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Introduction
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Being diagnosed with breast cancer at the age of 43, I was suddenly thrust into the world of the cancer patient. Having recently moved to California from Canada, I also had to deal with learning the ins and outs of a totally different healthcare system. As a blogger, I chose to use a blog to find meaning in my experiences, share my experiences, and to educate friends and loved ones about what it meant to really experience breast cancer as a ‘young survivor’ in a foreign and unfamiliar healthcare system.

I hope that my story helps other breast cancer patients and survivors feel a little less alone in the process. I hope that it helps friends and family better understand what their loved ones are going through. I hope it helps healthcare providers gain a deeper empathy for breast cancer patients.
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It all started...
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June 14, 2014 

It all started with denial. I felt something. Could it be what I was feeling was just a muscle strain? Surely if I waited a couple of days, it would go away.

I never thought I’d have to deal with breast cancer.  When one of my relatives was diagnosed with breast cancer, she was the same age as me – 43.  She had other risk factors and could trace breast cancer to the other side of her family, the side I wasn’t related to. She died a year and a half after her diagnosis.  

This should not be happening to me!

I was told that most women who get breast cancer do not have a family cancer history. As I wait for news from my doctor, I wonder: how is it possible that so many women get diagnosed with breast cancer without a family cancer history? Also, if the lifetime risk for getting breast cancer is one in eight, then how do those numbers add up? 

I approach this new life challenge by using academic curiosity. I want to research and read the literature to figure out what I’m dealing with. Writing throughout the process lets me reflect and focus while giving me perspective. I decide to blog because it lets me journal my lived breast cancer experience and offer insights into the often-confusing medical jargon. I am starting to negotiate how this new identity changes who I am as an open academic.

Today my goal in life changes. I want to be identified as a breast cancer survivor. The alternative doesn’t look so grand!
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What should I hope for?
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June 14, 2014 

While I await the biopsy and other test results, I find myself uncertain and wondering – what should I be hoping for? If you are going to have breast cancer, the next question is, what kind of breast cancer? My problem is that I don’t want to do a lot of reading about the different types of breast cancer right now. Instead, I only want to know about the best type to have, whatever that is, so I can hope that is what I have. But I don’t know enough about breast cancer to have any idea of what I should be hoping for.

Anytime I feel the slightest bit of anything on the outer edges of my breast, I get concerned. Am I feeling cancer spread to my lymph nodes? I keep hoping that the cancer is localized and hasn’t spread. Everything that I know about cancer tells me that spread would be considered bad news. Nothing is confirmed until the biopsy results come back, yet three different specialists weigh in by telling me that they would be “surprised if it isn’t breast cancer.” 

Tears stream from my eyes as I focus on the current medical conditions tab in my online patient portal, where I see the words “breast cancer” for the first time. My hopes that it might not be breast cancer are shattered. Seeing it in writing for the first time is like a wave hitting me in the face and knocking me off my feet. Reality is starting to set in.

Now I ask myself, what should I be hoping for?
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How do you prepare to lose a body part?
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June 15, 2014

When the surgeon tells me that it is highly likely that I need a mastectomy, I do not internalize what that means. A new friend helps me understand the surgery’s scope when she says that a mastectomy is like an amputation.

It becomes even more real when I realize my amputation-mastectomy could happen in the next two to three weeks. By July, I will likely not have my left breast.

I’m told that I need to think about reconstruction options. The “good news” is insurance companies are legally mandated to cover a patient’s reconstructive surgery after breast cancer surgery. I must decide before my mastectomy because it will affect how the mastectomy surgery is done.

At first, I do not want a mastectomy if it means I will be lopsided and have just one breast. When I find out that there might be another malignant tumour in my right breast, and that I might end up with bilateral surgery, being unbalanced may not be an issue. One thing that plays into my decision is that I hate bras and wearing a prosthetic to make me look ‘even’ doesn’t at all sound appealing.

I can logically think about what I want, and how this might play out, but I cannot emotionally prepare. I have no idea where to begin with the emotional side of this decision. How does one prepare to lose a body part?
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Window shopping[1]
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June 16, 2014

My husband Scott and I often laugh at things that are absurd, but real, nonetheless. I recognize it clearly as a necessary coping mechanism but I know how easily something funny can turn into something sad.

When I was an undergraduate, one of my friends had a cancer recurrence. At her wedding shower, while she was sitting with the news that her cancer had come back, we were laughing about ridiculous wedding shower presents and cringe-worthy shower games—and then the focus of the jokes turned to wigs. There was laughing at first, followed by a sudden transition to tears. I remember her wedding shower turn of events every time I laugh about something. At any moment, that laugh can become a cry.

Today’s laugh is about prosthetic breasts. I learn that there are special prosthetic breasts for swimming—aquadynamic breasts! They even make aerodynamic prosthetic breasts. Who knew? I was reminded of Aimee Mullins TED talk, “It’s not fair having 12 pairs of legs.” Aimee talks about how having various prosthetic legs allows her to be different heights. She talks about legs as things that allow her to have superpowers. For example, when she wants to run fast, she has special legs for that. 

I laugh as my mind races—if I don’t opt for reconstruction from my breast cancer surgery, then I, too, can have multiple sets of prosthetics for multiple purposes! I could have bigger breasts to fill out my favourite shirt, or smaller ones when I want to appear less noticeable. Then it occurs to me that people who see me regularly would find it rather odd if my chest size keeps changing. How would I go clothes shopping? Which breasts would I wear? If I were to get into competitive swimming, would the breasts I choose affect how fast I swim? Would that be considered cheating?

Wading into the morass of breast cancer surgical decision-making, means exploring my options. Reconstruction requires more complicated surgery and healing time. No reconstruction means a life of prosthetics.

As Scott and I walk around Sausalito, I notice other women’s breasts. I never really noticed other women’s breasts before, but now I am drawn to them and keep looking. I’m not even sure what I’m thinking when I’m looking. I laugh, then swallow tears. Prosthetics or not, I am window shopping. 

[1] The story “Window Shopping” was published in Hogue (2016) Agony and absurdity: Adventures in Cancerland. Calcari Campbell, Hessen Pomeranz, & Bruns Worona (eds).
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The speed of things
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June 16, 2014 

Everything is either too fast or too slow. I feel like the cancer is growing too fast. With each new ache in my body, I worry: Is this another symptom? Has it spread and reached my lymph nodes? 

And things are too slow. I cannot even book appointments without the confirmation of an official pathology report. The good news is, the doctor and surgeon guarantee that they will fit me in when my pathology report comes back, which makes sense. They cannot recommend anything without all the report’s vital information. Yet I want an appointment so that I know that I will not be waiting unnecessarily.

As the hours turn into days, I wonder if I am overreacting. What if it is just a ‘minor’ cancer? Since one in eight women will get breast cancer in their lifetime, is it that a big deal? A new friend points out a New York Times article (January 5, 2014), Why Everyone Seems to have Cancer, which she finds comforting. It argues that cancer is a ‘normal’ part of aging. Unfortunately, this doesn’t help me at all. In some ways, it scares me, because I’m too young. Two-thirds of women with breast cancer are over 50. I’m not.

My life is on hold until I get clear data and information on my cancer. During this waiting period, the cancer is likely growing. But it does give me time to consider my options, exercise and get stronger, and think about how I want to spend my time over the next year. It is freeing to let go of things that I don’t want to do. 

I’m starting to get a new appreciation for sunk costs, which are .... When we make quality decisions, they should be based on the future, not the past. However, we tend to say, “But I’ve spent x years on this. I might as well finish it.” Those x years represent a sunk cost from the past. Being told I have cancer helps me see the sunk costs of time, resources, and money affecting my decision-making. In the past, I’ve used long bike rides to clear my head. I know it is something that helps me both mentally and physically. Time for a nice long bike ride.
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Impostor syndrome 
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June 16, 2014

I have a long conversation with my husband about chemotherapy. I am going through the mental preparations for when I will lose my hair. I have prepared myself mentally for the exploration of hair loss to the extent that I feel like I would be let down if that wasn’t to be part of my journey. 

Without that all-important confirmed pathology, I feel like a faker—as if I don’t have breast cancer. What happens if I don’t have cancer? Frankly, the large lump in my breast is convincing. What if it is just a minor cancer, have I been overreacting? Am I an impostor?

I miss a critical phone call when I am in the shower. The surgeon’s voicemail says that my results are in. As I dial, the surgeon’s words echo through my mind:

“Invasive Ductal Carcinoma (IDC) in both breasts... grade 3 in the left breast and grade 2 in the right breast. We will know more when the full report comes back.”

I’m surprised to hear this information over the telephone but am also grateful to get this new medical update so quickly after the surgeon’s outreach call. Learning about my cancer in small chunks gives me time to look things up and process the information before the next bit of news comes in.
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A tough day
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June 17, 2014

When I don’t sleep well, I sure feel it the next day. Reality and fear are settling in. Does the blister on my hand mean anything? With every pain in my body, I wonder if the cancer has spread. An awareness of a new feeling in my breast is especially concerning. I wonder if the tumour is now reaching the chest wall. But the logical part of my brain says it could just be the biopsy healing – after all they did stick rather large needles in to extract core samples.

Telling people is hard – because it leads to reactions, questions, and conversations. I have learned to not tell anyone the news at the end of the night since it inevitably disrupts my sleep. The late day news of the second biopsy result is just as much to blame, I’m sure.  I now point people to my blog, so that I don’t have to keep repeating the same information. With each conversation, there is an emotional toll on both sides. Some people reach out and want to talk, but I’m not there yet. I cannot talk about it until I have enough information and a treatment plan.

I cannot plan or schedule anything without a treatment plan. I have no clue how sick I will be. I find myself thinking, “I need to do this before I get sick.” My mind is telling me that the treatment is what will make me sick rather than the disease. When I got this diagnosis, I was in the midst of collecting data for my PhD. For the future, I’m wondering how much I should prepare so that I can pick up where I left off? Should I set up something that just keeps going while I’m away? And what do I just let go?

	[image: ]
	 	[image: ]


[image: ]

The role of fate in my life
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June 17, 2014

Although I don’t believe in a god per se, I do believe in fate. Throughout our bicycle journey (http://goingeast.ca/blog), my husband and I often felt that there was a higher being looking out for us. 

Fate plays a role in helping me prepare for the challenges that lie ahead. In my professional life, fate directed me towards a PhD program, where I ended up working with the Department of Family Medicine (DFM). Without this, I never would have pursued work in medical education. Those last three years working with DFM meant I developed a much deeper understanding for how medical education works, how some aspects of medical research work (e.g. I know what implementation research is), and how medicine is practiced in an academic setting (even the difference between a community and academic setting). It’s all very valuable knowledge as I learn to navigate the American health care system. Developing friendships with so many physicians from my work with DFM strengthens my support system. 

The PhD program helped me discover myself as a blogger. It helped me create an overlapping wide-reaching social network – which I am very grateful for. When I first heard that I had cancer, I had people that I reach out to. These friends put me in touch with other friends – all helping to form a network of support. In times of crisis, we discover the true power of being part of networked communities.
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And so, it begins
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June 18, 2014 

We receive some mixed news about the pathology: the cancer in both breasts is IDC (invasive ductal carcinoma). Both are also ER-positive and PR-positive, called hormone positive. We don’t know yet about HER2 because that test takes longer. Hormone positive is a good thing, as it means there are more drug treatment options. The nurse navigator phoned me after first following up with the surgeon. She collected and shared with me all the info I needed. Her awesome work saves me an immense amount of time, which is very useful.

Today we will find out what all this means in meetings with the surgeon and medical oncologist at the local clinic. Tomorrow, we will get a second opinion at Stanford.

I’m torn between the two environments since my choice determines what the treatment options are and who is best suited to doing them. The local clinic has provided excellent service so far. It is easy to get in to see people and I have access to my care providers via email with one catch: apparently, the system will not let them email malignant pathology, so I request printed copies of my reports. 

I’m not interested in nipple sparing surgeries and things that are done to help with cosmetic reconstruction at the university hospital. Honestly, I cannot see putting myself through unnecessary surgeries to save skin that might be diseased. More on that later.
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Priorities
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June 18, 2014

Time is my biggest challenge right now. Things are moving so very quickly as I manage many different appointments, phone calls, blog posts, notifications, and minutiae.

My number one priority pre-surgery is biking. Back when I thought I might have cancer (after my family doc appointment), I decided I would train so that I could be strong and in the best physical shape possible before surgery and chemo. This means allocating two to three hours a day or more for biking.

My second priority is to have some fun. Years ago, I read the book From chocolate to morphine: Everything you need to know about mind-altering drugs (Rosen & Weil, 2004), which talked about finding things that cause your natural high – like when you were a kid and you would spin around really fast. One of the things that causes that natural high for me is sailing. So, we are looking for ways to go sailing regularly. However, sailing can be very physically demanding, which will likely be a challenge. This Saturday, we are headed up to San Francisco to sail on a 2003 America’s Cup boat. If we enjoy it, and there are less strenuous ways to participate, we may consider buying a season crew membership, which would allow us to go sailing most weekends. This means we could spend every Saturday or Sunday going out for a sail for as long as my body allows. Here is hoping that we enjoy it!
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Double-mastectomy and chemo
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June 19, 2014 

If I’m repeating myself, I apologize. Over the last two or three days, my short-term memory sucks. I cannot seem to hold thoughts for that long. I very often walk into a room having completely forgotten why I was there. Worse is that I sit in front of the computer intent on doing something, then have no clue what that was. It feels like I am easily drawn in many different directions.

Today we met the surgeon and then oncologist at the local clinic. I also missed a call from the social worker.

There isn’t exactly a plan for treatment yet, just some general recommendations based upon the known pathology. There is a key test called the HER2 which should be ready early next week. The preliminary HER2 was inconclusive, so they send samples to a different lab for further testing. To simplify the discussion with the oncologist, we only go over options that make sense for HER2 negative, which is 80% likely.

I have two separate cancers, one in each breast. The surgeon’s recommendation is a double-mastectomy. I had come to the same conclusion when the biopsy results for the right breast came back positive. What is interesting here is that prior to having cancer, I always thought that if this happened to me, I’d want it out immediately. Now that I have cancer, I’m not as certain; yes, I want it out, but the decision over chemo or surgery first leads to more








d2d_images/chapter_title_above.png





d2d_images/chapter_title_corner_decoration_left.png





d2d_images/cover.jpg
Never Knew | Wanted
tohea
_ Breast Cancer Survivor

By Rehecca ). Hogue





d2d_images/chapter_title_corner_decoration_right.png





d2d_images/chapter_title_below.png





