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*****
PREFACE
*****
D
uring the initial discussions with everyone that came into my hospital room, there was a discussion of what was about to happen to me, and I signed the protocol documents. To this day, I don’t remember that conversation, or signing anything. In a later conversation with Dr. Wetzler, he explained that I could have taken one of three paths of treatment as outlined in the diagram below.
No matter what decision was made, I would have at least one round of chemotherapy known as “Induction”. This is the process of initially attempting to kill off the leukemia. If I had “good” leukemia – Good Risk AML, I would be taking the top path.
For any other type of leukemia, I would have to take the middle or bottom path; the difference being, whether or not I could find a compatible stem cell donor. The donor has to match 100% or there is the risk that the transplant would not work, or worse, kill me.
Of course, I had “bad” leukemia – Bad Risk AML; couldn’t find a compatible stem cell donor, and ended up taking the middle path.
One thing not shown in the diagram is that there was an additional round of chemotherapy at the end, called IL2 (this is described in the protocol in the appendix). This was an experimental treatment in the protocol at the time and it was an optional, additional treatment. I elected not to have it done. Partly because I had just spent eleven months of my life in and out of Roswell Park Cancer Institute. Secondly, I was tired, physically and mentally, and I didn’t think my mind or body would survive another round of harsh chemicals coursing through my system. I just wanted this to be done so I could get on with my life.
In the recent conversation with Dr. Wetzler, there is some indication that having the IL2 procedure lengthens the life span of patients opting for the procedure, and delaying or preventing the return of the leukemia.
When I was a patient, this was unknown territory, but by three or four years out, it was becoming obvious that the IL2 might be beneficial. Since I opted out of this treatment, I will be a “test patient” to see what happens to those who didn’t get the IL2. Stay tuned.
*****
Introduction
*****
It was a dark and stormy night…wait, that’s a different story for a different time. Actually it was a very nice afternoon in October 2002 when my adventure really started.
Let me give you some background details. They say things come in threes. My “three” were my parents moving into a new house, my brother-in-law’s death, and Leukemia – all within a few days time.
I have a master’s degree in educational computing and I decided that a master’s degree in library science would be a nice fit. You see, I was getting close enough to retirement to start planning for what I wanted to do when I left my current position. And I had it all planned out. I was going to complete my MLS, buy a motorcycle, retire to New Mexico and get a part time job working in a library. I wanted to live far enough away from the library so it took an hour or so to drive there. I really enjoy riding motorcycles and have had two so far in my life.
On October 14, 2002 my parents called to say they had bought a new house and would be moving in on that weekend. Of course I said I would be home to help them pack and move, but I had already scheduled a doctor’s appointment for the following Monday. I said if they really needed me for the weekend, I would cancel my doctor’s appointment and be home on Friday. Not necessary they said, there would be enough to do when I got there; and as it turns out it was a good thing I didn’t cancel my appointment.
I had been feeling tired and run down, but blamed it on my schedule. I was working a full time job, had a job as an adjunct instructor at a local college and had just started library school. With that schedule, who wouldn’t always feel tired and run down? But, I couldn’t walk across campus without stopping to catch my breath; I had to take the elevator instead of the stairs because I just couldn’t get up the thirty-nine steps to my office. My mother had congestive heart failure due to a childhood illness and had a valve replaced and I recognized my symptoms as being very similar to hers. That’s the reason I finally made an appointment to see my family doctor.
That Friday afternoon, October 18th, my mother called to say my brother-in-law, Rick, aged 47, had just died from a heart attack while driving home from work. My sister was with him and managed to stop the car before it crashed. Well, now I had to go home. But mom said no, wait until there were more details and she would call me back.
She did call back on Saturday and said nothing was going be done until Tuesday or Wednesday because an autopsy had to be done and funeral arrangements were still in the works. I told her I would be home on Monday, right after my doctor’s appointment. She said that would be fine. We said our good-byes and hung up the phone.
I never made it home to help move or for the funeral.
As you read through this book you will notice that I included dates with some of the narrative. I have done this only when a significant event occurred.
*****
The Stress Test
Monday, October 21, 2002 - 1:00 p.m.
*****
I arrived at the doctor’s office at the appointed time and began my physical exam and stress test. I was overweight, had high blood pressure and was just cranky. The stress test began with an EKG and another blood pressure measurement. I had to do this lying down and standing up; I guess these were the baseline measurements. Then I was put on a treadmill and the speed cranked up.
I think I was on the treadmill for less than a minute. I turned very pale; my heart rate shot up to over 200 beats per minute and my blood pressure was off the scale. The doctor quickly stopped the stress test and made me sit down. He said there was something very obviously wrong with me, and he immediately ordered blood work. He was so concerned that he made me wait while the tests were done.
When the results came back he looked very concerned. Apparently a normal, healthy adult has a hemoglobin level of 13-15 g/dL (grams per deciliter); my level was at 6 g/dL. I didn’t know it just then, but later my doctor told me I could have passed out and died at any moment. He said I needed to go to the local emergency room where he would set up blood and platelet transfusions for me.
*****
The Emergency Room
Monday, October 21, 2002
*****
I got to the emergency room at about 3:30 p.m. I met with Dr. Walters who was expecting me; and I was moved into one of the “stalls” in the emergency room for my treatment. If you have ever been in an emergency room, you know the rooms are nothing more than areas separated by curtains. One thing I learned about this process is that it can’t be rushed. It took 2 to 3 hours for each bag of blood and slightly longer for each bag of platelets to be transfused into to me. Carla, my wife, was by my side the whole time. I convinced her it was okay to leave for a while to get something to eat and that I would be OK. Around 11:00 p.m., I was able to get her to go home to try to sleep. I told her that I would call if anything changed. If I had to, I could take a taxi home.
I think I received at least two pints of blood and two bags of platelets. The whole process dragged on until 6:00 a.m. Tuesday morning. I was not able to sleep much, as people were constantly coming and going, I was moved to a different bed twice; there was nothing to eat and going to the bathroom with the transfusion/infusion stand attached to me was an adventure in itself.
*****
Tuesday, October 22, 2002
*****
Around 7:30 a.m. Dr. Walters came in with another doctor who he introduced as Dr. Hong – an oncologist/hematology specialist. Even with my limited knowledge of medicine and being extremely tired, I was able to figure he was a blood cancer doctor. A thousand things ran through my mind, but I tried to remain calm.
Dr. Hong was pleasant enough, but explained that there was something wrong with my blood. Too many white cells, not enough red cells, and more testing would have to be done. He said they had made plans to move me to Roswell Park Cancer Institute in Buffalo, New York. I was stunned; I wanted to cry -- I wanted to scream; this couldn’t be happening to me. Why me, why now?
I was able to call Carla, who was sleeping and sounded groggy when she answered the phone. I tried to tell her what was going on without scaring her. She managed to get dressed and get to the Hospital just as they were preparing to take me out to the ambulance for the ride to Roswell. I can still remember the look in her eyes – panic, fear, questions, and more. It was all I could do to keep from crying. I had just a minute to give her a hug and a kiss before I was placed on the gurney and taken out to the ambulance.
I had never been in an ambulance before, so I detached myself from my condition and found the ride to be rather interesting. The medics were quite friendly and answered all my questions. The trip took about twenty minutes and at the end of it I was wheeled into the lobby of Roswell. The amazing thing is that they had just spent several million dollars remodeling Roswell Park Cancer Institute, but no one thought of building an emergency room or an emergency entrance to the hospital. So I was wheeled in through the lobby where I was unloaded into a chair to wait further instructions.
Carla and I got through the admitting paperwork and we walked back to the seating area to wait because there were no beds available for me. We waited almost an hour and I was finally told I could go up to Five West. We grabbed the nearest elevator and rode up to the fifth floor; neither one of us said much of anything. We had no clue about what was going to happen over the next few days – I never imagined that the elevator ride would lead me into a place wherein I would lose almost a year of my life.
I decided to keep a journal because I knew I would never remember all of this. You are reading my story, taken from the notes in my journal. In fact, Roswell encourages this process. One of the first things I received after arriving in the hospital was a small journal entitled, “TO WRITE, TO DRAW, TO DREAM”, It consisted of many blank pages, inspirational sayings, quotes from people who have survived cancer. I believe it was supplied by the Leukemia and Lymphoma Society. They encouraged patients to write about their experiences and provided this starter journal.
At the bottom of the first page are these inspirational words; “We hope that this book will be a useful outlet for you while you visit the Roswell Park Cancer Institute. If you have ideas on how people can use this, let us know.” I like the idea that I was just here for a “visit”.
*****
The Adventure Begins
Tuesday, October 22, 2002 – Later in the day
*****
We arrived on the fifth floor, west wing, I went to the admitting desk, and gave them my paperwork and, was escorted into my room. Little did I know that I would not leave the hospital for five weeks! I can’t imagine how a single person (or someone with no immediate family) would handle this situation. I was scared, concerned about my wife, my daughter, my job, and my house. Would I ever go home again?
The situation wasn’t made much better in the next few hours. During that time the following things happened: a social worker stopped by to tell me she would do everything she could to be sure I wouldn’t lose my house or my job. A patient advocate came around to let me know he was there to help with any issues I might have during my “stay” at Roswell. The protocol nurse on my case, Kim Sweeney, explained my protocol; and had me sign what seemed like a hundred documents. She told me that everything being done was voluntary and I could leave any time I wanted to (a copy of the protocol is in the appendix and I honestly don’t remember signing it). Finally, the team of doctors that would be working on my case, Dr. Meir Wetzler, Dr. Maria Baer, and Dr. Slack, dropped by with a gaggle of students (nurses, nurse practitioners, and interns) to introduce themselves and gave me an overview of what to expect for the next thirty to forty days.
I was still trying to digest the fact that I was in Roswell Park Cancer Institute, that I had cancer (of some sort), and my life would never be the same.
I am really glad that Carla was there, because she was more focused than I, she really heard what the doctors where saying. I was just so overwhelmed that when someone new came in, and started talking, it was like one of those “Charlie Brown” cartoons where the teacher is talking and it’s just, “Whaa whaa whaa whaa.” During the whole process, if something major was going on and Carla was there, she took notes. Each day she would review with me what the doctors actually said. I was still in a state of denial, and couldn’t remember a lot of what the doctors said. They explained things very quickly, and used a lot of medical jargon. That’s one reason for me starting a journal; I would attempt to record events as they happened so I could review them later.
Understand now, that at this point Carla and I have had nothing to eat or drink since 6:00 a.m. We’re both tired, I’m feeling cruddy because it’s been over 48 hours since I’ve taken a shower, I am scared for my wife and what she is thinking, and I was just told I am not going home for five or six weeks. It was just so overwhelming -- I was in shock and couldn’t react to any of this. Also, I had not been able to communicate with work to let them know I was not coming in, nor had I had any contact with my daughter, parents or sister.
So the routine began. I got out of my street clothes, put on one of those ridiculous hospital gowns and got into my bed. I had more blood work done, more blood pressures taken; I was examined from head to foot. I was sent to radiology where I had everything x-rayed; I received my first MUG-A exam (This consists of getting a radioactive injection and then laying a special x-ray machine for twenty minutes to have hundreds of pictures of my heart taken and reviewed.). I was being checked out to see if I was in good enough shape to survive the treatment I was about to receive. As they say, sometimes the cure is worse than the disease.
I was taken to another part of the hospital where a medical port – a Hickman Line or Catheter - was inserted into my chest into my jugular vein. It had two “ports” attached (one red, one blue) where medications could be injected. This was done to save the veins in my arms and legs and cut down on the pain I was going to experience. These ports would be used to draw blood, inject the chemotherapy, and any other medications I might need during my stay.
It’s now about 5:30 p.m. or 6:00 p.m. Carla is with me and I finally settle down in my room and someone brought in supper for both Carla and me. One thing I can say about Roswell is that they have the best food of any hospital I have ever been in. It was almost as good as some restaurants where I had eaten. All of this would be lost on me when the chemo started working in a few days.
I could tell Carla was tired and worried, and she needed to go home. I didn’t want her to leave because I was worried about her state of mind; but I convinced her she needed to get some rest and she left around 9:30 p.m. I am pretty sure she didn’t sleep much that first night, or any night during that first round, but at least she was at home in comfortable surroundings.
I was concerned about my family more than myself. I knew I was in good hands and would receive good care. Carla was working full time as a lawyer specializing in elder law. How was she going to cope with worrying about me, her job, the house and our daughter Collett?
All of this happened so fast that Collett wasn’t aware that I was in the hospital, let alone sick. She was in her second year at SUNY Geneseo and working at the Target Store in Rochester, New York. Collett had a friend there named Brett Pirdy. He was going to Rochester Institute of Technology and worked with Collett at the Target store. They were pretty close and were dating. Brett’s mother lived close by and the two of them would travel home most weekends to visit. His mother was not in the best of health either, so he would spend a lot of time visiting her and helping out as much as he could.
*****
Day Two
Wednesday, October 22, 2002 – about 7:30 a.m.
*****
The only thing I remember from the night before was the nurses coming in every four hours or so to take my “vitals” and to make sure I was okay (to this day I cannot sleep more than four hours at a time without waking up). The bed I was on used an air mattress instead of a regular mattress and had an automatic inflation system on it. Every time I moved, the pump would come on and inflate the area I just moved from, as you can imagine, this took some getting used to.
Around 9:00 a.m. Dr. Wetzler came into my room to give me some details about what was going to happen over the next few weeks. He said that they couldn’t tell what kind of leukemia I had from just the blood work and that they would have to do a bone marrow biopsy.
There are four types of leukemia in two categories: Acute and Chronic.
Acute Myelogenous Leukemia(AML) andChronic Myelogenous Leukemia(CML)
AML, also known as acute myelogenous leukemia, is a cancer of the myeloid line of white blood cells, characterized by the rapid proliferation of abnormal cells which accumulate in the bone marrow and interfere with the production of normal blood cells.
AML is the most common acute leukemia affecting adults, and its incidence increases with age. Although AML is a relatively rare disease, accounting for approximately 1.2% of cancer deaths in the United States, its incidence is expected to increase as the population ages.
Acute Lymphocytic Leukemia(ALL) andChronic Lymphocytic Leukemia(CLL)
ALL, also known as acute lymphocratic leukemia, causes damage and death by crowding out normal cells in the bone marrow, and by spreading (metastasizing) to other organs. ALL is most common in childhood and young adulthood with a peak incidence at 4-5 years of age, and another peak in old age.
They are called acute because the symptoms appear relatively quickly and the disease needs to be treated right away. The symptoms for the chronic type appear over a period of time and can be mistaken for other illnesses. Once diagnosed however, the treatment also needs to be done quickly. The medicines used for the two varieties are slightly different.
Later that day, Dr. Baer and an intern came to my room to take a biopsy (the first of many). There was a nurse there to assist, and to collect the samples. The doctor asked me if I wanted to be awake for the procedure or to get a conscious sedation (Conscious sedation is a light, general anesthesia that dulls the pain, but allows you to stay awake and be aware of your surroundings.). Keeping with the macho theme, I decided to go au natural and stay awake. It took four or five biopsies before it sunk in that “conscious sedation” was the way to go. I tended to babble a lot while sedated -- I wonder if I incriminated myself in any way?
To get a sample of my bone marrow, the doctor uses a special tool that first punctures the skin and bone. This is basically a sharp, large bore needle that has to be pressed and twisted to get through the skin and break through the bone. Once this is done, another tool (similar to a corkscrew) is inserted into this tube and twisted. As it turns, it brings the bone marrow up with it and the marrow is placed into a test tube and sent off to the lab. The doctor’s preferred spot for getting bone marrow is from the hip, about where a belt would sit.
During the process the doctor must have hit one of my nerves because all of a sudden my legs went stiff and I felt a shooting pain go all the way up my back. This scared the doctor and she kept saying, “I’m so sorry.” The whole process took only five or ten minutes but seem a lot longer than that.
The doctor, intern and nurse left after that, and I spent most of that day just waiting for test results, and getting used to my new “home”. Carla had come to visit in time to see the procedure and was bothered by it. We spent the rest of that day alternating between just talking about what was going to happen and watching TV. She left to get supper in the cafeteria -- later learned she could order supper and have it delivered with mine so we could eat meals together in my room.
When I was admitted I received a “green card” that had all my important information on it. This also allowed Carla to get a discount on parking in the ramp near the hospital.
My chemo couldn’t start until it was determined exactly what type of leukemia I had. To while away the time, I was given a handbook to read, to understand what I would be going through. On page 17 of the handbook, it says that children between 2 and 10 years old have a 40% chance for a cure. I had access to the Internet and decided to check out options for a person my age. According to several sites on the Internet, the percentage for recovery and/or remission gets worse as a patient gets older, over 60 years of age, the outlook was pretty grim. Having access to the Internet to do research is wonderful, but sometimes the information provided can be depressing.
*****
Day Three
Wednesday, October 23, 2002
*****
I think it was around 9:00 a.m. when Dr. Wetzler came in to tell me that they hadn’t been able to get a good enough sample of bone marrow to determine which kind of leukemia I had. They would have to do another biopsy to get a better sample.
Later that day, Dr. Baer came for the next sample. This time she took it out of my left hipbone. I found out later that my right hipbone provided a better sample and was easier to get to. From that point on, all my biopsies where taken from my right side. Six years later I still have a small scar in the pattern of little circles on my lower right side; it has its value, as I can always tell you when the weather will change.
The rest of the day passed quietly. I was able to eat and watch TV. Later, Carla came in and brought some pajamas, and mail from home. We ate supper and watched a little TV together. It was easy to tell that Carla was not getting enough sleep; after we ate she curled up in the chair, and took a nap.
*****
Round One Begins
Thursday, October 24, 2002
*****
When Carla came in, she brought some of my clothes from home so I didn’t have to wear those silly gowns provided by the hospital. I switched to pajamas later on because the room was either too hot or too cold and there never was an in-between.
While I waited for everything to start, I was placed on fluids. In the picture above you can see my medical pump. This pole would become my buddy and I named it “Barney” (after one of my favorite cartoon characters – Barney Rubble). We would be inseparable for the next five weeks. Also, notice the hair. It was never to be like that again.
Kim Sweeney, the research nurse in charge of my protocol explained that I had three options: (1) Do nothing -- just have support, come to the hospital for routine checkups and infusions; (2) go for standard treatment; or (3) go for special experimental treatment. I told her I would go for one of the last two treatment options (Which option that was ultimately selected would be determined by the kind of leukemia I had). Going with the first option basically meant that I was going to die.
The blood work and bone marrow biopsy determined that I didn’t have the “good” leukemia, so I have to follow a standard protocol for my treatment. Apparently, there is some kind of lottery system because I was told that the computer didn’t pick me for an experimental treatment. So I was “stuck” with the standard, proven treatment.
*****
The Chemo Infusion
*****
What I didn’t realize was that getting the chemotherapy was relatively easy; it was the delay that knocked me out. After the port was in place, the nurses simply hung a bag of the chemo drugs on the stand and connected it to one of my ports.
The chemotherapy drugs for the first round are infused twenty-four hours a day, for seven days. After seven days all the chemo was stopped, but the various fluids continued to be infused. On about day fourteen I found out what chemo was all about. It seems that it takes a week or so after the infusions stop before the chemo actually takes effect. That’s when the nausea, diarrhea, mucusitis, and pain start to be noticed.
For the first week I thought, “This isn’t bad.” I was eating really well. The dietician would stop by with her meal plans, and I planned out my meals for the first two or three weeks – pizza, chicken, beef wellington, pudding, pie, coffee, and a variety of juices. On day nine or ten, I think I planned on eating chicken ala king. The first bite was okay. After that, it tasted like rubber and glass at the same time. It hurt to chew and it hurt to swallow; and the smell of the food was causing me to be nauseous. Some days were better than others, and I was able to eat. Some days were really bad, and I settled for Jell-O and hot tea.
The nurses said I would not want to drink coffee after a while: of course I didn’t believe them. Before I went into Roswell, I was drinking two pots of coffee a day. The second or third day after the chemo hit, I stopped drinking coffee completely. It was to be hot tea only. I couldn’t even put honey in the tea because the “bee spit” that is used to make honey contained too many germs and I didn’t have an immune system anymore.
The chemo messed with everything, including my digestive system. I switched between diarrhea and constipation. There is no privacy in any hospital, but is seemed that whenever I needed to go to the bathroom, one of the nurses or doctors would need to see me for something. I started getting nervous about being in the bathroom for anything. By the way, everything, and I mean everything, was measured while I was in the hospital. All my intakes and outputs were measured on an hourly basis. If my output didn’t match my input, I was put on lasix (a loop diuretic, a water pill, that prevents your body from absorbing too much salt, allowing the salt to instead be passed in your urine) for a few days. It’s called lasix because its effects last for six hours, and it is very effective.
Once I knew that I was going to be in the hospital for a while and I knew I was going to be semi-mobile, I had Carla bring in my laptop computer. I started creating a website that detailed all the things that were happening to me. I think this helped my mental state a little; it surely helped me keep track of everything. I was also able to keep in touch with people through my work email; just having some contact with the outside world helped me keep a positive attitude about this “trip”.
My website is located at:
http://sites.google.com/site/paulreynoldsproject/
*****
Monday, November 4, 2002
*****
It’s interesting how people mark important events. I image that most people who were alive when President Kennedy was killed, still remember where they were and what they were doing (I was in seventh grade French class). Roswell became a time marker for us. We started talking about dates BC, Before Cancer. Today, we celebrate Collett’s 20thbirthday in Roswell. Carla brought in some small gifts and the nurses ordered a special birthday tray for Collett. It came with a cupcake with a candle in it. It was special because I was still here to see it, and it was special because we could all be together. I wasn’t sure if I would see anymore of her birthdays, or mine for that matter, but I was going to give it my best shot.
*****
Sunday, November 10, 2002
*****
The chemo messes with everything, so I’m not sure I have my dates and times correct, even though I tried to write in my journal as soon as something significant happened.
According to my count it is now Day 13 in the hospital and Day 11 after the chemo infusion was completed. Even though this is tough on my mind and body, I have a lot of people here who seem to care about me and they are looking out for my best interests.
I worry about Carla because she has to go home and take care of everything: the house, the cat, her job, and Collett. People don’t realize that having cancer is possibly worse for the family than the person going through treatment. Of course, the patient is going through a lot of physical pain and mental anguish, but there is twenty-four hour support. If the smallest thing happens, there are several people there in a minute to help. The family is home dealing with daily issues and worrying about the family member in the hospital. There is not always someone to come to the immediate aid of the family members at home.
*****
Tuesday, November 12, 2002
*****
I had another bone marrow biopsy today. This biopsy went better than the other two. It takes a few days to get the results from the lab, but the doctors always let me know what’s happening.
*****
My Hair
*****
Another myth about chemo is that it makes your hair fall out right away. My hair stayed attached until almost the end of the first round. I was running my hand through my hair one day and noticed that it was starting to come out. So, instead of having it come out in clumps and looking silly, Jodi, one of the nurses, shaved my head. That in itself was a harrowing experience since I was the first patient that she had shaved. She came at me with the wrong edge of the electric razor and I thought for sure I was going to lose an ear, or at least be scarred for life.
I mentioned our cat earlier. His name was BO, which stood for Body Odor. I named him that because we got him from the SPCA and he would let out the stinkiest farts -- even worse than some people I know. He also had a skin condition that made him smelly at times. He was Carla’s constant companion while I was in the hospital and seemed to sense she needed some company and comforting.
He had a skin condition that the vets could not diagnose. So, once every six months he would go to the vets for a shave and a special bath. One of his treatments coincided with me losing my hair and I posted his picture on my website. Unexpectedly, we had a lot in common.
I got all kinds of emails as a result of posting the picture, most people understood, but some wanted to know why I was so mean to my cat. I tried to explain that the cat was shaved due to health concerns. But some people just didn’t want to hear it.
*****
Monday, November 18, 2002
*****
I survived another night without spiking a temperature. Dr. Wetzler said that if I stay fever-free he would let me go home tomorrow. He also said there’s no reason to keep my catheter, so that will come out before I go home. I’m so excited. It’s like when I was a kid and it is Christmas Eve. Getting discharged from the hospital was almost as bad as getting discharged from the Army (I spent three years in the Army).
Even though I was going home and would be home for the holidays, I would still have to come back to Roswell twice a week for blood tests, infusions and other checkups. The doctors wanted to make sure I didn’t relapse between rounds.
Since I was just discharged from Roswell and my immune system was nonexistent, I wasn’t allowed to have visitors, so no company for Thanksgiving this year. But this was still one of the best Thanksgivings I have ever had.
*****
End of Round One – At Home
Monday, December 2, 2002
*****
I have been home for a while and am awaiting word from Dr. Wetzler on what to do. At this point, I was going back to Roswell every few days for check-ups, blood work, and infusions. The last I heard was that I was supposed to return to Roswell on December 12 to start Round Two of my treatment, with the actual infusion starting on December 17. This means I would have to spend Christmas and New Year’s in the hospital. This was not a pleasant thought.
Dr. Wetzler called a couple of days later to tell me that my protocol nurse, Kim Sweeney (the doctor called her the “protocol police”) said the 17thwas too soon to start my second round of chemo. I would have to wait at least two weeks before starting my second round of chemo. This meant I could enjoy the holidays at home.
At this same time, Dr. Wetzler said I should be looking for a bone marrow donor and suggested I talk to my family. My sister Janine was the most likely candidate since my mother was too old and not in the best of health. So Carla and I made a trip to Roswell’s business department to get the paperwork started to see if Jan could be my donor. This process would take a few weeks, so my second round of chemo was set for January 6, 2003. There was some concern about the length of time between the rounds of chemo; there was a small chance I could relapse during this period.
I was feeling a little down and needed something to cheer me up. Some people from my office sent me a surprise gift and it came at just the right time. I threatened to wear it to work, but Carla wouldn’t let me out of the house with it on.
*****
Bone Marrow Donor
Friday, December 27, 2002
*****
Barbara Anderson, the bone marrow transplant coordinator, called to say my sister could not be a donor. The blood tests showed that she was only a 50% match for me. (I asked my mother which one of us was adopted – since my sister was only 50% compatible, she or I must have been adopted. My mother didn’t see the humor in my comments.) I could still attempt to do a allogeneic (donor) transplant or go for an autologous (auto) transplant.
The concerns were that if I go with the allogeneic transplant, I could run the risk of the donor’s white cells attacking my cells as “foreign bodies” and actually attacking my organs. This is called Graft-vs-Host-Disease. Also, if this did happen (or the transplant failed), I would have no recourse. If I elected to go with the autologous transplant and it failed, I could still try the donor option. The concern about an auto transplant is that there is the risk of relapse. The success of the transplant depends on the health and age of the patient. At 52 years old, I was considered young.
*****
Monday, December 30, 2002
*****
The holidays went by without issues, but I developed a cough and it scared me. I wasn’t sure if it was a cold or not; if it was, what would that do to my treatment? So, Carla drove me into Roswell and I underwent some tests. My lungs were clear and, although low, my counts were okay.
After the New Year, both Carla and I got sick with something. Carla had it worse than I did, but it passed in a couple of days. I was tired and slept most of the time for the next few days.
*****
Friday, January 3, 2003
*****
I’m getting ready to head back to Roswell to start round two: consolidation. For some reason I felt very apprehensive about this round; I don’t know why, but I suppose since I now know what’s going to happen, I wasn’t too excited about going through it again.
The chemo causes all sorts of side effects. I was given some drugs to lessen the effects. Of course, some of those drugs had their own side effects, so I had to take more drugs to offset those effects. Here is a list of what I was taking.
Levaquin -- a quinolone antibiotic used in adults as a lung, sinus, skin, and urinary tract infection treatment
Acyclovir -- commonly used antiviral drug
Metoclopramide -- used short-term to treat heartburn caused by gastroesophageal reflux
Diflucan -- used to treat and prevent fungal infections
Protonx -- manages erosive acid reflux, treat associated symptoms of acid reflux, and heal esophageal erosions
Docusate -- is given to make stools softer and easier to pass
Oxydocone -- opioid pain reliever
Vancomycin -- reduce the development of drug-resistant bacteria and maintain the effectiveness of Vancomycin and other antibacterial drugs
Sodium Chloride Spray -- for dry eyes
Triamcinolone Cream -- used to treat allergies, skin conditions, ulcerative colitis, and arthritis
Dexamethasone -- a potent synthetic member of the glucocorticoid class of steroid hormones. It acts as an anti-inflammatory and immunosuppressant
*****
Round Two
Monday, January 6, 2003
*****
Carla and I arrived at Roswell at 8:30 a.m. to admit me for Round Two, consolidation. After having a few weeks off to recover from the first round of chemo, this round is supposed to completely kill off any leukemia left and prepare me for growing my own, healthy stem cells. These cells will be infused back into me after the third round of chemo. I was admitted to five-west again, but this time I had a room with no view. Not that this was important, since as soon as the effects of the chemo hit, a good view was the least of my concerns.
This time around I had a new Hickman two-lumen catheter inserted. This device was supposed to be inserted into my left chest since my first one was in my right side. The doctors tried to vary things so no one part of my body was over stressed. Just my luck, though, the veins in my left side were occluded so the new port had to be put in my right side. It was inserted directly into my jugular vein. Because they first tried the left side and finally ended up using my right side, both sides of my chest were really sore. It hurt this time to have the port inserted.
I went back to my room to start another week of chemo. This time I am getting Ara-C (Ara-C is one of the older chemotherapy drugs which have been around and in use for many years. Ara-C is a clear, colorless liquid given by intravenous route) and Etoposide VP-16 (Etoposide is a colorless fluid. It is also available as pale pink capsules).
Receiving chemotherapy is not a hard or painful process. What most people don’t understand is that the side effects of chemo are what cause all the problems and the side effects don’t usually manifest themselves until several days after the chemo is stopped being infused.
Unlike the first round of chemo, the doses for this round were given in doses. This round started at 9:30 p.m. and would be infused in four doses. In this round the side effects showed up quicker than during the first round. My appetite is almost gone; food looks good, but there is no flavor. The nausea is back with a vengeance; the smell of food triggered my gag reflexes almost immediately. Also, the mucusitis is back, making it difficult to chew and swallow my food; even Jell-O is hard to eat. The chemo drugs affected my eyes; it made them photophobic (This is when the eyes are very sensitive to light.)
Several more drugs were added to counteract these symptoms:
Zophram -- for the nausea
Phenergran -- used to treat allergy symptoms and prevent motion sickness
Atavan -- a benzodiazepine used to treat anxiety disorders or anxiety associated with depression
Oxydocone -- an opioid analgesic medication synthesized from thebaine (a minor constituent of opium).
*****
Friday, January 10, 2003
*****
This round of chemo caused severe leg cramps, and pain all over my body. I also developed a deep-red rash over most of my body. I started taking morphine for the leg cramps and a fentanyl patch (one of the most powerful opioid analgesics with a potency approximately 81 times that of morphine) on my arm.
After talking to the doctor and nurses, it seems it’s more likely that the growth hormone shots caused the “bone ache” I was experiencing. It got to the point where it was hard to sit or lay down for any length of time. Walking seemed to help the ache go away, but that lasted for only a short time. Between the nurses’ encouragement and the bone ache, I was certainly getting a lot of exercise walking around the ward.
I found the best way to get any rest was to sleep in the recliner in my room. But it seemed that just as I got comfortable and started falling asleep, a nurse or an aide came in to take my vitals, give me meds, or to just check up on me.
Another side effect of the chemo and other drugs was constipation or diarrhea. For some people, it’s constipation, for others, it’s diarrhea. For me, it was constipation (thus the docusate – a stool softener).
*****
Saturday, January 11, 2003
*****
I am anticipating going home to recover from this round of chemo, but during the night I spiked a fever of 390 C or about 1050F. If I have a fever, I can’t go home. Dr. Wetzler decided I needed to stay until Sunday. He wanted to watch my rash and keep an eye on my fever.
The doctors and nurses encouraged patients to walk around the ward. The ward is set up with the nurses’ station set up as an island in the middle of the ward with the rooms around the outside. Twenty times around the loop is 1/8 of a mile. When I was feeling anxious or bored, I would grab my IV stand, Barney, and do the loop. I must have walked 15 or 20 miles while I was there.
*****
Sunday, January 12, 2003
*****
I was waiting for Dr. Wetzler to come by to let me know if I was going home today or not. I tried to eat my breakfast while I was waiting, but the chemo has totally destroyed any sense of taste that I had had; I can’t even make spit. Everything tasted bland, but sweet at the same time. No amount of salt seemed to get rid of the sweet tastes.
I think just the thought that I might go home today made me feel better. If I did have to stay, I was getting a shower. It had been almost a week since my last one. But, it was my lucky day and around 2:00 p.m., the doctor said I could go home.
*****
End of Round Two -- Back Home
Monday, January 13, 2003
*****
The doctor let me come home yesterday. After dealing with the paperwork and packing up all my things, I got home about 2:00 p.m. All I wanted to do was sleep. I set up my place on the couch, got my favorite blanket and hat and settled in. Chemo has made me constantly sleepy and cold. I used to sit around in shorts and a T-shirt, even in the winter. Now I have to wear a sweat suit, socks and a hat to even begin warming up. I usually added a down comforter too. I just couldn’t get warm.
Around 3:00 p.m. Upstate pharmacy delivered my lifetime supply of vancomycin. Right behind the delivery guy, the visiting nurse from Univera showed up to show me how to infuse the drug. The vanco comes in little pressurized balls, pretty neat actually. I simply cleaned my ports with a saline solution and heparin (a highly-sulfated glycosaminoglygan – pharmaceutical grade heparin is derived from mucosal tissues of slaughtered meat animals, such as pig intestine or cow lung) and connected one of the balls to one of the lines and carried on as usual. It took about an hour to infuse one dose and I had to do this once every 12 hours.
*****
Tuesday, January 14, 2003
*****
Being an outpatient means that I still had to visit Roswell two or three times a week. So, at 8:30 a.m. on Tuesday the 14thI’m back in Roswell for blood work and a check on my antibiotics. I don’t know how Carla did it, but she always managed to be available to take me to Roswell. My life was disrupted and I was away from work, but Carla missed a lot of work too. People don’t understand how much a disease like leukemia (or any cancer) and its treatment disrupts everything for everyone, not just the patient.
The vanco infusion was changed to every eight hours instead of 12, which means I had to get up in the middle of the night to infuse the stuff. It is said that a lot of rest helps recovery. Well, there wasn’t a lot of rest, either at home or in the hospital.
The Univera visiting nurse stopped by to show Carla and me how to change the dressing that covers my port. (Yes, I went home with the second port still imbedded in my chest, but this is a good thing because otherwise I would have to stick myself with a needle several times a day.) The dressing has to be changed every time I take a shower. At home, I could do this every couple of days; at the hospital, a shower was a once a week treat. I’ll tell you, a nice hot shower never felt so good in my life.
Because I wasn’t as good a boy as I should have been, I had other issues with my fluid intake, it was decided that I needed to infuse myself with a saline solution. The visiting nurse showed Carla and me how to install the fluid bag into the pump, how to turn on/reset the pump, and how to hook up all the tubes. So now, Barney “junior” was at home with me, following me around the house. Our house is a split-level configuration, so it was interesting trying to get the pump from one room to another, up and down stairs, through narrow doorways, etc.
*****
Thursday, January 16, 2003
*****
I had a 7:30 a.m. appointment in the infusion clinic today. It was a good thing too. I felt like I was run over by a truck. As it turns out, I didn’t eat enough or take in enough fluids. I was diagnosed with pancreatitis (an inflammation of the pancreas) and readmitted to Roswell around 3:00 p.m. I was admitted to Five West and everyone was surprised to see me back so soon. Fluid intake is very important, almost more important than eating. I was put on “NPO” (nothing by mouth), hooked up to fluids, antibiotics and painkillers. I think because I couldn’t eat anything, I really wanted ice cream. I realized (only now) that had I eaten better and taken in at more fluids while I was home, I wouldn’t be in the situation I was in.
*****
Sunday, January 19, 2003
*****
Still in Roswell, but since today was a dressing change day, I got to take a nice long shower. The water in Roswell never got hot, so I had a nice long, tepid shower, but it still felt so good. My vitals are not good enough for me to go home yet, so it looks like birthday number 53 will be celebrated in Roswell.
A new doctor, Dr. Slack, stopped by to explain that my pancreas was putting out large doses of a digestive enzyme (even though I wasn’t eating) and that was what was causing all my pain. The enzymes help digest the food I ate. Normally, these enzymes don’t become active until they reach the small intestines. Since I have been pain free for a day or two, I can now start on a clear liquid diet – Jell-O, water, tea, juice, etc.
When I was readmitted, Carla had a chance to get a free mammogram while she was waiting for me to be processed. She was told they found “something” and she would have to be reexamined. Both of us were discouraged since she already had enough on her mind.
All the fluids and drugs gave me diarrhea so I am taking Imodium to fight that. It seems to be working. It amazed me how one drug can fix things, but comes with so many side effects that it seems better to deal with the initial problem without them.
A new nurse, Rich, was on the floor today. I called him “mother hen” because he seemed so concerned about my well-being. He stopped in every hour or so to make sure everything was okay; he took special care when cleaning my ports.
The bilirubin count in my liver is at a “high normal”; this causes jaundice making the whites of my eyes turn yellowish and my skin look like I’m tanned. So that has to be watched, and was probably caused by the “stress” of fasting due to my pancreatitis. It should clear up on its own once my pancreas gets back to normal. Special treat today, I got to have a lime Popsicle. The chemo really influences the taste buds, so even though this was a lime Popsicle, there really wasn’t much flavor to it; it just felt really good to be able to chew something again.
During this stay I started getting my growth hormone shots. I took these to boost the production of my stem cells, so I could harvest them and then auto transplant after round three of chemo. I had never given myself shots before and wasn’t sure I could do it, but after one of the nurses, Gary, showed me how to do it, it wasn’t so bad. The needles are very small and sharp, and if I pinched my skin while injecting the shot, I didn’t feel any pain at all.
Dr. Hernandez came by to say that I would have to continue taking vanco for about two more weeks and that I would have to get about ten growth hormone shots. He said I wasn’t going home for at least two more days; confirming that I would celebrate my 53rdbirthday in Roswell. Good news though, my vitamin K shots are now in pill form.
*****
Tuesday, January 21, 2003
*****
Happy Birthday to Me!
I ate breakfast at about 8:30 a.m. I’m feeling pretty good today, but a little bummed that I might have to spend my birthday in Roswell. I am on what is commonly called the “Roswell Diet”. After my second round of chemo I have lost a total of forty pounds. None of my clothes fit and I am looking forward to getting some new pants and shirts. This is the lowest I have been in many years and it feels strange, but good.
Around lunch time the doctor came in and said if I felt like it, I could go home. I thought he was kidding – he didn’t smile or anything. But sure enough, he meant it, so I got to spend half of my birthday at home. My birthday supper was a couple of pirogues and half a pork chop. I never had a better birthday dinner.
*****
Friday, January 24, 2003
*****
I gave myself my last dose of vanco yesterday. Now I could sleep through the night without worrying about getting up to do an infusion. I had a visit at Roswell yesterday for blood, platelets and regular fluids. It was just another typical, five-hour visit to the clinic. I have my next appointment for 9:30 a.m. Sunday. The visiting nurse is supposed to pay a visit today. Before she got there, I was able to sneak in a quick, hot shower. What a great feeling.
When I got out of the shower, the house seemed cold. I checked the furnace and it wasn’t functioning. I managed to coerce the furnace repair guy to come to the house by saying I was home alone, I was very ill and needed the heat. He got there about an hour later and it cost over $200.00 to fix. At least it’s warm again. I began wondering if another set of “three” was about to occur.
I no sooner got settled than the visiting nurse stopped by to check up on me and answer any questions I had. I must say that the visiting nurses (usually the same one, Jan) were fantastic. Very friendly and they took their time to make sure I understood everything and that I didn’t need anything. The guys from Upstate Pharmacy supplied most of my drugs and they were also amazing. I could call and say I needed a refill or some new drug, and they were at the house within forty-five minutes, even in the worst weather.
*****
Sunday, January 26, 2003
*****
I spent another five hours in the infusion clinic today. I received fluids, blood and platelets. The platelets were actually donated to me from one of my co-workers at Buffalo State College – Julie Dougherty.
I can’t stress enough how important it is for people to donate blood and platelets. It’s a painless process that can save many lives.
I was still getting my growth hormone shots, but it turned out that Carla was better at giving me the shots than I was giving them to myself. I guess I was just being a “big baby”.
I had a severe case of “cabin fever” today. These were the times that were hard to handle, and I experienced these feelings after the first round of chemo too, but this time they seemed worse. I was feeling very good, and almost good enough to go back to work. But of course, I had no immune system and the smallest cold could have been deadly for me. Besides, even though I felt good, the least little exertion tired me out. So, I was stuck in the house, totally bored.
*****
Harvesting the Stem Cells
Tuesday, January 28, 2003
*****
I had my stem cells harvested today. If Keith from the pheresis clinic hadn’t called, I would have been in big trouble. I was supposed to be paying attention to my white count and when it got over 10,000 I was supposed to be in the pheresis clinic so they could be harvested and frozen. If I missed that and the counts got too high, I would be back to square one and in serious shape with my health. As it was, when I got there for them to harvest my cells, my count was over 11,000. I made it just under the wire.
Pherisis is a procedure in which the blood is filtered, separated, and a portion retained, with the remainder being returned to the patient. The process was very simple. They hooked up my port to a couple of lines. One took my blood out and into a machine where it was divided into red cells, platelets, and stem cells. They kept the platelets and stem cells and infused the red cells back into me using the other port. The whole process took about three hours and was painless. I got to lie on the bed, watch TV, and eat whatever I wanted.
The rest of the month was fairly quiet. I called Barbara Anderson, from the bone marrow transplant clinic, to find out what was on the schedule. She said I would have to come back to Roswell for a dental check up, a MUG-A scan, chest x-ray, pulmonary function test and arterial gases tests. Sounded like fun; I had already had everything except the arterial gases test, so I wasn’t worried. And going to the dentist shouldn’t be a big deal. Before Barbara hung up she said, “By the way, you have to have a bone marrow biopsy too.”
While I was at the clinic I was given a gallon jug and told to fill it up. Over the next twenty-four hours, whenever I had to urinate, I had to use my jug. When it was full, Carla drove me in so I could drop it off at the hematology clinic. When I got there, they looked at me like, “What are we supposed to do with this?” After I explained who I was and that the doctor told me to drop it off, they accepted it, but I never found out what they did with it.
*****
Friday, January 31, 2003
*****
The second of the “three” occurred today. Brett and Collett came to visit and we learned that Brett’s mom was in the hospital with a blood clot on her brain. The doctors said it didn’t look good for her. Even though Brett and Collett were busy with work and school, they were strong and brave during this time. I don’t know if I could have handled this as well as they did when I was their age.
*****
Wednesday, February 5, 2003
*****
February was moving along fairly quietly, no major issues or burps. I was feeling pretty good and even ventured out of the house for a couple of hours. I had to wear a mask over my mouth and nose so I wouldn’t inhale any germs. It seemed a little weird going places with it on, but most people just ignored it.
Several people came to the house to visit and brought food. I didn’t want to tell them that I had to be careful about how my food was prepared, and probably couldn’t eat any of what they brought me. One friend brought me her “famous” tuna noodle casserole. I was really tempted to eat some of it until I discovered that she simply added a can of tuna fish to Kraft macaroni and cheese and baked it for half an hour. I didn’t eat any of it.
Collett had her college computer home, so for a change of routine, I started cleaning it up, removing old files and viruses, etc. It seemed to take a lot longer than I thought it would and even though I was mostly just sitting, watching the machine do its thing, I was very tired when I was done.
About this time I started having bad dreams whenever I went to sleep. These dreams mostly consisted of my losing my job or having our house foreclosed. I think part of it was also worrying about round three of chemotherapy; another part of it was just the fact that I had so many strange chemicals coursing through my body. The doctor said it could take as much as a year for the residual chemicals to be completely flushed from my system. I think I was also worrying about using up all my sick days and vacation time. I was getting pretty low and had a long way to go. I was fortunate that I had accumulated 200 sick days and over thirty vacation days. I managed to get through the whole process without ever leaving the state payroll system. I know many people are not that fortunate.
*****
Friday, February 7, 2003
*****
Today was better than most. I have had a lot of low days. I am totally frustrated and have a sense of being out of control. I feel good and want to do things, but just walking up a flight of stairs tires me out. I get to the top and have forgotten why I was there, so I just laid down on the bed and took an hour-long “nap”. Carla tells me that the chemo and leukemia have changed me mentally and physically, and that I should learn to chill out. She says I need to be more patient and learn to be flexible, and go with the flow, so to speak. I don’t think that will ever happen with me. My personality is stronger than the drugs, and I’m just too stubborn to change.
Everyone tells me how brave and strong I am. I try to be gracious and say, “Thank you”, but the will to live is stronger in me than I thought. I looked at it as if I had only two choices. I could do one of two things: give in and let the leukemia win or fight like hell and say this isn’t the way I planned to die. And to my surprise, it really didn’t have anything to do with “all those things I haven’t done yet”, or “I want to live to see my grand kids”. I just didn’t feel like giving in. I had had all of the common childhood illnesses -- chicken pox, measles, mumps, and I had my tonsils and adenoids removed when I was two years old. I was just going to prove that I could beat this thing.
I think having Carla and Collett behind me giving me all their support and always being positive certainly helped. If I was alone, I don’t know if I would have survived.
Collett was in her second year of college at SUNY Geneseo and I think I was putting on a “brave” front so she wouldn’t worry so much that it impacted her studies. At the time, her boyfriend, Brett, was with her at school and he was able to give her some support. But his mother was ill, too, and we didn’t know her fate from day to day.
*****
Saturday, February 8, 2003
*****
Brett’s mother had surgery to remove the blood clot on her brain. She was in a hospital in Buffalo and Brett was staying with us so he wouldn’t have to commute between Buffalo and Rochester. He was going through a tough time, and I think he and Collett were consoling each other, and giving each other moral support to get through all of this mess.
*****
Tuesday, February 11, 2003
*****
Today was another one of those frustrating days. I was feeling really good and wanted to go back to work; I knew I couldn’t. I was feeling a little antsy today and wanted to do something besides sit around the house. But still, the least little exertion tired me out. I still couldn’t get warm, no matter how many clothes I wore.
*****
Test Day
Wednesday, February 12, 2003
*****
Today’s the day. I have tests at Roswell scheduled from 8:30 a.m. through late afternoon.
The first appointment was with the dentist. I was told that dental hygiene is very important because if I have cavities or other oral issues, the bacteria and germs that grow could affect my whole body. This is because the chemo stripped my system of its immune system and the tiniest germ could make me very sick.
The next test was the MUG-A ,where radioactive dye is injected into me; after that my heart is photographed with a special type of x-ray machine. Over 100 images of my heart are taken in about a half hour. This is to see what effects the chemo had had on my heart, and to make sure it’s still functioning properly.
From there, I went to the Pulmonary Functions Lab, where I had my arterial gases tested. This is a test to see how much oxygen, CO2, and other gases my blood is holding and processing. From the name of the test, it should be obvious that blood has to be taken from an artery. The only artery that is close enough to the surface to do this test is located in the wrist. As my luck would have it, it took the technician two tries to find a suitable artery. The whole process takes only five minutes or so. Because my platelet count was so low, it took almost 10 minutes to stop the bleeding.
I had a test to see how well my lungs were functioning. I was locked into a glass box, and I had to breathe through a small tube. I guess they were measuring how much air I could inhale and exhale. Now I know how a pilot feels when he or she is in the cockpit of an airplane. There was no airflow in the box, and it got very warm, very quickly. I was sweating when I was done with the tests.
I also had an EKG and chest x-rays done; a urine analysis; and eight vials of blood were drawn.
To finish of the day in great style, I had one more bone marrow biopsy! This one also took two attempts. For some reason, Dr. Wetzler couldn’t get through my bone and into the marrow. What should have been about a half hour took almost a full hour to get done. Part of the problem was my stubbornness in refusing to use “conscious sedation”. By the time I got home, I was tired and sore. My “counts” are looking good and right now I’m scheduled to return on February 24thfor the third round of chemo and the stem cell transplant.
*****
Valentine’s Day
Friday, February 14, 2003
*****
A visiting nurse from Univera stopped by to check up on me today. I was always amazed at how friendly, professional and caring the staff members seemed to be during any visit. All of my vital signs were good, and I was feeling good. After answering all of my questions, she left.
Carla surprised me today with a card, marzipan and some chocolate. This is the first time in our thirty-two years of marriage that I didn’t get Carla a Valentine’s card or candy. I was not allowed to drive, or basically, leave the house alone.
In about six more weeks, I would know if I achieved remission or not. When I was declared “infusion-independent”, the Hickman catheter would be removed and I could start getting back to normal.
*****
Saturday, February 15, 2003
*****
Collett called today to say that Brett’s mom had passed. I’m not sure if he even had a chance to say good-bye. He and his mom were pretty close and he was trying to help Collett cope with my illness at the same time. I think it was pretty rough on him, but he never talked about it. I couldn’t do much to support Collett or Brett. I felt bad for both of them because I wasn’t able to attend the funeral.
*****
Sunday, February 16, 2003
*****
I called this our “slug” day. I didn’t know it at the time, but today started a trend that lasts even to today. Neither Carla nor I even got out of pajamas, didn’t take a shower, and pretty much dozed the day away. Sunday’s are now our lazy days and we make an effort to not schedule anything to do.
The days have been passing quietly. The weather has been lousy, so I had no desire to go outside for anything. The high spots of my day were going out for the mail, and later going back out to get the newspaper, after which it took an hour to warm up. I was drinking a lot of tea now to help me get warm and I snuck in some honey from time to time.
I’m looking forward to getting the third round of chemo done and over with. I am optimistically planning to return to work, at least part time, by mid-May 2003 (this was very optimistic on my part).
*****
The Dentist Appointment
Wednesday, February 19, 2003
*****
Roswell is very much self-contained. Any service you need could be provided by some department somewhere in the hospital. I assumed this was because they knew how to deal with cancer patients in various states of treatment and/or remission and it was easier just to keep all the records in one place. The only catch seems to be that the different departments don’t talk to each other.
Because I had a port, I was supposed to get antibiotics before seeing the dentist. I was in the chair, ready to go, when the dentist or hygienist ask me how I was doing. I said, “Fine, I am glad to have the port so I don’t get stuck so many times.” Well, she got all excited, said, “No one told me about your port! You need medication before I can continue.”
So, I got a shot of penicillin and was told to come back in an hour, after the drugs had a chance to get through my system. I was having trouble with the lines anyway; the red line was slow infusing. So I stopped by the pain clinic to have it checked out, and to kill some time. Well, I needed something called “TPA”, which of course was frozen and would have to thaw before it could be infused into my port’s red line. I went out to the little café in the lobby and had a cup of coffee and a bagel while I was waiting for the “TPA” to thaw.
I finally got the TPA and the line was working better. I went back up to the dentist. Now I was 40 minutes “late” for my appointment and I had to wait for all the patients who were on time.
All the normal procedures were done; x-rays – including a 180-degree, panoramic view, scraping some plaque off my teeth, digging to see if they could find any cavities, and so on. Finally, it was time to clean my teeth. The dentist used this spray device that shot out some powder similar to baking soda – a real fine powdery spray. It wasn’t so bad at first, but after about five minutes I began to know how a building felt when it got sand blasted.
My thirty-minute visit that started at 1:00 p.m. was now done at 3:00 p.m. No visit to Roswell is ever less than two hours.
I was due in the Pain Clinic for my weekly check up, and I thought I was going to be late because of the dentist. Dr. Wetzler wanted to pull my line because it wasn’t working properly. After some poking and prodding by one of the nurses, it was determined that the blue line was okay, and the red line would infuse, but not draw. So, the line was left in.
*****
Thursday, February 20, 2003
*****
I actually managed to get to “work” today for a few minutes. If the doctor knew, he would have shot me. Nothing there really changed much from the time I left. I visited a few offices and it was fun. I had no hair, facial or otherwise, and was wearing a baseball cap the people in the library had given me. I would sit somewhere and wait for someone I knew to walk by. I’d say something like, “Well, don’t even say hi.” The person would stop a few steps later, turn around and glare at me, like, “Why are you bothering me?” Then the light came on, they would smile and come back to talk to me. I got a lot of hugs this way.
I think being able to get out of the house and do normal things was a big boost. I felt a little depressed and gloomy. I probably wasn’t supposed to drive, but I just had to get out of the house.
It’s not like things at work needed attending to. My two graduate students, Debbie and Sara, were pretty much running the place. They even implemented some procedures I had been meaning to put in place to help with scheduling and training. I am glad they were there to cover for me. When I look back, it almost seems like this was supposed to happen. I was at a time in my life where I had no direction and needed something to get me back on track.
When I got home I was tired and had to lie down. Four more days of freedom before I headed back to Roswell for round three.
*****
Round Three Begins
Monday, February 24, 2003
*****
Carla drove me to Roswell today, and I checked in for round three at about 9:00 a.m. I was able to be on five-west again. I think this helped, too, because I knew all the nurses and support staff, so it almost seemed like coming home. By now we are expert at the process of checking in, getting set up in my room, changing clothes and all of that.
For this round of chemo I will be taking Busulfan (intended for intravenous administration. It is supplied as a clear, colorless, sterile, solution) and Etoposide VP-16 (reduce the production of white blood cells by the bone marrow).
In the first two rounds of chemo I suffered from mucositis, which made it very difficult to eat, chew and swallow.
Mucositis is the inflammation of your mucous membranes, which are tissues that line your digestive system – all the way from your mouth, esophagus, stomach, intestines, and rectum to your anus. Mucositis is caused when chemotherapy attacks and kills the rapidly dividing cells in your mucous membranes. So you have trouble brushing your teeth.
Dr. Sullivan, one of the dentists at Roswell, stopped by for me to sign some papers. I had volunteered for a new dental protocol and I was going to be the guinea pig to test a new mouthwash for patients with mucositis. The stuff tasted terrible, but it did ease some of the pain I was having in my mouth.
On top of this, the chemo aggravated my hemorrhoids. Nothing the doctors or nurses tried helped with this pain. There was one humorous note to this however. During an especially bad bout of pain, nurse Lucia (who specialized in this kind of thing) stopped by to see if she could help. She refers to herself as the “Butt Queen”. She had me turn my butt towards the window and opened the blinds so she could get more light. After I got situated she had to leave the room to get some cream, and told me, “Don’t move.” Now, I’m on the fifth floor of Roswell Park Cancer Institute, thinking, “Who in the world is going to see my naked butt hanging out there?” Well, out of nowhere, down drops the window washer! I am sure he was as surprised as I was when he stopped to clean my windows. He didn’t hang around long, you can be sure of that. This incident caused a change in hospital policy. From that point on, any maintenance to the outside of the building had to be announced in writing, and various department heads had to sign off saying they were aware of the maintenance and that no patients would be exposed to such a thing again. Several of the nurses “cracked” up over this and I was the “butt” of jokes for a few days.
Kim Sweeney also stopped by to give me the “game plan” for round three of chemo. Today is day-8. Negative numbers are used because it’s a way of counting down to transplant day. So, eight days from today I would receive my auto transplant.
Dr. Slack stopped by to tell me I had elevated liver counts. He said at this point he couldn’t determine what was causing the elevation. He said he would keep an eye on the counts. He was concerned that my liver counts could interfere with my transplant.
Dr. Slack also said that most people returned to work in three to six months. This was mostly due to the fact that after having chemo, I would tire easily and my immune system would still be too weak to protect me from the germs at work. This meant that I would not be able to go back to work until July at the earliest and October at the latest. But he did say that if I remained leukemia free for three years, I would be considered cured. (Dr. Wetzler called it long term remission.)
I was beginning to wonder if all of this time, pain, grief, and depression would be worth it. I was wondering if I had wasted the last four months of my life and if all of the medical procedures would really extend my life. There were days when, honestly, I really didn’t care either way. The doctors and nurses had said that during this process there would be good days, bad days, and really bad days.
*****
Tuesday, February 25, 2003
*****
According to Gary, one of the nurses in the ward, I am taking Busulfan in place of getting radiation treatments. The Busulfan might cause seizures, so I am taking Dilantin to prevent the seizures. I am taking something called a loaded dose of the Busulfan, but I’m not sure what that means. After this initial dose, I will start getting the medication every eight hours – over the next four days I will get sixteen doses of the Busulfan.
Sleep in a hospital always seems to be an issue. If the nurses wanting to take vitals do not awaken me, the aides come in to leave clean linens or to clean my bathroom. The side effects of the drugs also make it hard to sleep or even to relax. Some of the drugs cause hallucinations or nightmares. By looking at the entries in my journal I can always tell when my drugs have changed; either a different dosage, or a new drug added. It’s funny now to look back at my journal to try to figure out what in the world I was trying to say. Some pages look like a two-year old wrote them.
While I was in the hospital, I kept a small basket filled with chocolate, mini candy bars and hard candy on the shelf in my room. I didn’t eat much of it, but every time someone came into my room for something, I make sure they left with at least one piece of candy. After a while I had people coming in just for the candy, but that was okay.
*****
Tuesday, February 26, 2003
*****
The chemo has started. My “tree” Barney is loaded up with the chemo drugs and fluids. There is no effect yet, but the effects usually are not felt until about fourteen days after the drugs have been infused.
Both of my ports are in use with the chemicals for the chemo. I need two injections of Dilantin, and soon I will be getting growth hormone shots. To alleviate the need to find different places to stick me, a mini-port was inserted into my left arm. The doctors and nurses can reuse this port for four or five days, then a new one has to be inserted. It sure beats getting stuck eight or nine times a day.
*****
Thursday, February 27, 2003
*****
Today I had my dressings changed, but because I had my medical pump attached, I couldn’t take a shower. I am learning to appreciate the little things in life again -- things I took for granted for so many years – a hot shower, clean clothes, clean bed linens, and the freedom to move around as I wanted.
We found out today that Carla’s mom, Ruby Mae, is in the hospital with pancreatitis. I hope she is doing well and gets to go home soon. Carla has too much to worry about now -- Collett, her work, the house, herself, and me. I wish she would go home to Oneida and visit. I don’t know why she doesn’t go. I am in good hands here and I don’t think anything will happen right away.
According to the system used here, I am at Day-6. In just six more days I get my transplant and then maybe home. It’s only been three days, but already it seems like a lot longer.
It’s interesting to note what things seem to stick in my mind while waiting for my transplant. The news on TV said that Mr. Rogers died today. He was 75 years old. I was wondering if I would make it to 75. One patient died while I was here in round three. The nurses came around and closed all the doors so we wouldn’t see the body being taken out. It was a little depressing to think that some people come here and never get to go home.
I don’t know if it’s because of the side effects of the drugs or if it’s because Roswell is just always cold, but Carla notices that I am shaking a lot. I know it’s not from drinking coffee because I gave that up during round two. Coffee just started tasting bad and I couldn’t stomach it. Even the tea started tasting bad.
*****
The Transplant
Sunday, March 1, 2003
*****
Today is Day-3 and I got my last round of chemotherapy (Etoposide VP-16). It took four hours to infuse and one of the nurses had to take my vitals every half hour to make sure I am doing okay and not having any major side effects.
I did get nauseous and vomited a little. I immediately was reprimanded for vomiting. Chemo makes everything very sensitive; my skin was very thin and cut easily, my platelet count was non-existent, so any tears or cuts could cause me to bleed excessively. The nurses were afraid that if I vomited I might tear my esophagus and that would lead to major bleeding and complications. They put enough fear into me so that anytime I started to feel ill again, I immediately called them for anti-nausea medication.
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