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Dedication


 

For all of you struggling with a difficult diagnosis; I hope this helps. 

 

For Dr. Patricia Robinson at Loyola Hospital—I couldn’t ask for a better oncologist.

 

And for Kevin—you did everything right, love.

 




Author’s Note:


 

This log was originally published as a series of public entries on my own website and my Facebook page. It has been lightly edited for clarity, but there remains some repetition; for any given entry, I couldn’t be sure that readers would have seen prior entries, and I often needed to give a little context. 
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Part One: Diagnosis and Staging


 

(the waiting is the worst part, they tell me)

 


Diagnosis


 

The first needle is long, but no worse than the dentist’s,

a small prick in an unaccustomed place. Rat-tat!

Rat-tat! The biopsy sounds like the beat of a distant

drum, or, more sharply, a staple-gun, extracting

rather than inserting. Two days later, the breast

still aches and the results are in. Surprising. She

was so young. Is. Is, of course. At forty-three,

on the young side for this, but not outside the bounds.

The last lump we were sure was cancer:

benign uterine fibroids, only fertility-threatening.

Spurring a spiral of panic, months of weeping

about children not yet had. Perhaps responsible

for our finally having children at all. The pointed

impetus, the reminder that we don’t actually have

all the time in the world. The odds are with us,

this time. Only one out of twenty won’t make it.

We have been lucky so far. Rat-tat. Rat-tat.

 

 


FEBRUARY 2015



Cancer log 1: 

 

So, I had a routine mammogram a few weeks ago; they found a suspicious mass and had me come back for a more thorough screening mammogram. They followed it up that same day with an ultrasound, and soon after, with a biopsy. The biopsy found breast cancer.

The prognosis is quite hopeful, we think. Nothing is certain yet—we’re waiting on some hormone results and an upcoming MRI on Friday, so the oncologists can do their assessment. I’m meeting with them next week, at which point I should learn definitively what stage it’s at.

But that said, my best guess, based on what we know so far, is that its early stage 2. That’s very good, as these things go. That group now has a 95% five-year survival rate. (That’s a confusing phrase—it means that after five years, they’re still fine, and many of those people go on to live a long life afterwards, and even eventually die from things that aren’t cancer.)

And as friends have pointed out to me, in that five percent who don’t make it, there are people who are already sick with other things, who may have compromised immune systems, who have other factors like alcoholism and drug addiction, who may be non-compliant with their medications, etc. and so on. So the odds are likely even better; there has been a tremendous amount of research into breast cancer, and they have gotten very good at treating it lately.

That said, it is, of course, a bit stunning. I fully expected the biopsy results to come back negative; I am somewhat young for this, and we have no history of cancer in our family, as far as I know. The next several months are likely to be somewhat rough, although I don’t know yet what my specific protocol will entail. Probably lumpectomy and radiation, possibly more radical surgery and/or chemo.

I have a truly tremendous support network, a family full of knowledgeable doctors, and my department is being terrific about this as well. I plan to continue teaching every day I feel well enough to, and they’ll bring in people to cover when I can’t. My plan is pretty much to go on as close to normal as possible. I’ve been through three major surgeries already (two C-sections, one breast reduction, which, incidentally, should have nothing to do with the development of cancer), and I already know that my body tends to heal well and quickly from surgery. We’re in fine financial shape, with good insurance coverage. My life is in a stable and happy place generally, and I have so many strong factors in my favor; it feels a bit weird to say this, but I can’t think of anyone I know in a better position to deal with this.

I plan to write about this, probably a lot, and be very transparent about the process. One great thing about being an artist is that when terrible things happen to you, you have a little voice in the back of your head saying, Well, at least this will be good for my art! The main way I’ve dealt with every difficult thing in my life is by writing about it, so I don’t see any reason to stop now. I don’t think the conversations are going to be all-cancer, all the time; among other things, I’m still deeply involved in the SF novel I’m writing.

Okay, I think that’s about it. If you have questions, do feel free to ask, but I may not get to the answers for a while, or possibly, not at all. I’ve been telling close friends and family, and one thing I’ve found is that it does take time and energy to respond properly to well wishes. If I don’t get back to you, please know that your thoughts are read and appreciated. Thanks, folks.

 

 


When You Have Breast Cancer


 

Friends rush in for overdue

mammograms, even the ones who were

resisting going at all,

afraid of what they’d find.

Husbands are kinder to their wives,

hold them tight at night,

seeing a future without them.

It can make you cranky;

this should be about you,

but now it’s also about them.

You let it go.

May something good come of this 

more check-ups and kisses.

We should all be kinder to ourselves,

to each other.

 

 


Cancer log 2:


 

I find it scary not knowing what’s coming. I learned yesterday that a friend of mine in her 60’s hasn’t had a mammogram at all yet, which startled me, and made me wonder how many women I knew were avoiding them because they didn’t want to know, or because they thought it would be painful. I’m certainly immensely glad I went for mine, and I wanted to take a few minutes to walk you through the mammogram, ultrasound, and biopsy, just in case that helps put anyone’s mind at ease. Gentlemen, pay attention too—you may one day want to help support a woman through this. (Men can get breast cancer too, of course, but I don’t think they currently do routine screening mammograms.)

The day of your routine screening mammogram, you need about an hour or a bit more set aside. The procedure won’t take that long, but there’s paperwork and waiting and such. Dress in separates; you get to keep your pants and shoes on for this one. They’ll have you take off your top and bra and give you a robe that closes in the front. When it’s your turn, you go into the room, where there’s a big machine with large heavy plates. The tech puts little stickers on your nipples, with metal markers—that makes it clear on the scan where the nipples are. She’ll have you take the robe half off, slipping your arm out of the sleeve, and I could never decide if I appreciated the other half of the robe being left on, for some faint illusion of modesty/protection, or if it just felt silly. 

The tech will have you step forward, and she’ll manipulate your breast to the right position on the plate, shifting you as necessary. She may want you to hold onto a bar for steadiness/position. Then comes the squishing, and yes, this bit does hurt. It’s mostly discomfort, but as the plates compress, there might be a few seconds of actual pain. In my experience, it’s not nearly as bad as, say, stubbing a toe, but your mileage may vary. But it’s over quickly—you hold your breath and try to stay still for the few seconds needed, and then you can breathe again and it’s over. (Note: I’ve been told that taking ibuprofen 20-30 minutes in advance can be helpful.) 

They’ll do this several times, maybe three on each breast, and then you’re done. The first few times I did mammograms, they found nothing, and just told me to come back a year later.

If there’s a suspicious result, they’ll have you come back for a more thorough version (diagnostic mammogram). More images, more squishing, same level of discomfort. In my case, that same day, after the radiologist viewed the images, they asked me to stay on for an ultrasound, so I’d allocate more like two hours or so for this process. There’s a fair bit of intermittent waiting, so you might want to bring a book, or headphones and music. I was a bit too anxious to read, it turned out, but the internet was nicely distracting.

The ultrasound is painless; I did a lot of them during my pregnancies (because I had uterine fibroids that they wanted to keep an eye on), so I was familiar with them. You lie on a bed (again, pants on, with the robe), and they put gel on your breast, and then move the wand across the breast, pressing gently. That’s pretty much it; they do that for a while, taking pictures. Again, they consult with the radiologist, who might do more imaging if she wants more pictures somewhere. Then they clean you up and you can get dressed.

They had me come back in on a different day for the biopsy. Allocate an hour and a half or so. Pants on, robe on top. You lie down in the bed, and the radiologist comes at you with a long needle. This is the part at which I stopped watching—I was gazing at the ceiling for the rest of it. I chatted with her about her kids, which was nicely distracting. The first needle delivers anesthetic, and it feels just like the one that does that at the dentist—initial prick, a bit of stinging for a minute or two. That’s the worst of it, and it’s not bad. Then the biopsy itself a few minutes later—I didn’t see the device, but it sounds like a staple gun. You’ll feel pressure with each snap of the biopsy needle, but it shouldn’t hurt. I did find it all somewhat unnerving. The biopsy part takes about ten to 15 minutes, I think. That’s it—then it’s just rewarding yourself with chocolate (or your treat of choice), waiting for the results, and reminding yourself that seven out of 10 times they do a breast biopsy, it comes back negative. Likely, you’ll be fine.

 

 


Day After Diagnosis


 

Barbara Walters asked, 

But what would you do, 

if the doctor only gave you six months to live?

Asimov answered, Type faster.

 

The urge is to write ALL THE BOOKS. Some 

may be too ambitious. The epic science fiction

series, the fantasy trilogy, the huge, tangled

memoir on love and nationalism and writing 

and sex. Even the cookbook revision may be

too strenuous—will the body still be able to 

endure hours chopping onions, ginger, garlic? 

The scent alone may be too much. Strange to 

contemplate, food no longer a comfort.

 

Yet surely the poetry, domestic & small, will 

be manageable. When first writing as a 

broken-hearted student, it was poetry that 

emerged, words that wouldn’t speak

out loud, weeping their way across the page, 

sometimes raging. Catharsis and consolation.

 

My partner asks, if time is limited, which book 

is most urgent? What hasn’t been said yet? 

Time is always limited, and so far, everything 

known well enough to say, has been said. 

That’s something. But time is not yet over, 

and every day, more small truths emerge in 

the silences.

 

Asimov was right. As long as fingers and mind 

function, there will be writing—as much as 

the body can stand. There will be poems, but 

there will also be books.

 

 


Cancer log 3: 


 

Note, one may be slightly more emotionally susceptible to tearjerker TV than usual. Of course, when watching an episode titled, “All I Could Do Was Cry,” I probably shouldn’t have been surprised to find tears running down my face for five solid minutes. Damn you, Grey’s Anatomy. Shonda Rhimes really knows how to yank those emotional heartstrings. (The catharsis is probably good for me; I was raised a New Englander, and we tend towards the overly-stoic.)

 

 


Cancer log 4: 


 

Some people close to me were hit hard by this news—my immediate family, of course, and also close friends. People further out have also been affected, some of them more emotionally than others. I am doing okay generally, so far, and I haven’t had any trouble with any comments on my wall or in e-mail or anything. But some parts are likely going to be rougher on me, and rougher on those immediately supporting me, and so I take this opportunity to bring you the excellent Ring Theory of Kvetching, which is useful in so many of life’s difficult situations. 

Essentially, you’re aiming for comfort in (those in the center ring are those most directly affected), dumping out (complain to those who are further out, less directly affected than you). I found this framework very helpful to me, personally. Use it wisely.

 

 


Cancer log 5: 


 

It’s funny, the things that help. Friends and family, of course, are all the comfort and support that you’d expect. But my two professions are writing and teaching, and I have to tell you, I’ve been living with this potential illness for several days now, waiting for results, waiting until it was appropriate to inform the family, and it has been really hard keeping quiet online about it.

Some people, I know, prefer to be private, and obviously, whatever gets you through, do that. But for me, I take refuge in the two things I know how to do, the two things that might even help somebody else. I process by writing (sometimes in a form that’s explicitly educational, sometimes not), and I gain comfort from sharing the writing. When I work to make the experience make sense to others, in poetry or prose, it helps it make sense to me too.

Perhaps this is why I started blogging, almost 20 years ago. Did you know that my blog is the third oldest continuous blog on the internet? #themoreyouknow! Blogging has helped me so much over the years, and it would be nothing without the readers. I tried keeping private diaries a few times, but they always fizzled out. This blog, this Facebook, these various forms of speaking—they’ve been my therapy, my tool for introspection, my community.

Thanks for listening, people.

 

 


Cancer log 6:


 

I know there’s been a flurry of these; it’ll slow down soon. Pent-up energy from needing to be quiet for a bit. I’m about to go get on a plane and may be mostly offline for the next few days at a baby shower (babies, yay!), but wanted to do a quick recap of today’s MRI.

So, this was not quite as much fun as I’d hoped. At first, it was straightforward enough—strip to socks and undies, put on a robe. Wait around ’til she was ready for me. I found myself somewhat anxious, for no good reason. And then she reminded me that I was getting an MRI with contrast, which meant needle poking—she had to put an IV line in for the contrast dye. Ugh. I did a bunch of IVs during pregnancy, and I can’t say I loved them (although sometimes, when they were giving me fluids, they did actually make me feel better). This MRI nurse was not so great at inserting it, so there was a good minute of stinging poking about—I’ve had way better. Ah well. (If you know where is a good spot for needle insertion on you, definitely communicate that to the nurse//tech!)

Afterwards, I felt a bit shaky—I get dizzy sometimes when I do blood draws and other needle stick things, and have even fainted a few times (see also: vasovagal reflex). I’ve gotten better at managing it so as not to faint—lots of deep breathing really helps, and thanks again to my grad school advisor Kathryn Coles, who ran into me in the halls before my doctoral exams, where I was clearly panicking, and quickly talked me through square breathing; it has been useful many a time since. Still, I felt kind of woozy when I lay down. I figured I’d being lying down for 45 minutes, though, so I should recover quickly.

Instead, I felt cold and shaky for quite a while, which may have been the effect of the contrast. The process of getting into the machine was less than dignified; after putting in your earplugs, you have to basically crawl up onto a bed and then lie down with your breasts hanging down through holes in the bed. Then there’s a fair bit of readjusting to try to get as comfortable as possible (because you’re really not supposed to move for the next 45 minutes, or you’ll get blurry images), and the tech moves your breasts around a bunch and wedges them into fixed place. You slide into the machine, and if you find that stressful, I’d recommend just keeping your eyes closed. (If you’re seriously claustrophobic, or don’t think you can hold still for long enough, let them know in advance and request sedation.)

Eventually, I warmed up—not sure why. I got drowsy inside the machine, because I didn’t sleep well last night, but actual sleep was impossible because there were frequent loud noises—and they varied, so it wasn’t as if you could get used to the pattern of them. It felt like being inside a huge old school copy machine, actually. A piece of the machinery, and a faulty one at that. You’re the thing causing the jam.

In retrospect, I wished I’d asked her if I could move other bits of me. Would wiggling my toes be okay? What about my fingers? Could there be stretching breaks, so I wouldn’t get pins-and-needles? It’s all mild discomfort, but it was annoying. And perhaps because I was at a not-very-high-end hospital (I have HMO insurance), there was no music playing, which really seems like a bad choice. It would have helped a LOT to have music in the background to focus on.

So, woozy from start to finish, and cold, and a stinging hand (she found a vein in my wrist eventually). MRI—not the most fun ever. But also not actually horrible or anything. I won’t be eager to repeat it again, but I’m enough of an experience junkie to be moderately okay with having gone through it once.

Results next week, and hopefully actual staging. Onward.

 

 


Sanguine, Mostly


 

You seem so calm.

My doctor says this to me, when I call her

two days after diagnosis, ready

with lists of oncologists to consider,

my calendar open. Let’s get this thing done.

 

She sounds almost worried that I

do not sound more worried, that perhaps

the truth hasn’t sunk in. I rush

to reassure her that I have my weepy

moments. I’m just action-oriented;

I like to make plans and follow through.

I am more ready than she is.

 

The waiting is the hardest,

more than one person has said.

I doubt that’s true, but it is certainly

maddening. I may procrastinate

unpleasant email, tedious grading,

but when the truly terrible looms,

I’d rather dive in, headfirst.

 

The Greeks divided us by humour:

the excitable were choleric and melancholic;

the calm, phlegmatic and sanguine.

 

I am steadiest in the morning, when

I can do research with a clear head,

take calls, make plans. I am even

calm enough to reassure the people

who love me, many of whom possess

a more mercurial temperament.

I am glad to do that for them, to

make small jokes, laugh it off.

 

Then evening arrives, and the weight

of the day descends, with all its petty

frustrations and greater fears.

Then I take to my bed, curl around

the drowsy dog, pull the covers high.

 

You may just sail through this,

my doctor says. Maybe. Maybe not.

 

 


Cancer log 7:


 

It’s hard to know how seriously to take this. On the one hand, the potential consequences are dire, a stark reminder of my own mortality and everyone else’s. On the other hand, my odds are likely extremely good, because it was caught so early, and because breast cancer treatment is so well researched. (Insert obligatory paean to science.) On the third hand, one in eight American women will develop invasive breast cancer. This is not rare, and in the past few days I’ve gotten literally dozens of emails from friends who have gone through cancer treatment, the vast majority of whom are now well-recovered, years after treatment.

I end up fluctuating between freaking out and feeling like it’s actually not that big a deal. I mean, it’s clearly a big deal, but if one in eight women are going to go through this, I’m not some special snowflake for having this happen to me. It’s actually a bit comforting, in a way—there was definitely an initial Why me??? response, but if it’s that common, well, why not me? And as an article I read recently pointed out, the vast majority of us are going to be taken out by either cancer or heart disease in the end. So this hit me a little young; odds were, it was coming eventually anyway. At least there’s a really good chance I can evade it, possibly for decades.

All of which does make me feel like writing about it this way is, perhaps, a little over-dramatic. That first poem about diagnosis, for example—that one was pretty morbid. The initial impulse to start making detailed video letters to my children, should I not be around for the rest of their childhoods—total overreaction, and way ahead of the game. I’m a little embarrassed, in retrospect, by the first night’s weeping.

But. Cancer is a big deal, even if it’s relatively common, even if my odds are excellent of beating it this time. And part of what’s great about poetry is that it can be very of-the-moment, capturing the intensity of what you’re experiencing, right then, even if your rational mind catches up the next day and is embarrassed by those emotions. I was embarrassed by some of my broken-hearted break-up poetry too, especially after Kevin and I got back together. Oops.

Still, the moment was what it was, and as a writer, my hope, always, is to capture a few truths of the human heart. Foolish and emotional and overreacting as it may be.

 

 


Cancer log 8:


 

I thought I was doing okay; I mostly am doing okay. But last night, I woke up from a long unpleasant dream in which I was bleeding, and then, in the middle of teaching a class, I realized I had some sort of thing in me, and I reached in and carefully, slowly, pulled out a long snake-like creature with a big mouth, full of teeth. Sort of like a tapeworm, but bigger; in the dream, I was terrified that I would break it and leave part inside. I may have triumphantly displayed it to the class once it was all out.

I woke up at that point, realized immediately that this was a fear-of-cancer dream, and went back to sleep. Damn, cancer. Invading my dreams like that. You’re sneaky.

 

 


Cancer log 9:


 

The first time I got together with a friend after the diagnosis, she said I could eat whatever I wanted now. Cancer was a free pass! Chocolate, ice cream, whatever. I demurred—we were about to go on a long walk together, for exercise, and after a month’s concerted effort to eat healthily, I wasn’t ready to just throw all that effort away. Besides, it would be better if I were in stronger physical shape to fight this thing, right? When I exercise regularly and eat a lot of protein and very little in the way of pure sweets, my body feels so much better. So no over-indulging; let’s just stay on track.

Which worked fine for the first week, but then there was a lush Valentine’s dinner and then there was going out of town for my sister’s baby shower, and the shower weekend was great, but mostly we sat around the house with family for three days and talked and did jigsaw puzzles and ate and ate (it was way too cold to go for long walks), and the whole healthy eating plan totally broke down for a few days.

There’s certainly a temptation to let it go all to hell. I have cancer—I can eat whatever I want! As much as I want! But the truth is, my initial impulse was right; the healthier my body is, the better. I may not try to lose weight in the next months of treatment; I’m not sure that’ll be the right place to put my energies. But eating sensibly, yes. Maintaining fitness. (Note: Often, cancer centers will have a dedicated nutritionist//dietician to help you think these things through; they may also have a pre-hab//prescribed exercise program that is covered by insurance, to get you into better shape before surgery or other procedures.)

And y’know, even before the diagnosis, I actually was eating anything I wanted—just being careful about how much of it I ate. I see plenty of curry and chocolate in my future, and even some ice cream. Along with lots and lots of long walks.

Odds are, this is a one-year thing, and I’ll be living in this body for decades after. I think it’s important to think about short-term desires versus long-term health.

It feels like when I was pregnant—there was a temptation to lie around and eat bon bons all the time, but it became clear that I would actually feel much better and get through the pregnancy more easily (and the post-pregnancy period too) if I stayed as healthy as possible. Physical activity was important, even when I was somewhat tired—in retrospect, I wished I’d done more maternal yoga, for example. There were days when the fatigue slammed me and I just conked out, and that’s fine, but the other days, pushing a little would’ve been a good thing, I’m pretty sure.

If I had a terminal diagnosis, rather than a 95+% cure diagnosis, my calculations would be entirely different.

 

 


Invictus


- William Ernest Henley (1849-1903)

 

Out of the night that covers me,

Black as the pit from pole to pole,

I thank whatever gods may be

For my unconquerable soul.

 

In the fell clutch of circumstance

I have not winced nor cried aloud.

Under the bludgeonings of chance

My head is bloody, but unbowed.

 

Beyond this place of wrath and tears

Looms but the Horror of the shade,

And yet the menace of the years

Finds and shall find me unafraid.

 

It matters not how strait the gate,

How charged with punishments the scroll,

I am the master of my fate,

I am the captain of my soul.

 

This is one of the very first poems I memorized (right after Jabberwocky), when I was 15 or so. It spoke strongly to me then, and even though I tend to find it a bit overwrought these days, it’s been popping into my mind somewhat frequently the last week. I may even have chanted it a bit, softly, in the MRI machine. So, let us give Henley his due.

 

 


Cancer log 10:


 

Today I meet a potential oncologist. I am already planning what I’ll wear for the appointment, something professional, not too formal, the kind of outfit I wear for teaching. I’m paying attention to this for the same reason I think about what I’ll wear when I’m going to be flying.

In a potentially fraught situation where strangers will have power over you, and where their opinion of you can affect how well they take care of you, it can’t hurt to have them see you as someone worthy of treating well. It might help.

I used to wear T-shirts and torn jeans when I flew; after 9/11, I stopped dressing that casually. I have brown skin, after all—dressing in casual clothes felt too risky. Airport personnel were politer to me when I was a little more dressed up, were more likely to go out of their way to get me on a flight, or to change the seat assignment so I could sit with my little girl. The clothes made a difference, and the polite, educated English my class background provided probably didn’t hurt either.

I hate that I have to think this way. Everyone should be afforded those same courtesies, regardless of their appearance. Everyone should get equally kind, considerate, thorough and competent medical care. And there are, of course, many medical professionals who do offer that level of care to all their patients, even the dirtiest, smelliest ones. I have known doctors and nurses and techs who couldn’t care less what you looked like—you could tell from the first words you exchanged with them that they were going to give you the best possible care no matter what.

But people are only human, and most of us are socialized heavily to respond to class markers, on a completely unconscious level. With my life on the line, I find that I’ll take any edge I can get. So I’ll put on a cute outfit today, the kind my doctor might be wearing herself, under that white coat, and I’ll be grateful that I have the financial ability and the class background knowledge to facilitate dressing that way.

Maybe someday, I can do more to change the system. Today, the priority is staying alive, so I can fight that fight another day.

(Note: In retrospect, I wish I’d taken a friend with me to these appointments—there’s a lot of information, and it can be hard keeping track of it all. A friend taking notes would have helped. You can also record on your phone, and refer back to it later. Writing down the questions you want to ask in advance can be helpful, and don’t be afraid to ask, “What is the question I should be asking?”)

 


Cancer log 11: 


 

So, I’ve figured out how I’m going to monetize my cancer. Of course, I hope to write a gripping (bestselling) memoir about this one day, after I’ve struggled and triumphed—but that’s likely quite a ways off, and I am more of an instant gratification kind of person, especially these days. So in the meantime, I’m going to turn to Patreon.

Here’s the set-up— I signed up for Patreon in January, but wasn’t sure how I would use it, or if it would be useful at all. The idea is that you have patrons who pledge to support you monthly (like a NPR pledge), and whatever they pledge gets charged to them at the end of each month, and in exchange, you send them your work. Whatever you write, photograph, etc. gets sent directly to their inbox (although I think they can opt out of that if they’d rather check the web page). Several people pledged, mostly at the $1//month level, and I wasn’t sure what I’d write; I quickly found that I was writing more poetry than anything else. It actually worked to motivate me to write a little more than I would have otherwise, which was the original hope.

Now, I’d like to turn it into a cancer-themed project. I’ll keep writing these cancer logs, and the poems, and that’s what I’ll post on Patreon. I’ll also post them on Facebook and my blog, so there’s really no need for you to pledge at all. But if you do pledge, that’ll ensure you don’t miss any of them. Also, I’ll plan (health permitting) to send all the donors a PDF (and possibly Kindle file) of the complete set, whenever I decide I’m done blogging about this. I may then try to turn it all into a book of some sort, but that’ll mean editing, finding a publisher, etc., which may take some time.

As for what I’ll do with the money—I’m basically thinking of this as my treat fund. If I get 30 donors pledging a dollar each, then at the end of the month, I have $30, and I can go out and treat myself to a very nice sushi lunch. Or perhaps a series of coffee shop chai lattes, or an Ethiopian dinner for two. I might pick up a cozy sweater, or a new video game. I feel sorry for myself on occasion, esp. when sitting through unpleasant procedures like last Friday’s MRI, and it’d be nice to counter that with the expectation of something tasty (or warm, or entertaining).

I might occasionally write other poems/pieces too, parenting stuff, etc., but the main focus will likely be the cancer material. I’m also writing an epic SF novel, but that’s its own thing, and my agent will take care of selling that when I finish it. :-) He’d probably rather I didn’t post it all on the internet beforehand.

I think that’s it. Thankfully, Kevin and I aren’t in any kind of financial need—we don’t need these funds for my medical treatments at all, so please don’t feel obliged to become a donor! Mostly, if you think you’d like to get a copy of these entries and poems sent directly to you, Patreon makes it easy to do that, relatively cheaply. :-)
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Pro-tip, oncology nurse. Maybe your first question shouldn’t be, “Do you have a Living Will?” It throws a girl off her game a bit.

I finally have a treatment plan. Or sort of, anyway. I met with an oncologist and surgeon today (which, btw, took from 10:30-4:00, and I don’t know how people without flexible jobs manage this kind of thing). I was hoping for a concrete staging, but it turns out that the MRI found a few other suspicious ‘things.’ We’re going to do another biopsy Thursday morning (more needles, joy) to check out one of them—depending on the results, I’m either going to be considered stage 1 or 2. Both still have very positive prognoses, and it probably doesn’t really matter which right now, as the treatment plan is basically the same. But it would be nice to know—uncertainty drives me a bit nuts.

Other results have come in—my tumor is estrogen, progesterone, and HER2 positive, which are apparently good things—t means that it should respond well to some targeted drug therapies, and ups my chances of survival. I still need to do the BRCA gene testing (as soon as my insurance approves it)—if that comes back positive (unlikely, I think?), then I’d have a much higher risk of recurrence. We’ll see.

Regardless, the next step is a five-month course of chemo. Yay. On the minus side, my hair will fall out (completely? not sure) and there will undoubtedly be some serious fatigue. On the plus side, the anti-nausea meds are apparently much better than they used to be; I should be able to eat, mostly, and not be vomiting all the time. Which I’m really relieved about; I hate nausea with a passion. Honestly, the side effects sound a lot like the rougher parts of pregnancy, and I got through that, so I imagine I can manage this too. I am tentatively planning not to cancel my scheduled conference travel in March, assuming it works with the chemo dates. More on that soon.

After that, surgery, then possibly radiation. What kind of surgery is unclear right now—we’ll see what the biopsy says, and then how the cancer reacts to the chemo. At least a lumpectomy, possibly more. I had a somewhat politically fraught conversation with the surgeon about reconstruction, but I’m going to save going into that for another log (and probably another day). Second opinion scheduled for this Friday.

I am wrung out—even though everything was mostly as expected, it was still hard to hear. (And I was very glad Kevin was able to come with me for the oncologist appt.—thanks to all of you who recommended taking a friend; I wouldn’t have thought to ask him otherwise.) After I came home, I tried to scan some materials for tomorrow’s class, and my new computer didn’t have the right scanner driver, and when I tried to download one, I got the Windows version by mistake, and I couldn’t get it to work until Kevin came up and told me what I was doing wrong and by then I was crying over the stupid scanner driver, only not really, of course.

It’s okay now. I’ve given up on cooking dinner today and ordered takeout Indian food, a rare treat. Samosa chaat, mango lassi, lamb vindaloo, tandoori chicken, saag paneer, aloo gobi, and garlic naan—it’s enough food to feed us for the rest of the week, which sounds about perfect right now.
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I don’t have any disease symptoms, and with any luck, never will. I will soon have treatment symptoms. But what I have right now are diagnosis symptoms. I’m doing mostly okay, but here are a few ways this diagnosis has affected me so far:

	For the first two weeks, Friday to Friday, it’ll be roughly 40 hours, or 20 hours//week, of dealing with the diagnosis. This is all medical necessities—doctor appointments, biopsies, MRI, being on the phone scheduling doctor appointments, chasing down referrals, talking to the nurse coordinator about what CDs of what films I need to bring where, talking to her again about it because I forgot the clear instructions she gave me the first time, going to pick up the MRI CD and finding their CD burning device is broken, calling back again, and the next day, to find out it’s still broken, etc. and so on.


	I’ve spent probably an equivalent amount of time talking to people. I had to break the news to family and close friends, which was stressful, and then there was telling the internet, which was less stressful, but all of it was time-consuming—not so much in the telling itself, but in the dealing with responses. Even though the responses were pretty uniformly wonderful, supportive, affectionate, etc., answering emails and talking on the phone or in person just takes time. I think the deluge has passed now, though, and it feels a bit churlish to complain that I have too many friends. I really am grateful for all of you, each and every one, and all your kind words, emailed advice, offers to talk (especially from survivors), etc. All at once you’re a bit intense, that’s all! (Comments on my public Facebook posts are the best, because while I love reading them all, I don’t feel socially obliged to respond.)


	
This has all taken enough time that I’m still not done with the WisCon Chronicles anthology editing project that I’d expected to have done a week ago, and yes, it’s annoying and stressful, having my last responsibilities for that hanging over my head. Will finish and hand it off to the Aqueduct editors this week, come hell or high water (they’ve kindly taken over everything they can, which I am so grateful for, but there are few last bits I need to do).



	I have been a bit weepy on occasion, but mostly not, so far. I imagine there’ll be more of that once treatment starts. But what I have been, is tense. The first day after diagnosis, I snapped at the children several times, until I finally took myself away and let Kevin just have them. The muscles of my back are knotted (when I have a little more free time, I’m going to book a massage), I’m walking faster than normal, and when people move to touch me, even though I appreciate the impulse to hug or touch my shoulder or knee (both my doctors yesterday were reassuring-knee-patters), I tense up a bit.


	Similarly, I’ve been driving more aggressively, Kev tells me, and making slightly poorer decisions while driving—you know, the split second when you’re deciding whether to try to take that left turn or not? The last week, I’ve found myself hesitating, then speeding into it, which is undoubtedly confusing and irritating to everyone around. I’m working on being aware of that, being more careful, and minimizing driving as much as I can—luckily, I don’t actually have to do very much of it. It’s getting better already too.


	I am tired, with a physical fatigue that feels as if first someone pummeled me with sandbags (not hard enough to bruise, but hard enough to feel it), and then tied a few bags on me, so my limbs are dragging. I’m mostly getting enough sleep and exercise and good food, so I think this exhaustion must be a manifestation of the stress and shock. It should pass.


	I have really limited energy for taking care of anything or anyone else. My kids are fed and getting to school, but Kavi is behind on homework, their rooms are carpeted in clean clothes that got sorted but never put away (which drives me nuts when I go up there, but…), and they haven’t had a bath in three days. I just watered the plants on the first floor, and they’ve recovered, but they were quite droopy, and the second floor plants look like they’re about to keel over—we’ll see if they make it. Kevin is doing what he can, but he is, of course, also stressed and wanting to just sleep more than normal. I’ve been neglecting my friends, who, thankfully, mostly have other people they can lean on.


	I am so grateful for this cancer log—if I weren’t doing some kind of writing, I’d just lose it, I think. And I haven’t been in the headspace for fiction. I’ve scheduled a writing day for Thursday, though, and I’m hoping to get back to the novel then. Too long away from it makes me seriously twitchy.


The waiting//figuring things out period is almost over—I’m hopeful that next week, I can start actual treatment. Once I do, I can at least check off the box—“survived diagnosis, didn’t injure anyone else in the process.” That’ll be something worth celebrating.
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Even though my prognosis is overwhelmingly positive, I still have occasional strong urges to act as if I have a terminal diagnosis. This mostly seems to manifest with food. For example, today, I had a six-inch meatball sandwich from Subway, with jalapeños, which is a food I’ve loved for 20 years. It’s ridiculous food, and very far from healthy, but sometimes, the heart wants what the heart wants, especially when one has received a reminder of one’s mortality. Injera will likely be on the menu sometime soon, even if I tend to eat it so fast it makes my stomach hurt. And possibly even McDonald’s cheeseburgers, which I prefer served cold.

Don’t judge me; I have cancer.
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Cancer is everywhere. At the grocery store this morning, the bagger was telling the customer in front of me and the checkout person about her granddaughter who had recently passed away from brain cancer; 10 years old. I don’t know what started her on the subject, but she just couldn’t seem to stop talking, poor thing. And we’re all standing there, trying not to cry, because it’s just so horrible.

Last year, a friend of mine died from cancer, and a colleague as well. I know several other people dealing with it right now, including some folks who were private enough about it that I didn’t know they had cancer until they emailed to tell me after learning my diagnosis.

I feel like it’s in the media too—on three separate shows I’m watching, cancer is a major aspect at the moment. And it’s not surprising, when you think about it; it makes for terrific drama. Will Luke’s sister donate part of her liver so he has a better shot? Will Christine Braverman risk recurrence of her cancer if she runs for mayor? Inherent drama, and lots of it. You really couldn’t expect TV shows to stay away from the topic, but still, it occasionally hits me, like a punch in the gut.

And it’s in the news too, lots of little articles and essays and memoirs. This morning, I read Oliver Sacks’ graceful and moving piece as he faces the end of his life after a cancer recurred (thankfully, at the very respectable age of 81). A New York Times article I posted a week or so before my diagnosis talked about how it seemed like cancer was everywhere—their argument was that this was actually a good thing, because it meant that we were slowly conquering all the other things we used to die of. Cancer and heart disease are the main ones left, the ones that will get most of us in the end. Hopefully later, rather than sooner.

Sometimes it’s overwhelming—it feels like I can’t go a day without some other reminder of cancer. It feels like I can’t go an hour, which is particularly frustrating on days when I don’t have any doctor appointments and all I want to do is just focus on my normal life—teaching and raising my kids and spending time with my friends and writing. Even doing the laundry and the dishes is better than thinking about cancer, and it seems unfair that it’s so omnipresent.

But I think it’s like when you want kids and your partner doesn’t, or when you’re trying to get pregnant and it’s not working, and either way, you’re not sure if you’re ever going to get to have the children you want. You see babies EVERYWHERE. The world seems saturated with baby stuff, with breastfeeding moms, with kids at the playground and ads for diaper bags, and mostly it’s okay, but sometimes, it feels cruel; it feels like the world is trying to break you. It has sent this adorable little kid across your path with her red balloon, just so you can fall apart in the middle of the subway station.

And of course, it’s not actually that children are so omnipresent (although they’re pretty present), or that cancer is. Both of them are there, part of life, inescapable. Both will cross your path, likely often, but it’s because of your current condition, because you’re seeing through child or cancer-colored glasses that their existence impinges on yours so strongly. Sometimes it won’t bother you; sometimes, it’ll hit you, like a punch in the gut.

You take a breath. You turn your attention elsewhere, when you can. There is laundry to be done, and dishes. There are books to read and books to write. There are friends and family to appreciate. Right now, Mary Robinette is visiting, she’s sautéing apples in butter and sugar, and the scent is filling my house, and soon there will be creamy apple tart.

I choose to think about that. Mmm… apples.

 

 


Cancer log 16: 


 

Writing morning stretched all day yesterday, from about 9:30-4:00, and it was lovely. We worked for a while, and cooked for a while, and ate and talked, and then worked some more. There was a little cancer-talk, but I was happy not to have it dominate the discussion.

My friends are handling this all so well; I really appreciate how kind people are with their offers to help, but also how careful and thoughtful they’re being about the conversation, letting me set the pace of when to bring it up, how much to discuss it. They show an interest, but they don’t push; it’s perfect. There have been times when too much sympathy would have slid me over the edge into tears, and I really don’t want to be weeping all the time. People have been so good about reading my cues, pulling back when I pull back, changing the subject to something light. I feel like I need to take notes for the next time I’m doing this for someone else.

Yesterday I had another ultrasound (this one a bit painful, because they had to squish down pretty hard in order to try to find what they were looking for), and next Friday, I have one more procedure—a follow-up MRI with biopsy, because the last MRI found something suspicious on the other breast. I am not thrilled about this—the MRI was no fun, the biopsy was no fun, and now I get both of them together, whee. There may be a big ice cream sundae afterwards, even if it’s only 9:00 a.m. Cancer means the rules of civilized dining mean nothing, nothing, I tell you.

Today I meet with the Loyola doctors, my second opinion people’ They’re not going to say’I don’t have cancer (hah!), and they probably are going to recommend the same course of treatment, because cancer protocols are done according to a national standard, and the doctors don’t seem to have much (if any) room to vary from those. So mostly, I’m going to meet the doctors, especially the oncologist, see how we get along, find out what the spaces are like, see how comfortable I am in them, etc. More soon about the choice between different doctors/hospitals; it’s a complex and fraught topic with a lot of class-based complications.

We’re almost ready to start chemo, I think—within a week or two. Part one, diagnosis and waiting, is almost over. Thank all the little gods and fishes.
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Patient room has free Wi-Fi, so point for Loyola. I’m here doing my second opinion, and also comparing the two facilities, to try to get a sense which I’d rather go with. So far, all the doctors I’ve met seem both very competent and very nice. That makes it harder to compare! Will likely do a proper pros and cons list soon; right ’ow, I’m just hanging out, waiting for the next doctor I’m meeting with. So far today, have met surgeon (interesting to have that be first meeting), next medical oncologist and radiation oncologist. Have also had blood drawn—all doctors are wampires, as Ensign Chekhov used to say. And now, time to get undressed and be-gowned again. I’m keeping my socks on, though, because they are jaunty.

 


The Uses of Pink


 

The first teaching day (after diagnosis 

it seems my life now is divided into b.d. and a.d.)

I wore a flowered bra and matching undies,

the most feminine ones I owned. Not for

the students, certainly, who would never see them,

not even for my partner. I layered a white cotton tank,

a pink cashmere cardigan found at the thrift store

a week before, grey corduroys worn with embroidered

flower socks beneath. Pink jewelry too, the most

delicate I owned, blown glass beads and gold thread,

made in Vermont by a local artisan, from the first

teaching job I had post-doctorate (that’s another

division in my life, I suppose—also b.d. and a.d.).

Frankly, the whole thing was the most feminine

outfit I could possibly put together, out of a wardrobe

that in winter tends more towards steely grey and

blustery blue. This is why the damned ribbons

are pink, I think. This rotten, rotting cancer strikes

at the beating heart of breasts I may have cursed

for their intransigence, their unwillingness to fit

into bras or shapely dresses. A female thing,

and even though I have, more than once, when

contemplating sports, or even a run, wanted

to simply lop them off and be done with them,

I find myself oddly protective now.

They fed two children, these breasts. Poorly, granted 

we never quite managed to make nursing work,

resorted to the double-pump, the doubled hours

of pumping and feeding. But perhaps some small

immunity was lent as a result; we can hope. They

have offered a great deal of pleasure in their day,

for all their unwieldy inconveniences. Now,

I am protective, defiant, angry on their behalf.

They worked so hard. Shall I abandon them?
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Briefly furious at confusion with referrals that threatened to send me home without meeting other two doctors. Sorted out now, but only after I’d gotten dressed again (and after various staff members went above and beyond). It’s fine, I can dress and strip as often as necessary, but damn, America has a stupid medical finance system. How much wasted patient//doctor/staff time goes into the whole insurance/referral system? I can’t even.
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Home again, home again, jiggity jig. It is oddly tiring, talking to doctors for five hours. (With big gaps—VERY glad I brought my laptop with, and was able to get some work/goofing off done.) Have stuffed myself with pita and hummus, and am now going to peel off these clothes (and yes, dressing up a bit made me feel better in the meetings—even when I was in a patient robe, having my hair and make-up done (and cute socks) made me feel a bit more secure—no idea if it had any effect on the medical personnel).

I’m going to go with Loyola. More on that in another entry soon, but mostly, it is because they seem more thorough. The fact that they started calling me Dr. Mohanraj after learning I was a professor had nothing to do with it. (I’m going to try to break them of that, but it was pretty amusing.) And the phlebotomist really loved my hair, so that was nice. She also loved my accent, which she seemed to think was British—I think my childhood accent comes out a bit more under stress, and it was definitely slightly British-inflected, from my parents’ accent, plus, of course, a strong strain of New England. The Midwest has flattened it out quite a bit, but according to her, she could listen to me talk all day. Way to a girl’s heart, even if you’re about to poke her with a big needle.

The Loyola docs have revamped my plans for next week, which now include another MRI on Tuesday, and then a bone scan, CT scan, and BRCA testing on Wednesday, to be followed either by a biopsy or a follow-up meeting with doctors. (They are, as I said, very thorough.) So no chemo next week; possibly the week after. I’m allowed to fly post-chemo, (hooray!), but have been told to wear a mask on the plane, just in case, because of the re-circulated air. That’ll be… interesting.

I have done very little today, and yet, I am exhausted and ready to fall down. Luckily, I can go do just that, since Kevin is perfectly capable of feeding the children and putting them to bed. And so I will. Or rather, I will fall into my comfy bed and pull the covers up and watch hours of silly superhero TV.

 

Cancer log 20: Choosing a hospital/medical team.

 

Okay, this one is just fraught. Here’s the thing—my family are all doctors, right? My dad’s an internal medicine doc, my sisters are pulmonary/critical care and infectious disease, my brother-in-law is an ENT, one of my best friends is a pediatrician, her dad is a radiologist, and I’ve got a few more cousins who are doctors too. It is an embarrassment of doctors, and it’s sort of funny that none of them are oncologists, but they all are willing to give extensive medical opinions and show my case to their oncologist friends and deluge me with information. With love, of course.

So, one of the opinions that was clear pretty much across the board is that if they were undergoing treatment in Chicago, they’d go to either Northwestern or University of Chicago. Those are the most advanced, shiniest, researching-est university hospitals, with the fanciest doctors in the area. Okay. They sent me a bunch of names.

But as it turns out, breast cancer treatment is fairly straightforward right now, according to a national protocol, and my type is the most common type. So there’s not nearly as much urgency as there might be to getting the most cutting-edge care, and several of my family members said that it was worth prioritizing a medical team I was comfortable with and someplace close by, because the treatments would be fatiguing, and if I were dreading an hour commute each way, I was not going to want to go and get treated. I mean, I’d go anyway, because I am dutiful like that, but it would be adding misery, probably to no good purpose.

A friend of mine, Anne Marie Murphy, is Director of the Chicago Breast Cancer Quality Consortium, a project of the Task Force that is a collaborative of healthcare providers dedicated to eliminating racial health disparities in breast cancer in the Metropolitan Chicago area. She recommended a doctor at Loyola who she said was just excellent, top of the game. So I put that doctor on the list—Loyola is a teaching hospital too, and one that’s much closer to me than U Chicago or Northwestern. It’s about 15 minutes drive away. I also decided to try the place that diagnosed me, the River Forest Breast Center, and their oncologist/surgeon.

Now, the River Forest Breast Center is cozy. I went there first. It’s a little set of small buildings nestled right between the Whole Foods complex and the Jewel complex on Lake, about an eight block walk from my house. I’ve had a bunch of appointments there in the last two weeks, and going there and stopping for groceries on the way back felt reassuring. Their rooms are nice and clean, their staff is courteous and kind; it doesn’t feel particularly high-end, but it feels good and comfortable. I really liked the oncologist I met with, and the surgeon and I did have bit of a political disagreement, but I don’t really care about that—her main job is the meticulous cutting and I have a recommendation that says she’s excellent at that. I was comfortable going with them, although I was somewhat thrown by the MRI—it was done at their affiliate, West Suburban Hospital. Here’s the politically difficult part.

West Suburban is in Oak Park, but it’s right at the eastern edge, the Austin border, with a primarily African-American patient base, and I would guess, a high percentage of lower-income patients. When you walk in, you can tell the hospital doesn’t have a lot of money—the decor hasn’t been updated in decades, and while everything is clean, it’s dingy and worn. Everyone was super-nice, but when I needed a copy of my MRI to take to Loyola for the second opinion, their CD burner was down, and it took them three days to get it repaired. That was frustrating (necessitating multiple extra trips out there) and just unsettling. They only do breast MRIs on Fridays, because they only have a female MRI tech that day. Like that.

I know doctors who work at that hospital, and they’re great, conscientious people, and undoubtedly excellent doctors. I’m guessing they do their best to keep up on their research and provide the best care to their patients. But I also know, from seeing the difference between how adjuncts and tenure-track faculty are treated, that money matters. Someone who’s being paid significantly more and allocated time in the workday to keep up with their research is much more likely to be able to keep up, regardless of their passion for the field or for their students/patients.

Then yesterday I went to Loyola. And it was bright and shiny and white and clean, a huge teaching hospital complex, stretching for many blocks, with schools of medicine and nursing attached. I walked in and I immediately felt comfortable. Some of that was, I think, that I spend most of my days in a teaching institution, and there’s a certain feel to that kind of place—the rush of harried students hurrying by, the spaces dedicated to research, a very mixed demographic in terms of race and age and class backgrounds. It’s not cozy, but it’s the kind of place I feel very much at home.

And then I met with the doctors, and it quickly became clear, though they were tactful about it, that they didn’t consider the West Suburban MRI machine quite up to snuff—if I went with them, they’d want to repeat the MRI with their own equipment. And they had me do bloodwork, which the other doctors hadn’t, and they hunted down records of my 2011 breast reduction to compare, ditto, and they’re ordering a bone scan and a CAT scan. All of which can be done on Tuesday and Wednesday next week, instead of waiting ’til Friday, because they have the resources.

Possibly these other tests and records aren’t necessary—probably they aren’t, actually. My cancer is, as I’ve said, the most common sort of breast cancer, and the treatment protocol is standardized, and they’re probably going to end up doing exactly what the other practice would have done. But they’re being much more thorough, they’re consulting with each other and acting in the way I’d expect from an experienced, research-oriented team. They feel like academics, and that’s a feeling I’m very familiar with. So I’m going with the Loyola team and hospital.

Now, I really don’t want to knock the other practice. I’ve gotten recommendations from people who were treated there and loved it, and I honestly think it would’ve been fine. And there’s a level on which I hate that the place that has more money and spends more money is the one I’m choosing to go with. It should not be this way—every American should have access to equally good hospitals, equally good doctors, equally good MRI machines, regardless of ability to pay. Patients in poorer African-American neighborhoods should not be stuck with understaffed, under-supported hospitals—when we see the disparities in health outcomes and survival rates between different racial groups, we should be focusing the microscope right there, on the money.

“There is a large and growing disparity in breast cancer mortality between Black and White women in Chicago. An African American woman in Chicago is more than twice as likely to die of breast cancer compared to white women; but it has not always been like this. In 1980 there was little difference in death rates between the two groups. While a decline in breast cancer deaths among White women is a notable success in the fight against the disease, the simultaneous increase in the death rate among Black women implies that advances in breast care over the last 28 years have benefited some, but not all.”—Breast Cancer Task Force

One way to address these issues is through projects like Anne Marie’s, the Metropolitan Chicago Breast Cancer Task Force. They take donations, small and large. I’ll be sending some money their way.

Last thing—I have HMO insurance. We were kicking ourselves, a little, that we didn’t switch at some point to the more expensive insurance, the one that would let us go anywhere we wanted. I’m not sure if I could have chosen U Chicago or Northwestern; in the end, I didn’t check. Thankfully, it does cover Loyola. But that’s frankly a scandal too, that every American doesn’t have the simple ability to go to the best hospital available for their life-saving medical care. Single-payer health care, folks. It’s the only way forward.
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People have been saying a lot of nice things to me the last two weeks. Apparently, a cancer diagnosis is the perfect spur to remind people that they like you, and then they may rush to tell you that, which is a bit disconcerting (since hey, very positive prognosis, I’m almost certainly not dying even a little bit!), but overall still lovely, because who doesn’t like being showered with affection and praise? It’s a wonderful counter to the more sucky moments.

The praise occasionally makes me a bit uncomfortable. People have really liked the cancer log, which is great, and I’m going to write something more soon on why I think it’s working for me and others, and how blogging/memoir in general can be very helpful in times of stress, etc. But will save that for now. What I’d like to talk about now is the bit where people praise me for handling all this with grace.

Part of that’s an illusion, you know. I have mostly been writing in the morning, in my calmer moments. Last night, I came home after a busy day, made dinner—and then just sat in the living room for a while, kind of poking at the internet, unable to motivate to get up and do anything.

Sometimes, it all hits me, the fact that even if I’m probably not at much risk of dying, I do now have a chronic illness—after the somewhat unpleasant five months of chemo, there will be surgery and I will likely lose my breasts (suddenly, I’m imagining a comedy skit about lost breasts—breasts? breasts? where did I put the dang things??), and then there may be radiation, and after all that is done, there’ll be five to 10 years of hormone therapy, and regular scans to make sure the cancer hasn’t come back, and that’s enough to make anyone seriously bummed out. So sometimes I get seriously bummed out, but I don’t tend to write much about it because, y’know, it’s boring. When I come up with interesting things to say about it, I’ll let you know.

But putting that aside, yes, I’ve mostly had equanimity about the whole thing. There are a lot of “why me?” moments, but I think this is where my being strong-agnostic-almost-an-atheist is actually of tremendous comfort. (And now, this takes a hard left turn into religion, which I’m betting isn’t where you thought it was going.)

I’ve been privileged in my life until now, lucky. If I’d stayed a Catholic, I might have phrased it as saying that I’ve been blessed. My life has been full of blessings, alighting on me without my earning them. Kind parents, some brains, enough money, many years of physical and mental health. So many blessings, and if I’m going to ask “why me?” I ought to ask it for all the blessings too.

I was 12 when I ran headlong into the Problem of Suffering. That’s what the Catholics called it back then, anyway—the question of why, if God is omniscient and omnipotent, he would allow horrible, painful things to happen to babies. I was entirely unsatisfied by the nuns telling me it was part of God’s plan and that we weren’t capable of understanding it; maybe I was just a smart-ass kid and too full of myself (maybe I still am), but that explanation just wasn’t good enough.

If I’d had a few Jesuits around to argue with back then, maybe they could have kept me in the Catholic church a few years longer—those particular nuns weren’t up to the job, and even though my parents coerced me into being Confirmed at 13 (I chose Kateri Tekakwitha as my patron saint, the Native American girl who refused to marry the man her father picked for her, which should have told them something), I was already long gone from the church in my mind.

Even aside from the Problem of Suffering, exposure to other religions meant that I couldn’t see any good reason to be Catholic specifically, except that I’d happened to be born into a Catholic family. And later, I learned about colonization—if the Portuguese hadn’t come to Sri Lanka, my great-great-something-grandfather wouldn’t have converted from Hinduism to give his kids access to the Portuguese schools and better job prospects. I would’ve been born Hindu and grown up worshipping entirely different gods; my indoctrination into Catholicism was a historical accident. So it’s been a long time since I’ve been able to buy into any specific organized religion.

All of which means that now, with cancer knocking on my door, I don’t have to wrestle with the question of why God did this to me. This happened to me because it was going to happen to someone, and when you roll the dice, sometimes it comes up snake-eyes. It is, oddly, a great comfort to have the answer to “why me?” simply be “why not?” (And there are larger questions about whether cancer rates have been rising, and is it possible that some environmental factor has contributed to this, etc. and so on, but let’s table those for now.) There’s no one to be angry with, no higher power to yell at, to blame. I got to skip over a whole emotional process, because it doesn’t apply to the non-religious.

People have asked if I mind if they pray for me. And here’s the bit that might surprise you—I love that people want to pray for me. Because even if I think the Catholic god is highly unlikely, and the Hindu gods ditto, I am not completely against the concept of a higher power. I think the universe is still beautiful and wondrous without gods, but I am not immune to the hope that there is something more than what we have discovered thus far. This is why I can’t be a strong atheist—I’m never going to be sure that we little humans know all there is to know.

So agnostic it is, and agnostic it will be, and if there is Someone out there listening, maybe even Someone with a vast plan beyond my comprehension, then I love that people are talking to Him/Her/It about me. I mean, personally, I couldn’t worship a supposedly higher being that would be actually influenced by prayers, because how unfair would that be? That I get to have all these people intervening for me, and so many people don’t—if there’s a God who is actually good, they had better not favor me over someone else in need. That’s just not right, folks.

But all those prayers, all those good wishes going out into the universe? They’re comforting, even if no one is listening (or if Someone is listening but unlikely to be swayed). In the last two weeks I’ve felt just surrounded by this immense sea of affection. And beyond the people I directly know, I know there are good people the world over who are troubled by suffering, who are sending their kind thoughts into the universe, wanting better for me, for everyone.

I may not believe in God, but I do believe in people. People are amazing. And sometimes we fall down, and sometimes we are not our best selves, and sometimes we sit in a dark room and rage and even lash out at the people who love us best. But overall, I think human beings have a tremendous desire to do good, to be good. That’s my version of god—all those little human souls, burning to make the world better, for themselves, for their loved ones, even for total strangers.

So pray for me, if the spirit moves you. Pray for us all. Think good thoughts and send them out into the universe, and maybe that will put you in the frame of mind to be kind to someone who’s having a rough time and is stumbling as a result, lashing out a bit more than they ought. If there isn’t a God, or even lots of little gods, maybe we can be that force of good in the universe, for each other. That’s what I believe in.

 


Cancer log 22: 


 

Having cancer is throwing my desire to live within a reasonable budget right out the window. I’ve never been good with money, so I tend to lean on Kevin for managing our finances. Lately, I’ve taken to checking with him on whether my recent run of small impulse purchases are reasonable or not. The other day, I admitted that I wanted to buy several pairs of colorful socks that were in no way necessary. He said that if I could bankrupt us buying socks, we had bigger problems to worry about.

Dear reader, I bought the socks.

 


Cancer log 23: 


 

We told Kavi last night, in a fairly casual way. (We were definitely more stressed by it than she was.) We weren’t sure at first that we’d tell her at all, but she’s a smart cookie (age seven), and was noticing that Mommy was going to the doctor a lot.

So the basic gist: the doctor found some disease in Mommy’s cells that made a little lump (she knew about red blood cells and white blood cells, we were informed). And the hospital was going to give Mommy medicine to fix it, but it was going to take about six months and a lot of hospital visits, so Aunty Kat might be babysitting more often. Mommy was probably going to be extra tired, and the whole family would need to help out. Kavi seemed worried for a moment at the beginning (I suspect she might have started worrying about whatever was going on previously, because as I said, smart cookie), but quickly calmed down entirely.

That’s as far as we went for now; if my hair starts falling out with the chemo (likely), we’ll talk about that then. And the surgery discussion can wait too. Haven’t discussed any of this with Anand yet, but he’s only five, and is mostly oblivious to anything that doesn’t involve Minecraft right now. And that’s where we are.

 


Cancer log 24: 


 

In theory I’m supposed to get a breast MRI at 8:45 a.m., but I’m waiting to hear whether one hospital sent the other hospital a referral yesterday—and it seems like no one is actually in the office yet. I am resisting the urge to leave additional messages on all the voicemail lines that I already left messages on, and am existing in a Schrödinger’s cat state of referral-ness, entirely unclear on what I’m doing with the next three hours of my day. There should be an angsty country song about this.

Update: No referral processed yet, so no MRI today. Can’t say I’m sad about that, honestly—the day is already pretty busy, and it’s nice to have this block of time open up. But still, referral system frustrating as heck. Argh.

 


Cancer log 25:


 

Schrödinger’s referral again today—will it come through in time for me to do my scheduled bone scan and CT scan? It’s a mystery. My subs are teaching my classes today, in anticipation of my needing the time off for procedures; if the referral doesn’t come through, it means I’ve taken a disability day for no good reason. I’ll try to use the time productively, which in this case, probably means spending a few hours on the phone with the insurance company, trying to see if I can change what hospital I’m assigned to. Getting married may make that possible, if it’s not otherwise.

(Clarifying note: at this point in our story, Kevin and I have been together for oh, about 23 years, own a house together, and have two kids and a dog, but had not bothered to get married. We got married after the diagnosis, mostly because I was fretting that even though we’d done healthcare power-of-attorneys for each other years before, and living wills, we might run into some kind of medical issue where he wouldn’t be legally able to make decisions for me, and it would revert to my parents, and nobody wanted that. So we went to City Hall and got married. It was nice.)

OH, THE HUMANITY. OH, THE BUREAUCRACY. OH, THE AMERICAN HEALTH CARE SYSTEM.

10:40 update: Despite several phone calls, they still don’t know. Insurance is apparently reviewing my case now. I am about to go drop Anand at preschool, and then go to the hospital, just in case it gets approved. Am supposed to start drinking the contrast stuff @ 11:00, so must know one way or another by then. If not approved, there’s two solid hours of my day, wasted.

 


Cancer log 26:


 

Signs and symbols. Today I had two procedures—CT scan and bone scan. They weren’t terrible, but there were some slightly painful moments, some uncomfortable bits, and a lot of tedium (the whole thing took four hours). Today was the first day since the cancer diagnosis that they put a patient ID bracelet on me, the first day they gave me a page of stickers with my name and bar code, ready to paste into as many forms as necessary.

I haven’t felt sick at all up until this point—if it weren’t for the mammogram a few weeks ago, I would just be going about my daily routine right now, assuming I was healthy. Today I felt… almost branded. Warning: sick person here. I found myself taking comfort in my bright starry socks, and my new wedding ring. Warmth and love against the cold.

 


Cancer log 27: CT scan and bone scan, the detailed description.


 

So, my understanding is that they wanted me to have these to check for additional metastases (signs the cancer has spread). We are really hoping these two tests come back negative. I have no symptoms of bone pain, but the bone scan will check whether my bones are healthy and also create a set of baseline images that could be compared to any future bone scans that are done. This test is often skipped with my kind of breast cancer, but I’m happy the Loyola docs are being thorough, even if it’s unlikely to find anything.

You show up having fasted for four hours (so I had a good breakfast early). The bone scan started with an injection of radioactive material in my arm. (Tiny prick—skilled tech this time, and I barely felt it. Well done, sir.) Science detour for those interested: 

“[The radioactive material] will be taken up by the body’s bone-making cells over the next few hours. These bone-making cells are found mostly in areas damaged by disease, where they are busily trying to make new bone to patch the holes. After waiting 2 to 4 hours for the radioactive substance to be absorbed, the doctor uses a special camera to scan the body. Areas of extra bone activity (common in both cancer and arthritis) will show up on the scan because the radioactive substance collects in areas of new bone formation. These areas appear as dark patches on the film. Any part of the bone can be affected by cancer.” (http://www.breastcancer.org/symptoms/testing/types/bone_scans)

Then they sent me off to do the CT scan, because, as noted above, it takes a while before your bones are fully radioactive. Yes, I made jokes about Spiderman, and the tech countered with jokes about the Hulk. I would rather be able to climb walls and spin webs in my daily life, I think, than be immensely strong and rip out of my clothes, if those are my two choices. The Loyola radiology department is in the basement of the hospital, and I asked if that was because of the radiation, and he said quite possibly, because back in the day, they worried about such things and were also spewing vast amounts of radiation hither and yon—okay, that’s not exactly how he put it, but close. These days, it’s much more controlled and targeted, and apparently the (newer) Northwestern radiology department is on the sixth or eighth floor and he would really like to work someplace with windows someday. Ah well.

When the tech was injecting me (with radiation, whee!), he also put in an IV line. So I scooted off to CT with that in place. The CT scan examines your internal organs. Once I got there, I was given 1000 mg (I think) of horrid stuff to drink, and asked to try to get it down in half an hour. Readers, this was not easy. Any given sip of the milky substance wasn’t so bad—it had a faintly sweet, maybe citric flavor. But it’s just a big volume of thick liquid to try to get down. I ended up holding my nose for some of it, but I’m not sure that actually helped.

This was absolutely the worst part of the whole day, and I’ll note here that if you pick up the solution (barium sulfate, which allows for better computer tomography of the gastrointestinal tract) in advance, you can start sipping it before you even get to the hospital—spreading it out over an hour or two would, I’m pretty sure, have been much easier.

When I was done with it, they had me change into a gown. Now, it turns out that they don’t actually need you naked for this one, but you can’t have any metal on you, which includes things like zippers, metal bits on your shoes, etc. But one woman in the room with me had clearly been through the drill before, and she showed up in sweats, with slipper shoes, and she got to keep all her clothes on and just threw a patient robe over it (to signal ‘patient,’ I suppose). Smart! But I don’t really mind stripping down, and when they had me lay on the bed, they added a few blankets, and I was totally comfortable.

Arms above the head, and then I slid feet first into the machine, back and forth a few times, holding my breath when it told me to (presumably to help me hold still). Halfway through, they added the contrast through the IV line, and that was FASCINATING—the tech had said it’d feel warm, but it was almost hot, and I could feel it rushing through me, moving through various parts of my body. (He was a sweet older black man and kept talking about the department’s warm Southern hospitality, which was pretty funny, and also led us off onto a long discussion of New Orleans and the food there and I was really craving cheese grits by the end of that.) The contrast felt like when you slide down into a hot bath—but on the INSIDE of your body. Neat. Weird!

Then that was done, and I got dressed and headed back over to the bone scan (I had my phone with me for this one, so could grab a few pics). Lie down again, fully dressed, and they gently strap your arms to your sides and your feet together, so you’ll lie still. Then about 10 minutes of the machine scanning you. I actually fell asleep; I was starting to feel pretty wrung out by that point. And that was it—all done.

I felt kind of shaky afterwards, which I think was the barium + contrast; I was okay to drive back, but I do think that if I weren’t relatively young and fit, this would all have been harder on me—some folks had brought friends or partners with them, and if you’re doing this, I’d absolutely consider that, esp. if you’re not in good health generally. (I still feel like I’m in good health, despite the cancer. Lots of energy, still getting my 10,000+ steps a day, etc.) When I got home, I had some real food and pretty much climbed into bed for the rest of the day. I could have worked instead, but resting was the better part of valor. Common side effects of the barium include nausea and diarrhea, so your friends and colleagues would rather you went to bed, I think!

Props to whomever came up with those beautiful photos to layer over what would otherwise be ghastly fluorescent light panels—really added brightness and cheer to those basement rooms. The CT scan had clouds and a bright spray of bougainvillea. There was lots of waiting, so do bring some kind of entertainment—Sir Terry Pratchett kept me company for the day, and I was very grateful for his presence. Overall, not a bad day. We’ll see what the results show.

 


Cancer log 28: 


 

People are so nice. Here are just a few of the ways people have been nice to me lately:

 

	banana nut muffins arrived on my doorstep just now, with a note suggesting they could make breakfast a little easier tomorrow (or lunch, snack, or freeze…)


	my editors taking on some of my work to make it easier to finish the anthology


	books being mailed to me (one on fighting cancer, one a cheerful picture book telling kids why mommy’s hair is falling out)


	my department hiring subs to cover classes I can’t get to (this one is HUGE, and I am so glad my department has both the financial resources and the social will to support me in this way)


	a mom at the school’s PTA, re-opening the after-school class registration, so I could get Kavya into the new Indian dance class (that I helped organize adding to the curriculum!)—I had been so harried the last two weeks that I’d missed the sign-up period, but she’s in now!


	a friend meeting Kavi at the bus stop and keeping her ’til 4:OO-ish most days the past week, when I had hospital procedures


	literally gazillion offers to help, and local people especially offering babysitting or grocery runs or hospital chauffeuring


	many people who have been through cancer, or had a friend go through cancer, offering to be there as a resource, as needed


	medical friends doing research to learn more about breast cancer and then offering me advice


	doctor/hospital staff going out of their way to make things more comfortable/easier/possible for me


	I’m sure there are several more I’m forgetting. I wanted to list at least a few though, particularly because I know so often people want to help in this kind of situation, but aren’t sure how to do it.


 

I know it’s super old-fashioned to offer to bring a casserole, and it undoubtedly feels cheesy, but I have to say—I think it’s not a bad idea. I mean, we don’t need 50 casseroles the first week—we don’t have the freezer space. But last night, we were too tired to cook after the day of procedures, and ended up ordering out; luckily, we can afford to do that on occasion, but I would not have turned up my nose at a casserole, esp. a kid-friendly one!

 

 


Cancer log 29:


 

BRCA testing this morning. BRCA stands for BReast CAncer susceptibility gene. There are two BRCA genes: BRCA1 and BRCA2. Normally, they help protect you from getting cancer. But when you have changes or mutations on one or both of your BRCA genes, cells are more likely to divide and change rapidly, which can lead to cancer. (More about BRCA genes here: https://blogs.scientificamerican.com/guest-blog/the-hallmarks-of-cancer-7-genome-instability-and-mutation/)

I’m guessing this will come back negative, since we have so little cancer in my family, but on the other hand, I expected the biopsy would come back negative too; the universe is full of surprises. If it’s positive, that means the likelihood of recurrence is higher, which may affect my later decision (in five to six months) about how extensive a surgery to have. We’ll see how it goes. I think this one is just a swab, so it should be the easiest of the tests.

And then we’re hoping to do another MRI, if the referral comes through. The whole referral process has been frustrating and slow enough that I’ve lost about a week of treatment time, I think. It’s unlikely to be a critical week, but still. Yesterday, I switched my hospital-of-record over to Loyola, and picked a new primary care doctor, who should be able to process my referrals much faster.

I’m a little bummed to leave my old doctor, whom I really liked, but Kevin and Roshani (one of my best friends, and a pediatrician) were quite certain yesterday that I needed to be proactive about making sure my care was taken care of in a timely fashion, and they’re right, of course. At least the hospital switch went smoothly—both my old hospital and new one are in network, and insurance let me make the change in about five minutes total. It only takes effect on the first of each month, but luckily, that’s in a few days, so there won’t be any delay to affect me. I’m planning to stop by old doctor’s office and drop off a little present of some kind—probably a book or two of mine. She’s been great, and I feel bad abandoning her, though I know she’d tell me I’m being ridiculous and not to worry about it. Stupid insurance system. 
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