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To Nida

My Spirit

 

And Mantas

My Soul

 




Gratitude

I would like to thank first and foremost the team at the Sidney Kimmel Cancer Center at Sibley Memorial Hospital in Washington, DC, for the fact that I am still here today ~ my oncologist, Dr. Katherine Thornton, my nurse Natasha Shultz, my gynecological surgeon, Dr. Jeffrey Lin, and my gynecologist, Dr. Anandi Kotak. Thank you also to my acupuncturist, Eve Soldinger, and to my friend Dr. Rafael Convit who convinced me to go to her to supplement my chemotherapy with adjunct medical healing. 

Thank you also to my family and friends who showered me with attention and affirmations and prayers and love during this crisis. It was much like attending your own wake. 

My brother Neil (and his wife Sally) from Cincinnati spent a week here while I was in the hospital recovering from surgery. My brother Linas came in from Ann Arbor to be with me for a couple of rounds of chemo. My sister Aldona and my mother sent constant support from Cincinnati. 

Mostly, thank you to my friends who stepped up to take me to and from chemo, to spend the night when necessary, to bring food and flowers and good wishes, and to keep me feeling normal ~ the Divas Isabelle and Jura, the Vaiciulaitis sisters Danute, Joana and Aldona, Micaela, Ernie and Rafael, Angele, Jurate, Vilija, Dale and Algis. Thanks to my bootcamp instructor Vameka for making me strong. Thanks to the members of Trinity parish in Georgetown who, at another Jurate’s request, prayed for me for many months, neighbors Nancy and her daughter Ana Palomino, Barbara, Richard and Sherri, Mary, and Arnetta, to name a few. And to the extended family that is the Lithuanian-American Community, who lent me purpose and moral support. 

I am very grateful to the law firm of Winston and Strawn for the excellent medical coverage, for making it possible for me to continue working throughout chemo, and to my wonderful co-workers, whose company and encouragement bolstered my health in so many ways. 

Thank goodness for the everyday purveyors of poetry such as Garrison Keillor and his “Writer’s Almanac” (which I hear on public radio every morning at 6:45 am, then get by email that same day), Karen and Mike Garofalo and their GardenDigest, The Poetry Foundation, and www.goodreads.com. You will see that, after describing the mechanics of chemotherapy, I turn to poetry to try to find meaning in it all. And poetry did not disappoint. Poems start making their appearance about halfway into this story, soundly taking over by the end. 

 

 

Thank you to Ellen Cassedy who always encouraged my writing, and to Indre Martinson for suggesting that I turn the emails into a book. And to the friends to whom I sent my updates of “Diana at Chemo” that became the “Detour,” who responded to my daily emails with validation, appreciation for the poems, and valuable insights of their own.

Finally, and most importantly, I am forever grateful to my children, Nida and Mantas, who, although adults in their early twenties and successfully “launched,” made me feel like I was still essential to their lives.

 




Hymn to God, My God, in My Sickness

BY JOHN DONNE (1572–1631)1

Since I am coming to that holy room,
Where, with thy choir of saints for evermore, 

I shall be made thy music; as I come 
I tune the instrument here at the door, 
And what I must do then, think here before. 

 



1  “Hymn to God, My God, in My Sickness” by John Donne, 1572 – 1631. This poem is in the public domain.





“I am so sorry for your diagnosis”

It happened over vacation. Labor Day weekend. Bethany Beach, Delaware. For the third year in a row, I had rented a small house for a week with a friend of mine. My kids were in their twenties and I was 10 years into menopause when I started having a period again.

My friend was a single mother now, too. We’d been coworkers who’d lost our jobs together in 1988, become pregnant after that, had sons born a few days apart, gotten new jobs, gotten our divorces over the years, and lived not far from each other. Bethany Beach was a 3-hour drive from our homes in Maryland.

She had summered at Bethany with her family as a child. I had enjoyed a few days there with my kids when they were very little, and fell in love with the kind of house that was modern but had a screened-in porch running the full length of the inside. When I found one to rent for a week, I was ecstatic, and came back to the same house the next year and the year after that.

So here I was, early September 2013, enjoying the sand and the sea, the restaurants and the shops, and the general slow-paced family atmosphere of Bethany Beach. Our adult children were free to come and go. This year, it was her son and his bride who stayed for a few days.

Out of the blue, little by little, I had cramps and then noticed I was bleeding, like a teenager. Over vacation. Suddenly, I found myself cruising the feminine hygiene aisle of the beach pharmacy. It was astounding how flat sanitary pads had gotten over the past decade. It was shocking that I should be shopping for them at all after so many years.

But there was a logical explanation for this physical development. A year and a half before, just after turning 60, I had decided that I wanted to get more physically fit. I figured I had a good thirty if not forty years still ahead of me. I wanted to make sure the blood would continue to flow through my veins unobstructed, that no plaque would be allowed to develop, and I wanted to get rid of my lower back pain. Yoga was not enough.

I chanced upon a Groupon for a boot camp in my neighborhood that met at 5:30 am, and it seemed a perfect solution. Instead of lying in bed listening to NPR news weekday mornings, I would get out and exercise. We had a gym at my K Street office, but I wasn’t organized enough to gather shampoo and outfits the night before. Plus, I didn’t want to sweat in front of my colleagues. A 5:30 am session gave me enough time to shower and dress at home and be at my desk by 9 am. It was ideal.

Over the next 18 months, literally by sweating each ounce off, I dropped two dress sizes (from a 12/14 to an 8/10), gained great strength in my core (as evidenced by my being able to genuflect easily 28 times on one occasion), and, as my 22-year old daughter remarked, “You’ve got a waistline, Mom!”

Obviously, or so I thought, I had fooled my body into thinking it was younger than its years, and it had decided it was time for me to reproduce again. But, just like the middle-aged mother in Thomas Mann’s “Black Swan,” who falls in love with her son’s young tutor and is heartened to start menstruating again, this was not a sign of youthful vigor. It was an indication of uterine cancer.

There is no history of cancer in my family, other than prostate that many men seem to get as they age. I am a firm believer that we all have cancer cells lying dormant in our bodies. When and why they get activated remains a mystery. 

Mine was a bolt from the blue. A lightning strike on a beautiful day. A Deus Ex Machina phenomenon. 

It was my good fortune that it presented so dramatically. You can’t ignore bleeding for very long. And mine didn’t go away after two weeks, as my regular internist expected (who, by the way, said it was unnecessary to conduct pelvic exams on women such as myself more frequently than once every 5 years). I went to a gynecologist at that point.

A Pap smear would not have uncovered my cancer, they say, but we’ll never know. On the other hand, early detection doesn’t always lead to better outcomes. Often, it just leads to knowing you have cancer for a longer period of time. Who needs that.

In my case, less than the two weeks before my second appointment with my gynecologist, I was bleeding so much I thought I might exsanguinate. Having never used my health insurance for a non-routine visit, I was pleasantly surprised to get a human being on the line who actually approved me to call my provider. There was a 24-hour nurse who listened to my symptoms, consulted with an on-call doctor, and recommended that I get myself to the George Washington University emergency room. I will be forever grateful to my daughter’s friend who drove me there on a Friday night, to my daughter who met me there by metro (after I’d convinced her to go out because I was fine), to the emergency room staff who took such good care of me.

Like most women, I hate pelvic exams (as, apparently, did my internist!) but here I was getting more of them than I’d ever counted on. Included was one of those vaginal ultrasounds that the Virginia legislature wants to punish women requesting an abortion with. It wasn’t awful, but by then, I was in resigned patient mode.

Thank goodness, the gynecologist with whom I had an appointment the next Monday scheduled me for a dilation and curettage (D&C) that very Thursday. The other option had been an outpatient biopsy, which would have had me jumping off the table. She needed more tissue, and I was fine with being knocked out.

“Yes, you have cancer, and it’s serious.” I had taken a friend with me to the follow-up appointment where I would get the results, and I was glad I did. She asked questions as I sat there in shock. I got a little weepy but not really upset. I had already come to the conclusion that I could deal with the diagnosis if it turned out to be cancer. I could face a hysterectomy. That I could do.

And I did, with the help of my brothers who flew in to be with me, my mother and sister who gave support from afar, and great friends at my side. I also had a very supportive employer who kept paying my salary in full over the eight weeks it took me to recover from the surgery and to get started on the chemotherapy. 

I was much more afraid of the chemotherapy than of the operation itself. I’d had a Caesarean section with my son, so I knew what to expect. Difficulty coughing, blowing your nose, laughing. It’s amazing how much you use your stomach muscles.

Since they needed to remove the uterus intact, this was not laparoscopic surgery. I now have a surgical cross on my stomach, horizontal from the C-section 25 years ago, and vertical from the hysterectomy.

The hospital gave me a heart-shaped pillow to hold against my wound when I needed to cough or sneeze. That helped. But I was the second patient in a two-person room, and my half accommodated a bathroom and the passageway to the other patient’s half, so it was more like ¼ of a room, with no window. 

But when you’re recovering, you are just happy for the visitors and the flowers and the good wishes. Bodily functions take priority. Walking. Walking. Walking.

When I learned from my oncologist that they did, indeed, plan to give me chemotherapy, I thought, “I can do that.” I’ll just stop by over lunch once every three weeks, get a dose for an hour or so, and then go back to work.

But when they told me that, no, it would not be one hour every three weeks but nineteen hours, over several days, every three weeks, I thought they were trying to kill me! I went to get three other opinions, including from the guru of my disease at Sloan Kettering, but they all recommended the same procedure and basically the same chemicals.

So I concurred.

I would do the chemotherapy I thought I didn’t need. “Just to make sure to get any cancer cells that may have traveled throughout your system.” They had cut out my uterus, my ovaries, my fallopian tubes, and 19 lymph nodes. Who knew that your lymph nodes continue draining for weeks after an operation? I felt so sorry for women who’d had breast cancer. They have to wear special tubes to collect the fluids that continue to drain from the lymph nodes in their underarm areas. Mine, from my groin area, just drained out the usual way. I felt very lucky.

I had no idea how lucky. Lucky to have a tumor that could be removed, along with surrounding tissue, and still leave me able to eat and drink, walk and talk normally, without pain. I could breathe. I could digest and eliminate. I could eventually resume my life.

“I am so sorry for your diagnosis,” said my gynecologist when she read it to me. “I am so sorry for your diagnosis,” said the gynecological surgeon, in our pre-operation consult. “I am so sorry for your diagnosis,” said the pathologist, the mother of my daughter’s friend, after viewing my report. She assured my daughter I would live to see her graduate from law school, as if that were a comfort. When she heard about the chemotherapy regimen planned for me, her reaction was “They’re going for a cure!

I could accept cancer, but I could never quite accept that it would terminate my life, at least not right away. It is always better to have a manageable tumor to remove than a metastasized one that needs to be shrunk with chemotherapy so that surgery can follow. Chemotherapy weakens your immune system, thereby making surgery difficult. On so many levels, I was most fortunate.

And I have a new lease on life, however tenuous.

 

 




On the Beach at Night Alone
Walt Whitman, 1819 - 18921

On the beach at night alone,

As the old mother sways her to and fro, singing her husky song,

As I watch the bright stars shining, I think a thought of the clef of the universes, and of the future. 

A vast similitude interlocks all, 

All spheres, grown, ungrown, small, large, suns, moons, planets	

All distances of place however wide, 

All distances of time, all inanimate forms, 

All souls, all living bodies, though they be ever so different, or in different worlds, 

All gaseous, watery, vegetable, mineral processes, the fishes, the brutes,  

All nations, colors, barbarisms, civilizations, languages, 

All identities that have existed, or may exist, on this globe, or any globe, 

All lives and deaths, all of the past, present, future, 

This vast similitude spans them, and always has spann’d, 

And shall forever span them and compactly hold and enclose them.

 

 



1  “On the Beach at Night Alone” by Walt Whitman, 1819-1892.

This poem is in the public domain.





Subject: Diana at Chemo ~ Day One! 1.

8am Tues Nov 19, 2014

This is for anybody who wants to get updates from me as I go on this journey through chemo, hopefully to a cure!

Please let me know if you want to keep getting these. 

I find the whole experience kind of fascinating myself.

It helps to have excellent doctors, nurses, and medical insurance.

So here goes!

I am here at Sibley Hospital in Washington, DC, in the first hour of chemotherapy. The ultimate chemical combination will be ifosfamide and paclitaxel to combat something called an MMMT (malignant mixed mesodermal tumor, or “mixed Mullerian” for short). Another name for my disease is carcinoma sarcoma. Plus, there’s a little rhabdo-myosarcoma thrown in, usually found only in children.

In any event, I had all my baby-making equipment removed about 6 weeks ago, and now I have to make sure none of the bad stuff pops up elsewhere. It had already jumped to one lymph node; hence, the need for chemotherapy.

So far this morning, I have been infused with one liter of saline. No searching for veins in the arm though. About 10 days ago, I had a port implanted below my right collarbone. It is amazing how well the body heals. Now, there is just one prick to access that bump below the skin where that catheter was installed, and all further infusions and blood draws will be unnoticeable. 

Next comes about another hour of infused pre-meds: a steroid Decadron and Zofran against nausea, Zantac and Benadryl to counter any allergic reactions, and an “Emend” pill for nausea.

After that, the poisons, er.... medicine mentioned earlier will be administered. That’s when any side effects should kick in. 

I will keep you posted. 

Right now, I am sitting in a very comfortable recliner in a large, open, window-filled floor outfitted with cubbied booths that can accommodate two people at a time. Have my own TV, bookshelves, plus there's Wi-Fi. We can eat whatever we brought with us whenever we want. I am looking forward to a big dinner at home tonight.

I have also been given a “Patient Guide” binder describing the treatment plan, with tabs for “managing side effects,” “coping,” “surviving cancer,” and information on where to buy wigs.

My oncologist, and her stand-in, have already been by. People are discussing Thanksgiving plans. I have booked a flight to Detroit for Thanksgiving 9 days from today. My immediate goal is to meet my 6-month old grandnephew!

Just yesterday and the day before, I was running around Manhattan, meeting up with old friends, slipping in a consult at Sloan Kettering. The temperature outside was 60 degrees.

My son met me en route from Helsinki to San Francisco. We took in the Rockettes Radio City Music Hall Chrwitmas spectucular. Tried to live life normally. 

I may be fading out now from the Benardyl. Then the poison/medicine will be administered shortly.

Over and out. 10:15 am.

Diana at Chemo ~ Day Two! 2

4:30 pm Wed Nov 20, 2013 

Once again, this is for anybody who wants to get updates from me as I go on this journey through chemo, hopefully to a cure!

Please reply to me if you want to keep getting these. 

You will know if I’ve gotten your reply if your name appears in the “to” section.

I must be in honeymoon chemo.

Today’s session lasted only 5 hours. 

Then my friend picked me up and we went out for Thai food

Last night, friends came over for dinner.

I don’t feel any side effects yet, except for a slight metallic taste in my mouth that disappears with blackberries or grapes. They pre-medicate seriously for nausea (Zofran) and give me Mesna pills to protect from renal attacks by the Ifosfamide.

Today’s chemo started with 11/2 hours of hydration, a half hour of Zofran, and the remainder Ifosfamide.

I don’t feel any needle because the catheter inserted into my port yesterday was capped off for re-use the next two days.

I almost think I should have chosen the option to get chemo at 21st & K Streets because I feel well enough to work, and I could get there by metro. 

Then again, I'm supposed to be avoiding germs...and pets...and gardening.

Renee lounged next to me at chemo yesterday. She drives herself in, sleeps with two cats and a dog in her bed at home, has a great wig, and laughs at the notion of buying mascara when you forget you don’t have eyelashes anymore.

I’ll wait for my daughter to arrive this weekend to dig in the remaining tulip bulbs for me. My son left this morning but he did kitty litter duty, which I’m no longer allowed to.

Yesterday was a long day at chemo, but the Benadryl knocked me out for 4 hours, so it really was like taking a long overseas flight. The place was almost empty when I left at 5 pm, but I noticed an athletic-looking young man, probably a high-schooler, being infused, with his Dad accompanying him. That’s a heartbreaker.

So today was a pleasant surprise. One more day, then in on Friday for the $5000 Neulasta shot to beef up my white blood cells. 

So glad I have good health insurance.



Subject: Re: Diana at Chemo ~ Day Three! 3

4:30 pm Thur Nov 21, 2013

When I got home from chemo yesterday, there was a message from the doctor at Sloan Kettering wanting to discuss the pathology report from Sibley. That sounded a little ominous, but I heard from her later today. She just hadn’t gotten all the requested unstained slides from them, only slides of the lymph node, with the rhabdo tumor, and nothing from the uterus. So the two doctors will talk directly and straighten it out. Sloan wants to do its own pathology. It wasn’t done when I visited Sloan on Monday.

Today was another breezy day at Chemo. I basically slept through most of the 5 hours. A friend from the neighborhood drove me over and picked me up. I am so glad to be able to go home in the evenings. The original plan to do a more aggressive treatment, focusing on the rhabdo and hospitalizing me for three days, was very discouraging. I hope they don’t go back to that.

I feel puffy and like I’m retaining water, but the nurse claims that’s very normal, and it will all drain away in a few days. 

I no longer have a needle capped in my port. No more access until 2 weeks from now! Not that it hurt at all, but it made bathing awkward....

Tomorrow, I go in for an injection to increase the white blood cells, which are due to plummet. Then I have a session with the acupuncturist who will assess my reaction to the chemo. 

My doctor wants to me to get a CT scan on Monday to see if, “heaven forbid,” something might have developed since surgery 6 weeks ago. It entails drinking barium, lots of it, for two hours in advance. All for the good.

Have to get some face-masks for the flight on Thanksgiving Day to Detroit. Wish I had a hijab. 

Subject: Diana at Chemo ~ 4

8:30 pm Fri Nov 22, 2013

Once again, this is for anybody who wants to get updates from me as I go on this journey through chemo, hopefully to a cure!

My day was fine, but I was quite shaken at the end to learn that a neighbor, who organizes our annual Christmas caroling in Takoma Park, has been suffering tremendously for the past six months with colon and pancreatic cancer. 

In comparison, a shot to build up my white blood cells, followed by acupuncture, sounds positively spa-like.

They keep saying I will lose my perkiness. Ten days after the start of chemo is when it’s supposed to first hit. That would be right at Thanksgiving. My family will understand. 

My acupuncturist told me my body was “depleted,” although I don’t feel that. She’s had a lot of experience with cancer patients. Says everything is cumulative. 

So far, so good, and I’m very grateful for that. 



Subject: Diana at Chemo ~ 5

6:15 pm Sat Nov 23, 2013 

My daughter is now home and will show me shortly how to put the emails into proper blog form.

Off to the movies this evening to see “Gravity” with her. I guess I should wear a face-mask.

Warded off the metallic taste all day with snap peas and green grapes.

I think the Vietnamese noodle soup Pho is good for me.

Greatest accomplishment today was purchasing a wig in the neighborhood! Walked into a very unprepossessing place on Georgia Avenue. My daughter and I looked at one that appeared promising. I tried it on, and we are happy! Great style – I’ll have to ask my regular hair to be cut this way. Made in Japan. Lovely salesperson, also named Diana, at Crown Wigs who recommended against real hair wigs (that cost thousands of dollars) ....

Subject: Diana at Chemo ~ 6

11:00 pm Sun Nov 24, 2013

Once again, this is for anybody who wants to get updates from me as I go on this journey through chemo, hopefully to a cure!

I understand that my ability to be out and about, go to a movie, go to church, have dinner with friends, be able to drive — these are all things to be very grateful for. 

My first week of chemo, which seemed so frightening, starting with a 7-hour day, and then two 5-hour days, I survived well.

Today’s Mass was in memory of a young mother who died this month of breast cancer, leaving her husband and a 7-year old son. I am so thankful my children are grown. I got to enjoy motherhood. It would be nice to be a grandmother, too, someday, but it almost seems like a luxury. 

On the other hand, I meet people everywhere who are cancer survivors. I’m part of a club now. They are all around us. 

CT scan tomorrow. I will try to pretend the barium is egg nog...

Subject: Diana at Chemo ~ 7

6:45 pm Mon, Nov 25, 2013

Yesterday, Georgetown’s streets and red brick sidewalks were brightly carpeted in yellow ginkgo leaves.

Today, we scrambled to rake up the carpet of red maple leaves in our front yard ahead of the approaching leaf vacuums.

When is a chore a delight? When you realize you may not get to do it again....

It took me 38 gulps to drink down the first quart of barium today.

Two hours later, it took 44 to get the second quart down.

Some iodine in the arm that feels warm in the body and metallic in the mouth once released, a ride on a gurney through the donut hole a couple of times, and the CT scan is over.

I indulged in a Big Mac and fries afterwards, feeling incredibly guilty, knowing I should be drinking kale shakes. But the point is to move matters along. Greasy food always works.

I hope to go back to work the first week of December, for one week.

Then chemo for one week. Then two weeks of work. If they will let me.

Subject: Re: Diana at Chemo ~ 8

10:30 pm Tue, Nov 26, 2013

Felt like I was having chest pains today, and realized that’s probably the Neulasta kicking in from Friday’s injection. The nurse had said it would affect the large, marrow producing bones first, like the sternum and the pelvis (who knew?). Just noticeable, not really painful.

So no sooner did I reveal my slip down into McDonald’s for comfort food yesterday than the millennials got all in a tizzy and are taking charge of my diet. I already know about drinking green tea and putting ginger, garlic and turmeric into everything, but the kale shakes I will let them create. Scallions and leeks are major warriors, as are any cabbages. I love Brussels sprouts, broccoli, and cauliflower, plus all fruits, and eat plenty of them. Did you know that rice is bad for you? Because of the arsenic used in its harvest?

So we had quinoa with organic chicken from Whole Foods tonight. Paid $7.49/pound (!!!!) for the flattest chicken breasts I have ever bought. Usually, I can slice the chicken breasts I get for $2.49/lb in half sideways. Ah..... is it that their plumpness derives from synthetic growth hormone? And I have foisted these upon my children their entire lives?....

My daughter has taken to heart the nutrition guide from the “Anticancer” book by David Servan-Schreiber. It’s just common sense, but it does tweak nutrition for its highest cancer-fighting properties. The best diets are Mediterranean, Indian, and Asian. And never eat grapefruit while you are on chemo.

I indulged in some red wine with dinner and, I must say, I feel the best I’ve felt since chemo started. Plenty of green tea on the side, but I am feeing almost normal.

Subject: Re: Diana at Chemo ~ 9

11:00 pm Wed, Nov 27, 2013

Kale shakes are not so bad. In fact, the ones my daughter made for me were so good that I had to sneak seconds. They can look green and disgusting but, once you put in strawberries and bananas and orange, you don’t taste the leek or the kale or the turmeric at all. It’s just light and refreshing.

Speaking of leeks, when I wrote yesterday “Scallions and leeks are major warriors” I meant “warriors” in inhibiting cancer growth. Others are garlic, Brussels sprouts, broccoli, cauliflower, all
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