MY INSULINOMA

The tumor began its activity several years ago, although I had no idea what it was at the time.  Hiking got harder, especially the ten mile hikes David and I love to take in the mountains.  I started running out of energy on the way back and would have to sit down to rest and snack frequently.  On work days I noticed my lunch didn’t seem to stick with me as long.  When I went for my annual physical I’d say, everything seems fine, except my blood sugar.  Eat more frequently, they said in response.  But even then, it seemed beyond that.

Last spring my spacey episodes became more extreme.  After a short hike with my sister’s family, I began to feel funny.  I thought, as I started to drive home, that maybe I should have something to eat. I contemplated stopping at King Soopers for some emergency food but didn’t think I could manage.  Instead, I focused intently on driving home, feeling very oddly present inside my body and suspecting I probably shouldn’t be driving a car.  I chalked this experience up to some strange anomaly and hoped it would never happen again.


But later in the spring I had several similar experiences.  Once I went for a walk after school, walked farther than I had originally planned and barely made it home.  My legs felt rubbery and were not moving normally.  I wondered if I should sit down on someone’s lawn but decided to just keep walking.  I was semi-staggering and must have looked drunk.  Somehow I got back home, sat down, and after an hour or so recovered.  I googled “stroke”, but it didn’t seem to fit.

Soon after at my therapist’s office, I became almost semi-conscious, only vaguely aware of what was going on.  I’d try to pull myself together but couldn’t quite do it.  The therapist was pretty concerned, but I was in denial about my condition, still thinking I could tough it out. Obviously, I totally freaked her out, but I just said, no, no I’ll be fine, rested in her waiting room and left. 

These crashes became a regular thing, occurring at least a couple times per week during the summer.  I wouldn’t lose consciousness exactly, but would have to just sit there until I became functional again. I didn’t know what was going on and continued in my denial, mixed with growing fear.  This is not a recommended approach to medical concerns.

I ended up going to the doctor about my symptoms twice during the summer.  The first time, they suggested seeing a dietician. But the thing is--my diet is pretty stellar.  I don’t even drink coffee. I eat mostly natural foods, quite a bit of protein, and not much sugar.  Well, except for a slight summer iced tea addiction.

The second time I went to the doctor I was a basket case, really afraid of what might be happening to me.  Crying, I told them I felt like I was running out of gas.  Something’s really wrong with me, I sobbed.  All my symptoms were complicated by my devastation over our foster daughter’s suicide last October and the death of my father in January.  I had no idea what could be happening to me and neither did the doctor.
Then in August I had two bad episodes sending me to the emergency room twice in one weekend. The first time my sister’s family was over for pizza before the Shakespeare Festival. I became semi-coherent before dinner.  I felt as though I were in a tunnel, developed double vision, and didn’t hear parts of the conversation. But I tried to continue on as if nothing were happening.  After dinner David and I decided to head to the ER instead of the Shakespeare Festival.  Of course, by the time we got there, the pizza was taking effect, and I was pulling out of my semi-stupor. They released me some hours later after a few basic tests, shrugging and shaking their heads. Come back if this happens again, they said.
The next day I took a long walk, lay down for a nap back at home, and have no memory of the next few hours.  They say I was sitting on the edge of the bed, staring at a baggie of Q-tips.  I didn’t know my family and became mildly uncooperative with their attempts to haul me back to the hospital.  My daughter videotaped me as evidence, a tape I refuse ever to look at.  It is horrifying to imagine oneself being so out of it.
There were no answers from the doctors, although they ruled out stroke, MS, brain tumor, and heart attack through various tests, including an MRI, EKG, and EEG.  Then I began a round of visits to specialists.  

First the neurologist.  She shook her head sadly, as I went through my symptoms and stress events, saying what I was describing was all over the map.  Seizures follow one pattern. Usually the patient says, I start to feel funny, then I smell this weird smell, then I can’t remember anything. She told me to call her when we figure out what’s going on.
I talked to the psychiatrist about Stephany’s death and my family growing up, which he said would never make it on a movie set, being too extreme and unrealistic.  Afterwards, on the walk to the bus stop, I pulled out an apple, as I began to feel strangely light-headed again.

By this time, I had given up driving.  Several times I had gone into a spacey episode while behind the wheel, scaring both my husband and myself enough to make me put up with his, sorry to say, somewhat nervous-making driving.  
We had also just moved into our daughter’s condo with her, since our house was being remodeled.  With one box full of clothes and just a few books, I felt uprooted and totally disempowered. Not only that, but the school year was revving up to begin again.  I told the principal and a few teachers about my possible post traumatic stress seizures and hoped I could make it through the year.

I careened through my days, still not knowing what was wrong and waiting for my next specialist appointment.  Finally on November first, my husband drove me to the endocrinologist’s office.  First thing, the nurse took my blood sugar.  

“Forty-seven,” she said slowly, “that’s dangerously low. Normal’s around 100. How do you feel?”  

“I feel fine,” I said.

She rushed off to get me some juice and crackers.

Secretly, I was overjoyed to get their attention.  Now maybe they’ll believe something is wrong, I thought.  Forty-seven!  This is how I’ve been living my life!
After giving me an overview of hypoglycemia, the doctor sent me off with a blood sugar monitor and instructions about eating a balance of protein and carbohydrates to avoid crashing.  I was also to have fasting blood work done at the lab.  My blood sugar was up to sixty-eight when we left.
I loved my new blood sugar monitor. Even sticking myself was not so bad.  I duly recorded my numbers and my diet:  46, 48, 41, 62, 38, 53, 108.  The 108 was after a granola bar, my savior food.  

“Yes, I can do it!” I always thought when my sugar got up to 70 – 120, the normal range.

But too often it was low, very low, especially after any exercise.  After five or six days I called the endocrinologist’s office close to tears.

“I can’t get out of the forties and fifties,” I wailed.

“The forties and fifties!” gasped the receptionist.  She was probably diabetic.
“That does seem a bit much,” said the doctor.  “Let me call you back.”

I had shared my blood sugar woes with some of the other teachers.  One appointed herself my guardian angel and brought me candy if she thought I was getting spacey.  Mornings were okay, with my “snack bar” set up on the top shelf, but after lunch I had serious trouble being attentive.

My lunch did not seem to carry me beyond a couple hours at most.  My reaction to sugar was unpredictable.  One day I had a small bunch of grapes and was practically comatose two hours later.  I began to doubt that I could make it much longer. Especially in the afternoon, I felt like I was drugged and sometimes could barely keep my eyes open.
Two days before Thanksgiving I had a glucose tolerance test.  I took my report cards to fill out when I went, fasting, to the endocrinologist’s to drink the sugary solution and then sit there for five hours while they took my blood. I got a lot of work done the first couple hours, but then began to feel strange.  
“Maybe I’ll just fill in the ID info on these forms,” I thought, “and add the grades and comments later.”

During the fourth and fifth hours, I began to feel a little better and continued working.  The time passed astonishingly quickly, with me focusing, nose to the grindstone. 

The endocrinologist-on-call phoned on Thanksgiving Day.  “We just got your test results,” he said, “How are you feeling?”

“Fine,” I answered.  
He explained the results of the glucose tolerance test, blood sugars of 50 (initial), 146, 82, 30, 30, and 39.  My insulin was highest in the third hour when I had felt so bad. 

“I think you have an insulinoma,” he said, “a growth on the pancreas that produces extra insulin.” 

So that’s what had been vacuuming up all my blood sugar.

During my initial visit the endocrinologist had ruled out insulinoma, based on the fact that my blood sugar seemed okay at night.  It seems I somehow ended up with a very polite insulinoma that was only active during daylight hours.

In addition, insulinoma is a rare condition, affecting only four per million per year.  I just wish the doctors had sent me to the endocrinologist sooner.

“I’ll call the surgeon on Monday,” continued the doctor, “and we’ll try to get you in there as soon as possible.”

That’s the cure for insulinoma: surgery. 
But “as soon as possible”, does not necessarily mean hours or even days in the medical profession.  First there was getting the surgeon to look at my records, which took almost a week.  Then was the hospitalized 72-hour fast.  I lasted a total of ten hours and was a quivering blob of protoplasm by the end.

“You look just like someone with an insulinoma,” said the surgeon, who dropped by when I was at my nadir. “The blood tests will confirm the diagnosis.  I’m booked six weeks out, but I’m going to work you into my schedule.”

I was highly symptomatic by eight hours into the fast, and the medical professionals kept asking questions to determine whether I was getting more or less oriented.  
“I’m at University Hospital,” I answered, coming around a bit more and beginning to shake, “and our car is on the seventh floor of the parking garage.”  

I was very glad to eat again.

After Thanksgiving break I went on leave from school to conserve my blood sugar, schedule medical tests, and prepare myself for surgery.  David worked at home to watch over me in case I sank into an insulin coma. We got a glucagon kit, a really scary-looking hypodermic in a red case for administering emergency glucose in the event of my becoming unconscious.  He also drove me to the necessary tests.
First there was the CT scan: drinking barium for several hours and then being slid into the x-ray donut. Then there was the cosyntropin stimulation test, a shot of cortisol and accompanying blood work.  Finally there was the endoscopic ultrasound, a tiny ultrasound camera to the stomach to have a good look at the pancreas. Everything seemed to involve needles in some form.
For the endoscopic ultrasound, I went into the outpatient gastro unit with the colonoscopy patients, and I was very nervous.
One of the doctors that drives the ultrasound through people’s stomachs stopped by to look at my paperwork and let slip in his somewhat limited English, that they had seen the insulinoma—or my lesion, as he called it--during the CT scan.

“My lesion???” I said, imagining a gaping slash through my pancreas.

 He said he couldn’t tell me any more and left me wide-eyed and beginning to shake again.

 Although I had warned them that my blood sugar would be low after fasting six hours for the endoscopic ultrasound, the nurses seemed worried and spent three hours pumping IV glucose into me.  Aside from that, they were wonderful and angelic, tucking warm blankets around me, as I drifted into a cozy stupor, so they could put the tube down my throat.
All the tests were consistent with insulinoma, and surgery was scheduled for December 20.  
I began to prepare myself for the operation, listening to relaxation tapes and imagining positive, healthful outcomes.  This helped a lot.  Also helpful was the school secretary’s suggestion to just relax into the drugs, as well as the time off school.
“You know, back to the sixties,” she said, encouragingly.

“Oh, yeah,” I answered, trying on the idea for size.

I dreamed about surgery.  

“Don’t worry, we’re almost done,” said the dream surgeons, when I woke up during their operation.  They said this as if they wouldn’t need to bother putting me under again.  I had woken up in the first place when I heard them talking about taking out my gall bladder. I had wanted them to get back on track with the right operation.  Then I had to lie there as they continued on with an electric carving knife, producing lots of vibration and noise.  
I chuckled about the, “Don’t worry, we’re almost done,” for days. 

The tapes had their relaxing effect, for which I was very grateful.  At first when I told people about my upcoming surgery, I would be practically hyperventilating.  But gradually, I came to feel more calm about it and visualized life with regular blood sugar--hiking, working, doing all those things normal people do without a thought.
My husband reported that his work associates around the world were wishing me well and praying for me. School colleagues stopped by with cards, flowers, books, and good wishes. Friends sent encouraging emails.  Family members called uncommonly often to check up on me. I asked everyone to send healing thoughts, especially on December 20. They were all being so nice.  I began to get a glimmer of the fact that I am actually surrounded by lots of love and all I really have to do is let it in. This seemed a sure sign that it was time to let go of my orphan girl approach to life.
The day of surgery was the day of the first blizzard of the Colorado holiday season of 2006.  We left early, allowing extra time to get to the hospital, which is normally somewhat less than an hour away.  Snowflakes flew horizontally, accumulating quickly as we drove.  Traffic was at a standstill at a major freeway interchange, so we changed our route and got to the hospital only about 20 minutes late.  It had taken two hours to drive there. 
After the brief check-in, I was whisked into the pre-op area.  In their surgical garb, doctors and nurses bustled about preparing me.  They put an IV uncomfortably into the back of my hand and taped it down.  The anesthesiologist stopped by to start relaxing drugs, as well as an epidural.  My daughter worked on twisting off my wedding ring with the aid of gooey ointment.  Before I knew it, I was on the table saying goodbye and I love you to my husband and daughter, heading through the doors to the operating room.

Take some nice, deep breaths, they said, holding a mask up to my nose and mouth.  Two big breaths and I remember nothing after that.  

I woke up in the recovery room.  “I feel like I just did way too many sit-ups,” I groaned. But other than a sore muscle sensation in my mid-section, I felt relatively pain-free and peaceful. 
 Before long, they wheeled my table to the post-surgery ward.  I wondered how they would get me into the bed.  I needn’t have worried.  Three assistants packaged me up in a tough, blue sheet-like device with handles, gently picked me up, and lowered me down onto my bed.  It seemed a comfortable miracle. 

I had an IV tree full of pain-killers and other juices:  morphine, the continuing epidural, glucose, various minerals if my blood panel looked low in certain areas. I dozed on and off, still somewhat in an anesthetic haze and not really wanting to deal with the apparent reality of my surgery and nine inch incision. 

Since this was a teaching hospital, many doctor-types started coming in to check on me.  One of them shook my foot to awaken me, and I dreamed I was dancing.  
I encouraged them all to take out my various tubes as soon as possible. They were cooperative, and soon my nose-stomach tube was gone, as well as the urinary catheter.   To my delight, ice chips appeared to soothe my parched and peeling lips.  I heeded their warning and took tiny spoonfuls, savoring the dampness.  
I scarcely had two spoonfuls of ice when a tray of clear liquids appeared. 

“You mean,” I said, “I have to eat???”  
Teeny tastes were all I could manage at first.  I felt like the ballerina on Sesame Street, “Miss Vanessa Pierpont eats jello.”  One microgram disappears.  I made very little progress through my first meal.
At first, one of the biggest challenges to all this activity (eating, drinking, and peeing) was just getting my head to an upright position.  Slowly and in stages, I raised the head of the bed.  I imagined the cilia in my Eustacean tubes must be hopelessly tangled. I tried to imagine them straight and orderly again, but my nausea level tended to rise and fall like a small boat on a relentless sea.

The nurses were heroically attentive and sympathetic.  And not just to me.  They gave my family pillows and blankets so they could sleep on the floor of the lounge. The highway home was completely shut down due to the blizzard.  In fact, some of the nurses were picked up by jeep so they could get to work in the snow emergency. It was all very exciting and cozy.

The morning after surgery I peeled myself out of bed to take a walk with the aid of my nurse. Standing up, hanging onto my IV pole, I felt as though I had been taped into a “C” position.  I hobbled slowly down the hall, making the circuit around the ward in my flesh-colored, non-slip socks. They say walking helps you heal faster, so I tried to walk farther each day.
I think my release was speeded up by the contact dermatitis I developed from the detergent in the sheets.  Maybe I was in an extreme state of hypersensitivity (since this had never happened to me before), but on the second day I began to notice the beginnings of a rash on my legs.  It rapidly worsened, until it looked like the world’s worst case of poison oak all over the backs of my legs. For some reason, even though this was a hospital, all they seemed to be able to offer me was a barrier lotion that a nurse managed to dig out of the supply closet.  Luckily, I was on narcotic painkillers, which helped a little.

Patients have a special button for a boost of painkillers, mechanically allowed every fifteen minutes or so.  I didn’t use mine until my gut started waking up with the movement of gas through my intestines.  Gas attacks felt like severe knife stabs, although the sensation was slightly different on intestinal straight-aways compared to the hairpin turns.  These attacks sent me groping for the button as fast as possible and using Lamaze breathing techniques.  It’s only gas, I told myself, trying not to swallow any air.
By the third day after surgery, I still had a drainage tube coming out of my lower abdomen, but my epidural and IVs were gone.  I asked the nurse when she thought they would take out my remaining tube.  

“Oh, we’ll probably yank it out tomorrow,” she said.  

I paused.  “How about delicately remove?” I suggested.

“Actually, the faster you do it the better.”

She was right, but it was not so bad. 
That day I also I graduated to the level where I could take a shower. It was then that I got to see my whole incision for the first time.  I looked down and there it was--all nine inches of it--a long, lump of a ridge and pink line, secured with metal staples. The sinuous shape reminded me of a blue whale, and I began to think that the surgeon could have a side business of scar enhancement tattooing.

But mostly I focused on the joy of showering. 
Even though it was a bit chilly and the soap dispenser required at least a dozen pushes to get a semi-adequate amount of soap out, showering was one of the highlights of my hospital stay.  Standing under the moderately warm water was heavenly. Washing my hair was a wonder.  When I finished, feeling clean and good-smelling, the sure feeling settled over me that all was right with the world.
I got to go home on Christmas Day.  I woke up early, feeling hopeful, and sat in my chair, drinking water, and enjoying a fake hearth and Christmas carols on TV.  My doctor came in around eight o’clock, along with the intern.  I showed them my rash and tried to make it clear that I did not get along with my bed.  Everything else must have looked good, because soon I was signing discharge papers and being wheeled down to my daughter’s waiting car.  I was beyond thrilled. 

Home, or more accurately Caitlin’s condo, seemed a wonderfully therapeutic environment.  I could see the natural world outside—the brilliant sun and swirling wind-blown snow against the mountains.  I could take delightful, hot showers for as long as I wanted (the extra time being special dispensation for my weakened condition).  And I found some extra-strength hydrocortisone cream, which started my rash on the road to recovery.
For the first week home I slept long hours, read a little of my backlog of books, and worked Sudoku puzzles, wearing my nightgown and robe much of the time. All was dreamy and slow. 

On the eighth day after surgery and wearing real clothes, we drove back down to Denver to get my staples removed. The intern plucked them out with a pliers-looking device and replaced the metal staples with eleven strips of surgical tape, warning me to pat the incision dry rather than rub it. 

“We’ll see you in three months,” said the surgeon, after taking a look at me and also assuring us again that the tumor was benign (about 6% are malignant).  

Three months!  Wow, I must be doing well! It would be nice not to have to come back for a while. 
We just beat another snowstorm getting home. 

Those first couple weeks at home I felt as cold as the icicles outside and stayed wrapped in a down comforter as much as possible.  My favorite foods were applesauce, plain yogurt, and soup, and not very much at once.  Occasionally I would get hints of hunger, at which I rejoiced. It felt great to be hungry again.  

The pace of my days continued at a very slow speed.  I dawdled along, rising late and taking naps. I noted that I felt a little better every half day.  

My work teaching elementary school aged English language learners was perfect preparation for recovering from surgery.  I noticed and fully celebrated every tiny increment of improvement.   

Aside from my constant side aches, I generally didn’t feel too bad.  I switched from oral narcotic painkillers to over the counter pain relief.  My intermittent nausea improved. From time to time I still had to pause with gas pain, but less and less frequently.  My breathing was getting deeper, though I would sometimes involuntarily inhale surprising, small additional breaths.
Friends stopped by, bringing their favorite books for me to read, bouquets, and tidbits of food. I guarded my abdomen when I hugged them, thinking a pillow belt would be a handy device.

I was cautious with my body in general.  I suppressed sneezes, though eventually I could make small coughs if necessary.  Sometimes a stray hiccup would escape and felt like an explosion in my mid-section.  
By the third week, I was slowly making my way down to the corner and then around the nearby park, holding onto someone’s arm, glad for the snow-shoveled sidewalks.  I detected small hints of energy.  
And I could sit at the computer and write. I began spending good solid hours working again on my memoir of our foster daughter Stephany’s life as a fetal alcohol- affected child. It was as if the powers of the universe said about me, “Well, she’s not going to slow down of her own accord, so it looks like we’re going to have to ground her for awhile.”  I got much satisfying work done on the book.
During that third week home, I also went out to eat with my family, began walking by myself, and gradually gave up my naps.  At this point, too, my body suddenly decided it wanted to yawn and without warning would break into as-deep-as-I-could-manage yawns, challenging my slowly strengthening abdominal muscles.
As I had watched all my muscles turning flaccid with relative inactivity, I lamented not being able to go to the gym.  However, I reminded myself that soon I would be back to lifting weights once a week again and before long would be back to my previously unprecedented muscle-bound condition.  One of the wisest decisions of my life was to start going to the gym regularly four years ago when I was fifty-three. It felt great to have toned arms and a two-pack. In a few months I would get them back.
On the fourth week anniversary of surgery I drove.  The only slight difficulty was trying to twist around to see behind the car, but that’s what mirrors are for.  By this time I was walking for twenty to thirty minutes per day and enjoying the accompanying internal massage of my abdomen.  In addition, my body seemed to be warming up and no longer constantly needed a comforter, wool socks, and multi-layers.  My rash consisted only of a faint purple shadow.
Since leaving behind my nightgown and robe in the first week, I had been wearing a uniform of sweaters and overalls.  Now, I practiced wearing real pants.  The incision was numb in the area below it and above my belly button.  Wearing pants with a waistband felt strangely irritating.  But I tried to increase my tolerance in preparation for returning to work at week six.

My scar had morphed from a blue whale to looking like I had a snake embedded under my skin.  I gently rubbed the scar often through my clothing, Aladdin’s lamp-style, hoping both to bring back more feeling and to encourage it to flatten out. It still had eight pieces of surgical tape in place.
The last two weeks before returning to work were a blessing of approaching-normal energy.  I had the time to research ceiling fans and pick out towel racks for our remodel. I began building excitement about returning to work, as I read a new book on balancing reading instruction with language learning. 

I also passed my follow-up glucose tolerance test with normal blood sugar levels.  I was officially cured!
The occasional spring-like days we started having, never felt softer and more alive.  I was so thankful to be delivered from hypoglycemic hell to normal life.  I was especially thankful for the skill of my surgeon and the attentive care of the many medical professionals. And I was so grateful, too, for family, friends, and acquaintances that cared for me and wished me well.  I developed a profound respect for diabetics and others with hormone regulation issues, as well as for the power of sugar. In leaving behind my biggest health scare ever, I vowed to get to the doctor immediately with medical concerns and to remember to focus on what is really important in life, above all, feeling and circulating all the love that is quietly lurking out there. 

