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Foreword 

HOW MANY TIMES have you warmly and caringly said to a friend with cancer, “Call me if you need anything”? If you are like many other kind and considerate people, you are probably answering, “Lots of times.” And having offered help in this manner, how many times have you actually been called? If you are like many other kind and considerate people, you are probably answering, “Gee, not very often.” Maybe you figure that your friend did not need much help, or else he or she would surely have called. Maybe you have an inkling of doubt, though, and a twinge of guilt that you are not being as helpful as you think.

Now, let’s turn the tables. Imagine you have been diagnosed with cancer. You are at some stage in your treatment process—surgery, radiation, or chemotherapy—and you are wondering if the treatment is going to work and how long you will have to live. You might also be feeling physically weak, or tired, or nauseated. You might not have much appetite. A kind and considerate friend pays a visit or calls on the phone and leaves you with the following message just before leaving or hanging up: “Call me if you need anything.”

A show stopper. Later, if I am the patient, I am thinking about whether I will live to see my child’s eighth-grade show. I remember that my friend said, “Call me if you need anything.” Or, I am wondering if I will ever again enjoy the pungent smell of curry, and I think of my friend saying, “Call me if you need anything.” I realize, when I drop my sock on the floor getting dressed, that I am in too much pain to bend over, and I recall that my friend said, “Call me if you need anything.”

Somehow the words become a mocking shadow of their intended message. I need many things, but nothing you can offer me. I need many things, but you have to be here with me when I need them. I need many things, but I didn’t know what I needed until you were long gone. A warm and caring expression leads me to despair.

Monique Doyle Spencer helps us understand that the kindest words in the world can impart unintended cruelty if we are not attuned to the mental and physical state of our friend with cancer. But she also knows that we are not cruel, that we are kind and caring and really want to be helpful to our friend in need. In the pages that follow she teaches us how to do this. In so doing, Monique often makes us laugh about cancer. She knows that laughter can help a cancer patient if it is employed at the right time in the treatment process. This book will help patients for that reason alone. But Monique’s dry humor also succeeds in imparting wisdom to us friends-of-patients. It breaks down some of our own fear of this disease and lets us empathize with our friend. It also gives us common ground to laugh together with our friend and work on fighting the disease together.

Monique provides us with a cookbook of recipes that enable us to be helpful to cancer patients. She tells us how to say things that impart the right message, and she tells us how to do things that are truly useful and timely. She knows and trusts that we really do care, and she trains us how to deliver the goods and the good to our friends in need. 



Paul F. Levy 

President and Chief Executive Officer 

Beth Israel Deaconess Medical Center 

Boston, MA 





Introduction 

I HATE TO start you off in the ladies’ room, but that’s where this story begins. A woman is sobbing in the stall next to me. We’re in the cancer wing, so she’s probably not crying about the empty roll. I have to say something comforting.

“I know this is hard . . . ,” I say.

She replies, “I’m going to smack that woman!”

I know what’s coming. “She’s my best friend. She has cancer. I want to help her. But I can’t sit here all day while she sleeps through chemo! She should be up and walking! She would feel so much better if she would exercise! Every once in a while she wakes up and says she’s uncomfortable, but she looks mighty comfortable to me in that recliner! I’m a terrible person.” The sobbing begins again.

One good rule in life is to share nothing in ladies’ rooms, like mascara, lip-gloss, or advice. But this was a very clear case. I knew what she needed.

“You took the wrong assignment,” I tell her. “You’re one of those people who can’t sit still. You should be running errands, picking up kids, walking the dog. You’re all wrong for the chemo buddy business. Fire yourself and give yourself a different job.”

I hear a sniffle and a laugh.

Meanwhile, Over in Chemo . . .

Her friend, the patient, is napping fitfully. She’s having a nightmare. Her gym teacher at Our Lady of Clinical Depression is yelling at her to run faster. She’s supposed to run 2,500 meters but can’t remember what a meter is, having been born before Americans went to Europe and came back eating funny cheese and speaking metric.

Her chemo buddy reminds her a lot of that gym teacher. She loves her friend but was relieved she went to the ladies’ room. “If that woman tells me to get up and walk one more time I’ll take this IV tube and wrap it around her neck.” She jolts awake. Her friend is back. The two women look at each other and start to cry, or laugh, a little of both. “This is a disaster,” they both say at once.

“Please let me go do errands for you,” says the Sobber.

“I would love it if you could put food in my house for the kids,” says the Patient, who knows she needs to be specific. The Patient writes out a list, including some easy frozen entrees and treats.

The space-time continuum has been restored; all’s right with the world. “Do you suppose Oprah and Gayle go through this?” asks the Cancer Patient.

The truly good friend would never get cancer, of course. It’s a major inconvenience for everyone involved. In your lifetime, however, you’re going to know at least one someone who has cancer. You want to help, but have no idea how. What should you say or not say? Should you ask about their chances of survival? Should you bring food? Should you offer a prayer group? Should you tell a cancer patient her wig is on sideways?

So, How Can You Help?

In speeches and interviews about my first book The Courage Muscle: A Chicken’s Guide to Living with Breast Cancer, I hear one constant question: “How can I help my friend, sibling, parent, child, spouse, neighbor, coworker, boss, or employee while they cope with cancer?” If the audience includes cancer patients, there is a second standard question: “How do I handle it when people say or do awful things?”

That is the two-way street of cancer. It’s designed by the same people who built the Los Angeles freeway system. Cancer patients have a universal experience: Friends and family will carry them through thick and thicker—and family and friends will drive them crazy and make everything worse. Most cancer patients have loved ones who support them, but they also have the intrusive coworker, the friend who can’t stand to hear the news and avoids contact, and the busybody who regales everyone with horror stories of other cancer patients, just as she once did about childbirth (which she never actually experienced, but still). Then there’s the neighbor who can’t keep any news to herself, who will tell so many people so much about you that it’s all people can talk about when you run into them. At a time of greatest vulnerability, it’s hard for cancer patients to cope with this extra burden. This book will offer simple ways to understand this problem and deal with it in ways to suit individual personalities.

On the other side of this two-way street, you’re a friend who wants to help. First, what do you need to know about cancer? It’s helpful to your friend if you know the basics about cancer and its treatment. The chances are high that the patient will survive, but it’s a very bumpy road. The surgeries, the chemotherapy, the radiation, and the fear are hard to endure and hard to watch.

Even though we all know someone with cancer, living or dead, we are often struck with silence when we hear the news. We don’t know what to say, we don’t know how to help, and sometimes we’re nervous about seeing the person at all. Countless caring people fear that they will say or do the wrong thing.

I was first diagnosed with stage III breast cancer in 2001, so I’ve seen a lot of people in treatment and a lot of people who love them. Patients and friends are equally new at this, and both start off with few skills. Both need help. We’ll start off with a basic understanding of cancer, just enough information so that you can understand what is happening to your friend.





Chapter One

 Cancer 101 

YOUR FRIEND HAS just been diagnosed with cancer. Emotionally, this is the very worst part. She really will feel better and happy again, but right now she feels like the gates of hell are yawning open at her front door. Stick by her, let her wallow for a little while; she’s going to come out of this. There’s just no rushing it. She’s got to get her mind around this and figure out how she’s going to handle it. For many people, that takes a month and often longer.

In the meantime, it’s going to be a roller coaster. There will be days of quiet strength, to be sure, but plenty of other days of fear. The worst fear is among diagnosed parents of young children. At this stage, many people assume they’re going to die, and they picture every milestone in the children’s lives that they’re going to miss. The thought of grandchildren will start a torrent. Most cancer patients will tell you that this is the one part of cancer that brought him or her to their knees. The only way through this stage is straight through it, as with many challenges in life. There is no sentence you can say that is going to make life all better for your friend while she finds her way through the diagnosis stage. Be there for her and listen. Let her come to realize that she’s the one whose life may be at risk—not the kids. Sounds crazy, but it feels so much better. The truth is that most people, by far, survive cancer. It just doesn’t feel that way to your friend right now.

Stages of Cancer 

After the diagnosis, there will be a bunch of tests to figure out how serious this is and what kind of treatment is going to be needed. These are mostly scans and blood tests. Some people really like company for these appointments. Some of the tests are quick, some take half a day. For bone scans, for example, patients go in first for some radioactive dye that has to work its way through their system. There will be several hours between the injection and the scan. Your friend might like company to go for a walk or coffee. (This is different from the bone density scan you might have had to screen for osteoporosis, which is quick.)

The doctor is trying to find what stage of cancer your friend has. Most cancers go from stage I up to stage IV. In breast cancer, there is also a stage 0, which is very small and early. It’s helpful to know the stage, so suggest to your friend that she ask her doctor to explain it. The earlier the stage, the higher the chances for survival. It doesn’t mean that later stages are the end, just that cancer is best treated when it is as new and as small as possible.

The staging system changes for each type of cancer, but usually tells us how much the cancer has grown and how far cancer cells have traveled from the original site. Some systems use letters instead of Roman numerals, other systems need completely different terms, such as for leukemia or lymphoma, which don’t have a starting point like a solid tumor does. Here’s a look at the staging that may be used for a solid tumor cancer such as breast cancer. Remember to be sure that your friend has accurate information from the doctor about staging—some cancers have completely different methods!

• Stage 0 is a small and very early cluster of cells that have the features of cancer cells, but they have not invaded anything yet. It is also called “in situ.”

• Stage I means that the tumor is small. No lymph nodes are affected.

• Stage II means that the tumor is bigger or it has spread to lymph nodes.

• Stage III is when the tumor is bigger and cancer cells are found in the lymph nodes.

• Stage IV means that cancer cells have spread to other parts of the body.

I missed school the very sunny day in 1977 that we learned about lymph nodes. They’re like little turkey basters and we have many of them. They take lymph, which is liquid that carries everything around the body, such as infectionfighting cells, and they squirt it from one part to another, in places like the groin and underarms. They can also send cancer cells along.

It’s important to know if there are cancer cells in the lymph nodes because that’s often the first place they go after starting a tumor. When cancer cells spread to other parts of your body, they’re just like people who tear down small houses and build big ones. They multiply rapidly compared to the cells around them, and they take over that part of the body. That’s what cancer is.

When someone has cancer that has spread to the lymph nodes, a surgeon will take out as many lymph nodes as necessary from the area. Many people have a “sentinel node” biopsy first. They put a little dye in and see where it goes. Usually, the lymph fluid goes to one node first, like a teacher who calls on the same kid all the time. They will look at this node and if it’s cancer free, they can often assume that no other nodes are involved. If it’s positive, though, they’ll keep looking and removing.

Your friend’s pathology report after surgery will have this information, at least: how big the tumor is, how aggressive the cancer is, and how many lymph nodes are involved. In some cancers, such as breast and prostate cancer, they will also look for hormone receptors; this means that the cancer feeds on hormones, and this information will help with treatment planning. The surgeon will likely talk about the “margins” around the tumor. They want to make sure that they took a nice clean border around the tumor that had no cancer cells in it.

If your friend wants to see the report, he can ask for it. Be prepared that there will be at least a dozen scary-sounding words that mean nothing! But it can be useful to have this report if your friend is seeking a second opinion. Now he knows the stage.

Your Stage 0 or I Friend 

This is a nice early stage with high survival rates. The doctor will say things like “If you could pick a cancer, this is the one to have,” or “This is a good cancer.”

It’s true, nearly everybody survives early cancer. You’d think that would make it emotionally easy, but it doesn’t. Your friend will have fear, and she’ll likely be numb with shock. It may be early, but the doctor is still calling it “cancer.” Early-stage treatment plans will depend on how aggressive the cancer cells are, the size, the type of cancer, and the age of the patient. And maybe the doctor’s attorney. Medical malpractice suits have encouraged even very good doctors to give more aggressive treatments. The problem is that some early-stage patients will have recurrences later, but doctors don’t know which ones. This is why making treatment decisions in early stages can drive your friend crazy.

For example, the early-stage patient usually does not have to have chemotherapy. Chemo may be no picnic, but it does make you feel that everything in the world is being done to stop the cancer. In fact, if no chemo is involved, patients in stages 0 and I may feel that they get a boo-boo kiss and a Band-Aid. They’ll have the tumor or cancer cells removed, and radiation may be recommended, which can be challenging but not visibly so.

The problem? The patient is going to wonder if she should have aggressive treatment anyway, with the hope that she might prevent a future recurrence. She’s going to agonize over it. Her family is going to become experts on it. And at the end of the day, she may as well toss a coin, because right now there is no way to tell who’s going to have recurrences and who’s not.

Support groups are filled with early-stage patients. I think it’s because they’re pretty much dismissed as “lucky.” You can help an early-stage friend greatly by understanding that her fear is real. I think it would help early-stage patients if we had different words for early cancer and advanced cancer. To me, stage IV is what I think of as Cancer. Right now, whether a person has stage 0 or stage IV, the pathology report still says “carcinoma,” which means cancer. It’s hard to get that out of your head.

How Can You Best Help This Early-Stage Friend?

Offer a reasonable ear. A reasonable ear means that you listen without changing the subject or jumping in with your views.

Your next steps are going to vary greatly from friend to friend. Is she a person who has to understand everything in life? Did she read every pregnancy book ever written? That’s what she’s going to do now. She probably reads instruction manuals, too. You either love this about her or it drives you nuts, and that’s not going to change. Everyone gets to choose a personal path through this.

You have to make your own way through this, too. If you’re unable to stand hearing every detail of her research, choose another way to be a good friend. Do a favorite activity of hers; see the kind of movie she likes; go for the long walk she craves. If you’re close friends, be direct about it. Don’t just avoid her or the subject. Tell her that you’re overwhelmed by information and you want to find a different way to help.

Your Stage II–III Friend 

In the middle stages, II and III, the tumor has grown larger and/or the cancer cells have invaded the nearby lymph nodes. Stages II and III have a higher risk and usually require more aggressive treatment. The basic cancer treatment tools are surgery, chemotherapy, radiation, and antihormone therapy. Patients in stage II and III will likely have a combination of at least a few of those.

In stages II and III you begin to see what you think of as “cancer.” Surgery may be more extensive—around the tumor and in the lymph nodes. The recovery may be more difficult and painful.

There’s also a chance of developing lymphedema when lymph nodes and channels are removed, damaged, or radiated. Lymphedema can be a minor problem or a major one. It’s a subject all by itself (see Appendix B: Helpful Resources). Just know that if your friend is having swelling in a limb where lymph nodes are missing, he should call the doctor. Help him by insisting.

In these middle stages, chemotherapy is likely. By the way, I am grouping stages II and III together because the treatment path is the same, even though there are differences in the size or extent of the cancer. It’s a bit like bronchitis and pneumonia, where the illness is different but the medicine is often the same.

Chemotherapy is usually the major challenge of cancer treatment, but it varies so widely and wildly from person to person that nobody, including your friend’s doctor, can predict exactly what’s going to happen. The only accurate prediction is that your friend can count on some sick days, some fatigue, some days of just feeling tired, but the horror stories of chemotherapy twenty years ago no longer apply to most patients. Doctors offer many new treatments that minimize side effects.

How Can You Best Help This Middle-Stage Friend?

In stages II and III you begin to see what you think of as typical “cancer.” The diagnosis stage will be the same as in all stages: You want to listen and give company and support.

Normally, the first step of diagnosis does not include staging. When the staging news comes in, there will usually be another bump of shock. For the pessimist, who was expecting to be staged at stage IV, stage II will be great news. To the optimistic ones who thought the original diagnosis must be a mistake, stage II is devastating. But in general, middle- and advanced-stage patients will feel the worst second shocks—and you’ll want to be there for them.

Since recovery for these middle-stage patients may be more difficult and more painful, you’ll want to start reaching into the toolboxes you’ll find in Chapters 7 and 8.

Your Stage IV Friend 

In stage IV, called metastatic cancer, the cells have spread to distant sites such as the lungs, bones, brain, or liver. This is the most challenging cancer. With metastatic cancer, the challenges are going to be lifelong, no matter how long that will be. For some, cancer is beaten. For some, death follows diagnosis within months. For many, life becomes a series of recurrences, surgeries, chemotherapy, and clinical trials. Cancer becomes a new part-time or even full-time job.

The challenges for friends and family can be immense. Generally, the group of supporters will grow smaller as the condition becomes a chronic illness. Try your very best to stick with your friend.

Some cancers, such as breast cancer, have such extensive early-detection tools that it’s uncommon for a woman to hear “stage IV” at her very first diagnosis. Other cancers, such as pancreatic or ovarian, are silent. For this patient, the first diagnosis may be shocking. Your friend may be handed a life-threatening diagnosis; she has the real thing and is in for a seemingly overwhelming struggle.

The period of diagnosis is going to be intense for people with stage IV cancer. Read through what the earlier-stage cancer patients experience, triple the intensity, and you’ll get the idea of what your friend is facing. 

 


“I loved it when my friend . . . ”

“. . . Took care of my kids.”

“. . . Waited for my kids at our rural school bus stop when I couldn’t.” 

“. . . Prayed for me.”

“. . . Prayed with me.”

“. . . Put my name on prayer lists.” 





If you look up statistics for stage IV, you’ll be frightened. Remember a few things about these numbers. First, they’re about people who were diagnosed five years ago. They’re not about present-day treatment and your friend. Every prognosis number you see, for every stage of every cancer, is based on old information, even on brand-new Web sites. They take a group of patients and see how many are still alive five years later. Some of those patients were not as healthy as your friend, or maybe didn’t finish treatment. There are new treatments, too. Those numbers include everyone who was diagnosed, and your friend might have better doctors, better resistance, better support. We should really have a stage V. As challenging as a stage IV diagnosis is, there are degrees of disease. Your friend may be living a full and long life, and it’s important to understand that. For a wonderful discussion on cancer statistics, read the Stephen Jay Gould article recommended in the Helpful Resources appendix. He lived twenty years longer than he was supposed to!
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