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			To everyone who makes life a little easier for people with cancer, one caring act at a time.
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Preface

			The first part of this book, “An Insider’s View,” is a collection of select journal entries that share my own journey  through chemotherapy. They tell about the hardships but also provide insight into some of the lighthearted moments while one is experiencing these treatments.

			The second part, “Cancer Etiquette,” is about what to say and not say to a person with cancer. Etiquette guidelines have been written to help us understand how to appropriately act in a variety of social situations. So why not use suggested cancer etiquette to help us understand how to behave and communicate with a person experiencing cancer and its challenging treatments? 

			Finally, the third part, “Supporting Others,” is a list of 50+ ways to support those going through cancer and its treatments. We often give the blanket offer of: “Let me know what I can do to support you.” Or, we show up with an unsolicited meal. But for someone going through extended treatments with health limitations, there are dozens of additional ways to help make their journey better. 

			This book presents both an insider’s view of a cancer patient’s internal journey through chemotherapy and treatments, and an outsider’s guide to supporting a family member, friend, or someone you’ve heard about that is undergoing cancer care. We all have fears we hope we’ll never face. For most, cancer is one of those. When we hear that someone we know or love is facing cancer and especially its difficult treatment chemotherapy, we want to contribute in some way to make their journey easier. 

			But how do we support others when we don’t know what these experiences are really like? And, how do we approach them, when we don’t know what to say, or worse, are afraid we’ll say or do the wrong thing? 

			I’ve had cancer three times. I’ve gone through radiation, chemotherapy, and multiple surgeries. I’ve been the caregiver for a husband with terminal cancer. I speak to groups about the personal side of cancer. One of the most frequently asked questions by audiences is a variation of, “How can I help others who are experiencing cancer?”

			Going through chemotherapy infusions in a new city with few local friends or support groups, I needed a way to express what I was experiencing during my 15 weeks of infusion chemotherapy. My chemo journal became the friend I told my innermost thoughts. 

			Later, when I shared some of these journal entries, I was surprised by the responses. Even people who had helped their spouse or family during chemotherapy said, “Your description of the treatments are familiar, but I never knew what was going on inside of my loved one.” 
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			Part 1: An Insider’s View

		

		
			
Hello Journal

			
				
					[image: ]
				

			

			March 1

			Chemotherapy is changing my life. Before starting infusion treatments on February 15, doing anything active was always more attractive than sitting quietly and searching for words to write about what I was experiencing. Now, during the day time, I can hardly find a reason to leave my chair.

			Too tired to read someone else’s words, the pile of unread books on my side table grows taller with each additional week of chemotherapy. 

			Too concerned about my compromised immune system, I’ve quit going to indoor group activities.

			Too new in town to have deep enough friendships for them to insist on dropping by or reaching out to engage me in their activities. I look at my phone, but don’t call anyone. I don’t want to be a bother. 

			But if I don’t have conversation, I need another way to explore my feelings and express myself. I pick up a new journal sporting cheerful flowers on its hardback cover. Inside are blank pages that beckon, “Fill me.” However, I feel unable to even begin and consider regifting it to another who could.

			Inside such a beautiful, formal book, I feel its entries need to be special, memorable, inspirational, and most of all well written. But my words are just a jumble of disjointed feelings and thoughts. Nothing that’s neatly phrased, particularly brilliant or enlightening. 

			Still, it’s my only companion today, so I pick up a pen and with my palm crease open her curved, lifted, empty pages. I feel deep inside myself and search for parts of me that need a voice. 

			Most of my entries aren’t neat. My handwriting changes from one paragraph to the next, making them look as if they’ve been written by different people. There are unfinished sentences left hanging. Cross-outs pepper entries like the splatter paintings I created as a child. I can’t even crumple up false starts and toss them like I do with loose paper because her pages are firmly sewn into the spine. 

			But collectively, this book and the writings it holds, have become my best friend. She always listens to whatever I say and never interrupts or corrects me with thoughts of her own. My journal simply mirrors back to me the many inner voices translated into written words so I can remember, reread, and dive even deeper.

			
Blocked Expression
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			March 2

			I’ve never written poetry. But now the feelings inside me are so intense that my normal writing feels too regimented. The following is the first entry I wrote in my journal. Each line flowed quickly from my pen, written as I felt it. When I stopped to observe the page, I was shocked to see what looked like a poem. My first one ever.

			So many feelings 

			without words to express.

			I feel the growing knot in my throat

			where they stop and back up.

			I want to hear

			what they have to say.

			But words don’t come, 

			feelings don’t express,

			here I sit blocked.

			I pick up my pen and say,

			tell me what’s there.

			
The Gravity of My Chair 
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			March 8

			My problem is overcoming the heaviness of wanting to do nothing more than rest in my chair, cuddled up in blankets, and let the TV, Facebook, or staring out the window marginally entertain me. 

			I feel best about myself when I accomplish something. It can be as simple as exercising, cleaning, walking, or learning anything new.

			The price I pay when my body isn’t forced into activity, it becomes even more lethargic and heavy. 

			A headache grows. 

			Restlessness and boredom set in. 

			Any simple movement out of my chair opens a happier world. 

			But here I sit cemented in it, searching for that super energy to pull me free of its powerful gravity.

			A minor victory is my hand reaches down to the remote and clicks off the TV. 

			I marvel at its independence and intelligence.

			Now to the kitchen to make the soup that I’ve had the ingredients waiting for weeks, or to the office to tackle one of my to-do lists with no checked off items. 

			I throw out my imaginary climbing rope in the direction of the kitchen to pull my body free of my chair’s powerful gravity.

			I need to do more today than just sit.

			
From Superwoman to Just Plain Ordinary
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			March 12

			When I agreed to start the chemotherapy infusion treatments on February 28, of this year, I told myself, I don’t have to experience the common chemo side effects of this journey that everyone complains about. After all, I’m an athlete, a meditator, used to previous difficult cancer treatments, and most of all, I’ve always healed faster than others by using my positive can-do mindset.

			My friends and family send me encouraging messages that repeat variations of the phrases: “You can do this. You’re not like others. You’re strong!” 

			This morning, 34 days into my 84-day chemotherapy infusion treatments, I don’t feel strong. I feel damn ordinary.

			 My head aches after a night of continually interrupted sleep. This morning’s Tylenol and coffee don’t offer their expected relief. Thanks to chemo my tongue is swollen and taste is gone except for an intense desire for sweets and salt. My nose bleeds at the slightest provocation. And exhaustion is the shadow I never shake.

			I no longer feel like a superwoman able to leap over obstacles that block all others. I can’t be the role model for rising above adversity that defeats most people.

			This morning my symptoms, reactions, and exhaustion are classic—shared by my peers who face this same solution for eliminating cancer. 

			It’s disappointing to be ordinary. And, it’s a relief to accept what I’m experiencing without the need to overcome, rise above, or defeat it! 

			This is not a battle against cancer. 

			A fight to be won. 

			I’m not a warrior woman engaged in a war. 

			This is merely a journey of putting one foot in front of the other and checking off one more day on the treatment calendar as I trudge toward my last day of chemotherapy.

			Today, it’s finally time to be just ordinary, surrounded by my peers and those who came before us creating this well-worn footpath. We follow their footsteps with respect and gratitude for the improvements learned from their experiences, to make ours better and future treatments even more effective.

			My infusion journey at least has a final date of completion. For many of my fellow walkers on this same path, their steps may be cut short by an ended life or extended into perpetuity in the hope they’ll live just a little bit longer. 

			I have much to be grateful for and have great compassion for my fellow travelers—many carrying even heavier backpacks than my own. Next to them I walk in awe and cheer on all others.

			I have said that this chemo was going to be a spiritual journey. But I’m discovering that this is a wider healing experience for me than just surviving this chemo treatment and cancer. 

			My heart is opening toward others. My old, outdated ways are crumbling. And now, it’s time to just feel RAW.

			
Wig Buying
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			March 13

			Oddly, my greatest fear about needing infusion chemotherapy wasn’t the chemo. I mourned the potential loss of my long blonde-silver hair that now flows down to the middle of my back. One thing I like about its length is the many ways to style it. Up in a swinging ponytail that pokes out the back of my sun hat, swept back from my face and held on the sides with colorful combs, or simply flowing long and free. 

			Last week at my second of four chemo treatments scheduled three weeks apart, I learned that now I can expect my hair to shed heavily. Already when I brush my hair, I hold a fist full of hair in my hand afterward.

			The date of my new local friends’ wedding is three weeks from today. And since it’s outdoors, it will be safer and more possible for me to attend with my compromised immune system. Since I’m new in Chico, California, this will be a great opportunity to meet new people. Most of all, I want to make a good impression, be approachable, and not be remembered as the balding woman going through cancer. 

			I already have my dress, shoes, and jewelry picked out. I even decided to buy the right dark green polish for my nails. More than anything, I want to go to this wedding looking normal. But what about my head? No part of my outfit planning included wearing a cancer cap to hide my baldness. And stylish hats always have a person’s hair showing beneath it somewhere. I’ll have little to none by then. 

			It’s obviously time to start to think about buying a wig so I’ll have it when I need it next month and beyond. 

			I’ve researched wigs online to get an idea of what’s available, costs, and types. There are many websites and a profusion of styles, colors, shapes, and cuts. Having bought clothing online, I know that the way a garment looks on a model in a photo can be shockingly dissimilar to what arrives in the mail, and how it looks on me. Fit, color, and quality can be disappointing. 

			I know I will not be an easy person to please. I’ve noticed so many ill-fitting wigs over my lifetime and always said to myself, I’d never do that! But I’m forced to erase another “never-do-that statement” from my beliefs. I tell myself: One necessary condition of any wig I buy is, it must look as if it is really my hair.

			My sister Anita and I head to the local wig shop confident that this is the better approach. On our arrival, a salesperson tries to help by giving me different styles to try on. What I hadn’t considered is how sensitive my head has become to any touch. Pulling on tight, ill-fitting, one-size-fits-all wigs is not only physically painful but emotionally upsetting. Most are in dark colors and look nothing like my light-colored hair. All clearly look like wigs and feel brittle and synthetic—totally unlike my natural hair. 

			In the Central Valley of Northern California, our summer weeks can easily reach the high 90s and sometimes even over 110 degrees. These synthetic hair wigs are like wearing a heavy, wool stocking cap that doesn’t breathe and holds in my body heat. I can’t imagine what it would be like to wear one of these in the summer. 

			We leave our local wig shop without buying anything. I am determined to go to a bigger city where I can try on natural hair wigs with a ventilated cap holding its hair. 

			I am grateful that I still have time to shop again for a better choice.

			
Gratitude–Opposite Perspectives
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			March 14

			Sitting in my chair, I watch as the colors of trees and sky fade and begin to soften gently in the scene outside my window. Dusk is my favorite time of day. Tonight, the sky has a pink glow that imbues and repaints the colorings of everything below it. 

			I feel my heart opening and resting after a difficult day of recuperation following my second chemotherapy infusion just five days ago. My sister Anita left this morning to drive 11 hours back to her home in the high desert in Southern California. 

			This is the third time she has driven 600 miles each way to support me during this cancer journey. As a sister and hospice nurse for over 20 years, she insisted on being with me during my mastectomy last December. Now she has been at my first and second chemotherapy infusions. And with both infusions she stayed another five days to help me through the difficult post-infusion days filled with ever-changing reactions. 

			It starts with just one thought, I’m grateful for my sister Anita. As I sit thinking about her selfless support, this initial feeling of gratitude builds and extends to her husband Bruce, who encouraged her to come and be with me while he stayed at home and meditated for my healing and returned health.

			Next, I look at the pink, mini, six-inch-long boxing gloves hanging on the ladder, leaning against my front room wall, that holds a collection of four lap blankets. These were dropped off by Dee, a new friend from Newcomers Club, after she heard I couldn’t attend their large indoor monthly luncheon meetings due to my compromised immune system. 

			Suddenly, I feel like the person at the Emmy Awards wanting to thank everyone who helped them along the way. My overwhelming feelings of gratitude keep encompassing more circumstances and people. 

			My neighbor, Sandy, who when she heard my hands were cold and I wished I had a pair of gloves with no fingers, four hours later, brought me a pair she had spent the previous hours knitting.

			My oncologist, Dr. Nicole Whitlatch, who has always given me more time than the standard 15-minute doctor visit. And when I commented about how hard her job must be to continuously deliver difficult news, her response was, “It’s a privilege to serve.” Wow! That’s not the response I was expecting. 

			And the Enloe  cancer nurses and office workers who call me back, often after 6:30 pm, to answer a question I left on their voice mail earlier that day. They apologize for calling me so late. 

			When I say, “Didn’t your office close at 4:00 pm? Why are you still working so late?”  

			They reply, “It’s important to get back to you, and this was the first time all day that I could.”

			Then there is the American Cancer Society who gave me hotel vouchers for doctor visits over three hours away by car so that I wouldn’t have to drive for six hours in addition to sitting through a long appointment, all in one day. They also paid for my sister Anita to stay in a hotel during my cancer surgery.

			My hiking, pickleball, and kayak buddies who, when it gets too hot and I take off my hat, treat me normally at the sight of my balding head. One time walking back to the car after a too aggressive (for me) hike, I hooked my arm into my hiking friend Laura’s arm and ended up holding her hand until we reached my car. I needed that extra support, she gave it and understood without my asking. 

			And Medicare and my Med Supp insurance. I never thought I’d praise the government or insurance companies, but I never could have paid all of these medical bills without them. I don’t see the bills unless I log onto their sites. But I know this cancer journey has cost in the millions, and it’s paid for except for the few extra prescriptions I need to fill at the local pharmacy.

			As I write this more and more ideas keep gathering inside me. I started with a single feeling of great thankfulness for my sister’s sacrifices. But now so many others explode in my mind. I’m even grateful for the socks on my feet—those funny green avocados on a deep purple background just make me smile. And socks make me think of my younger daughter Lindsey who loves funny socks. I’m grateful for her flying out from Washington, D.C. to California to be with me for several weeks post-surgery. And of course, Lindsey makes me think of my other two daughters, Kim and Heather, whose FaceTime calls and hats to cover my balding head have meant so much. Then there are the family emails from my other sister Carol and FaceTime calls and messages from my Venezuelan family and close friends.

			Help! Where do I stop? I’m glowing inside and radiating love. My constant headache dissolves in the wake of this overwhelming feeling of gratitude. I feel privileged to be honored by so much support. 

			This morning, as I write in this journal, I realize something else, something very special. This gratitude is what I needed to silence the “why me?” Or even stronger, the “why me for the third time?” I know well how these questions can take me quickly down a slide to self-pity and anger.

			A year ago, I was invited to a new friend’s home for dinner. One of the other dinner guests was a minister at a local church. She excitedly talked about the gratitude walk she had helped to organize and lead that afternoon at our local park. 

			They had arranged for multiple stations where walkers stopped to perform assignments led by volunteer facilitators. At the stop where she was in charge, people stood on a small bridge and were instructed to release all negative thoughts and feelings into the flowing stream below. Then they were told to breathe in gratitude and happiness before walking to the next station.

			I remember thinking, Yep, I’m really in California. I was pleased by how much the event had meant to her and my fellow dinner companions, but I was secretly relieved that I hadn’t participated. I couldn’t imagine needing to attend a group event to accomplish this.

			At our local OLLI university program for seniors, there is a four-session course on gratitude. I had heard past participants raving about this class. But I skipped it and chose from other areas of interest. Again, it simply seemed unnecessary to me. 

			Please, I don’t want to be a Grinch of Thanks-giving traditions with everyone being asked to say what they’re grateful for before eating a huge meal. I’ve forced my family and guests to do this on more than one year in the past. 

			Daily, and often before falling asleep at night, I look for the things to be grateful for and give thanks for them. But the thought of forcing a focus on gratitude in a class or group walk was outside my comfort zone. 

			That’s the problem with any tools or methods to help people soothe and alleviate some of the challenges faced in life. In one situation they feel superfluous and unnecessary. And in the next, they become lifelines for getting through one more day of a difficult journey.

			This is one of the paradoxes of writing in this journal. I started out needing to express gratitude for my sister, and now I’ve wandered through many more paragraphs with ever expanding views. Whoever thinks writing is a lonely activity doesn’t have my brain. It can argue and even disagree with itself. 

			I close this journal entry circling back to my opening observations about how many wonderful gifts are being given to me on this journey. Gifts that I never asked for. I’m truly blessed.

			
It’s Easy to Lose the Whole Me
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			March 20

			The first thing I do, as I awaken and slowly emerge from my dream world, is recognize whether I’m still alive on this earth and not in some other alternate reality. As I become more fully conscious and remember my current chemo journey, I ask: Am I okay? Today will I have new or deteriorating symptoms to deal with as my body continues its decline from more days of treatments?

			I scan my body starting at my head and progressing toward my feet, stopping at yesterday’s trouble spots to give them special attention. My nose for bleeding or my throat for its thick coating. I also pause any place that feels even a tiny bit different to ascertain whether it’s a new concern or merely my imagination.

			At breakfast, this focus on my body persists as I try to eat with a tongue that is raw, swollen, and dislikes any non-soft texture or too-hot temperature.

			Sitting in my chair after eating I think, Oh, yeah! How are my emotions and mind when I’m not focused solely on my physical body? Didn’t I used to have other morning feelings, like excitement for the day ahead or ideas about activities I had planned?

			But now, I simply focus on the headache between my eyebrows, wondering how to dissolve it. Mechanically, I reach up and begin rubbing in small circles. Headaches are so common. I’ve given up wondering why they occur, and I never focus on them for long. Instead, I encourage any other new ideas to surface and distract me. 

			I dream of a time when I will no longer think about my health and body 24/7. When the day’s activities aren’t dominated by endless medical appointments, support groups, lab tests, and taking medications­—then dealing with their side effects. A time when talking and texting with family and friends doesn’t begin with them wanting honest answers to “How are you?” A time when my physical body fades to the background and allows a spotlight to shine on other areas of my life. After all, more parts of my life still exist somewhere. Don’t they?

			
Ain’t Gonna Study War No More
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			March 21

			I grew up in a family and church that loved to sing. It could be a way of passing time on long family drives, sitting around a campfire when camping, or sharing fellowship together at a church potluck supper or summer picnic. 

			We children especially enjoyed singing along with adults when the songs were easy to remember, funny, or sung loudly with enthusiasm. 

			One song that popped into my head this morning from my long ago past is “Ain’t Gonna Study War No More.” 

			I’m gonna lay down my sword and shield

			Down by the riverside (3x)

			I’m gonna lay down my sword and shield

			Down by the riverside, study war no more.

			Chorus

			I ain’t gonna study war no more

			Ain’t gonna study war no more (2x)

			I ain’t gonna study war no more

			Ain’t gonna study war no more (2x)

			This song was always sung by everyone with great jubilation and especially by the generation that had just gone through WWII. Their fervor was so strong that we kids quickly got caught up in their energies.

			But why are these words and its tune playing in my head this morning? I smile. It is because I’ve quit fighting the war against my cancer. 

			No, I’m not surrendering to cancer. I still want to rid my body of these errant cells. But viewing cancer as an enemy to fight and living daily on its battlefield battling this scary enemy takes precious energy I need for healing, living, and making it through each day. 

			Energy is the gold I miserly protect these days. It leaks out of me with every physical, mental, and emotional activity I engage in—both good and bad. When I’m in a tense, constantly-fighting negative state, I use up more energy than when I’m in a more relaxed, mellow, positive one. 

			When I was diagnosed with cancer the first time, 12 years ago, the tumor was only the size of a pea. The lab test said its rate of cellular division was less than 5%. Less than 10% is considered great because that means the cancer is growing extremely slowly. 

			My doctor teasingly said, “It’s growing so slowly that we could even wait six months before removing it.” 

			After a long pause while he processed my panicked look, he then quickly added, “But we’re not going to do that.”

			Like most of us when we’re diagnosed with cancer, I wanted these dangerous invading cells out of my body immediately. I was ready to march onto the battlefield and go to war against them. If the surgery for their removal could have been scheduled for that afternoon, I would have said, “Do it!”

			With each of my three cancer surgeries, there was a relief after each surgery when the surgeons said, “We got it.”

			This chemo is to search out rogue cancer cells that may have metastasized (or in simple layperson’s English, moved from my breast to another area of my body through the blood system). 

			In 1971, President Nixon proclaimed a war on cancer and signed the National Cancer Act. He used the term war because he equated cancer to be a national priority similar to any war effort. 

			This popular war vernacular has been further popularized by organizations raising money for cancer research and support for people with cancer. We, the people with cancer, are engaged in a war against our cancer. We fight a battle against our cancer that needs to be won at all costs. We’re soldiers, warriors, militants engaged in constant combat. 

			These powerful words incite the adrenalin in my body as I gear up 24/7 for a tough fight against this predatory enemy inside my own body. It fuels my anger against these invading cancerous cells that I visualize as enemies trying to take over and crowd out healthy ones. 



OEBPS/font/AcuminPro-Bold.otf


OEBPS/image/CIO_Cover-Front_RGB.jpg
CANCER INSIDEOUT

An Insider’s View of Chemo &
Outsider's Guide for Support

Linda Crill








OEBPS/font/BeaufortProMedium.otf


OEBPS/font/MinionPro-Regular.otf


OEBPS/font/AGaramondPro-Bold.otf


OEBPS/image/CIO_Title_pageRGB.png
CANCER INSIDEOUT

An Insider’s View of Chemo &
Qutsider’s Guide for Support

Linda Crill

Orus

INTCUMEDIA
Chico, CA





OEBPS/font/BeaufortPro.otf


OEBPS/font/MinionPro-It.otf


OEBPS/image/CIO_Part_1_DividerRGB.png
PART 1:
AN INSIDER’S VIEW






OEBPS/image/1.png
CANCER INSIDEOUT

An Insider’s View of Chemo &
Outsider's Guide for Support

Linda Crill







OEBPS/image/Spiral_Fleuron_grayscale_150.png





