of Nursing’s Web site – 
www.nursingcenter.com/ajncancersurvivors. NCCS also has more information on care planning 
at www.canceradvocacy.org/careplanning 

Thank you for taking the time to listen to this program. We hope the information provided helps 
you cope in the coming days and weeks, and helps you to arrive at a “new normal” lifestyle.  

As a final note, please refer to the online Resource Booklet for a list of nationwide resources 
specifically for cancer survivors. Two organizations you may want to contact are:  

 The National Coalition for Cancer Survivorship, which has free booklets on remaining 
hopeful after a cancer diagnosis, advocating for yourself and others, working with your 
healthcare team to make sure your needs are met, navigating insurance issues, and 
understanding your employment rights. NCCS can also provide you with information on 
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cancer survivorship issues. Their number is 1-888-650-9127, or visit 
www.canceradvocacy.org.. 

 The Counseling Line from Cancer Care at 1-800-813-HOPE for one-on-one counseling, 
telephone support groups, and referral to other resources. Their number again is 1-800-
813-H-O-P-E or 1-800-813-4673.  

[Narrator]  
 

This is the end of the Cancer Survival Toolbox program entitled “First Steps for the Newly 
Diagnosed.” You may also want to listen to other Cancer Survival Toolbox programs such as 
“Communicating,” “Making Decisions,” and “Standing Up for Your Rights.”  


