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INTRODUCTION
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On May 17, 2010, I wrote:

“I miss the comradery and organization of an office. I need real health insurance, but I want a part-time job after July 2011. I have worked for over 40 years and I’m ready to retire – at least part of the time. I want to spend some time with my husband while we can both enjoy it. I’d like to be able to help my autistic grandson as much as I am able to help people with developmental disabilities, and the aging. I’ve devoted so much time to helping seniors & veterans. I’d like to spend some time helping my senior veteran father who will soon be 89 years old. I’d like to have time to write the book about him.”

Be careful what you ask for. Little did I know that within a few months I would be on FMLA spending every hour with my husband – afraid to leave him for one minute. In the months that followed, we learned to find enjoyment in the little things and appreciate each other in a way we might never have known. We discovered not only what we could lose, but what we still had to gain. As my husband had years ago, I realized what a privilege it was to be able to work – with or without health insurance. I also learned the true value of Facebook and Email, as it was often the easiest way to keep family abreast of the situation, and sometimes my only real connection to the outside world.

It all began with the whispered words “I can’t feel my legs.” It began with a heart catheterization that went horribly wrong. This is our story.

[image: image]

[image: image]



	[image: ]

	 
	[image: ]





[image: ]


PROLOGUE
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Life is much like a range of mountains. The peaks offer a view that is either intimidating or awe-inspiring, depending on how a person chooses to see it. The valleys can be deep and dark, harboring both known and unknown dangers. Sometimes, there are plateaus offering extended periods of level plains that offer little of interest. The going is smooth, creating a tendency to take things for granted. In the middle of complacency, huge canyons can appear without warning. Through it all, there are beasts that stalk and pounce, wreaking havoc and death. A person has no choice but to move forward and accept the risk or give up and perish.

Sometimes life opens up like the jaws of a terrifying monster and devours you. We thought that had happened the day Eddie was diagnosed with inoperable coronary heart disease. I remember feeling surreal. We were only 38 and the prognosis for him at that time was 5 years.

Eddie's life had provided many mountains to climb. Before he reached his teens, he had suffered two major setbacks. The first was the loss of his 47-year-old father, to whom he was devoted. The second was the onset of Type I diabetes brought on by a severe bout with hepatitis. After Eddie's father died, he lost focus. He quit school after the 7th grade and took a job catching chickens. He worked odd jobs until he was old enough to work in a factory. In October of 1968 he was hired at Crane Company in Rogers, Arkansas, which was where he worked when I met him. We both worked at the same company, I in the office and he in the shop, but oddly enough, that wasn't where we met.

By the time I met him, Eddie had also survived the near loss of one leg to a sore on his foot. He had lost most of the muscle in that leg and was skating to build it back when we met. I met Eddie at the roller-skating rink in Rogers, Arkansas in December of 1969. I fell for him – literally and figuratively. With all the grace of a leggy colt, I tripped over my own feet and fell on the floor in front of him. Gentleman Ed not only helped me to my feet, but proceeded to teach me how to skate with my feet instead of my seat. He could do half-axels with more grace than I could muster walking across a bare floor, and he did it with total confidence. One time I watched with horror as a young boy fell directly in front of him. Eddie leaped over the boy, turned mid air and landed skating backward, facing the boy. Once he determined that the boy was uninjured, he picked up speed and skated away, backward. I couldn’t take my eyes off him.

Eddie had a smile that could charm a hermit to socialize. It worked on me. His striking blue eyes were full of humor and mischief, and his blond hair was slicked into a permanent style with Vaseline - not a hair out of place. He was always neat and clean, and his blue ‘63 2-door hard top Chevrolet Impala shined with love and care. The more I saw of this young man, the more impressed I was with him. Yet, as we began dating, I confirmed that there was more to Eddie than surface dazzle. The facts came slowly and hesitantly at first, and then more frequently as I expressed interest.

Eddie was, and is, a remarkable person. Even his birth was remarkable. He had the distinction of being the first of his mother's eight children to be born inside a hospital rather than at home. Born in Bentonville, Arkansas on September 27, 1949, Eddie had two other siblings at home: a sister, Jo Ann (3) and a brother, Doyle (2).

[image: image]I never had the privilege of meeting Eddie’s father (Fig. 1 - Eddie's Parents). Andrew (Andy) Thomas Rigsbee died before I met Eddie. I did have the honor of knowing his mother, Syble Emmazella Taylor-Rigsbee, whom everyone affectionately called Mema. In many ways, she was an icon of motherhood to me. By the time Eddie was born, she had already endured the tragic death of her first husband and a 17-month-old son. Her mother-in-law had taken custody of the three other children while she was struggling to survive the losses. Syble married again and had four more children. One of her sons was developmentally challenged, having been born breach at home with the umbilical cord wrapped around his neck. By the time I met her, Mema had lost a daughter to leukemia and her second husband to a heart attack. Life had not left her bitter, though. She eventually bounced from each setback with a smile and a twinkle in her eyes. She focused on the good things in her life – mostly things that revolved around her family. Mema loved to cook and her biscuits were famous. She said that she had made biscuits for her family since she was so young that she had to stand in a chair to reach the table.

[image: image]As Eddie and I continued to date, I discovered that he was much like his mother when it came to facing adversity. He traversed the plains of life with the full knowledge that mountains lay ahead. He respected and savored the good times because he knew how fortunate he was to have them. When the mountains blocked his trail, he climbed them. He didn’t whine about the effort or ask why they had been thrown in his path. He didn’t get distracted or bogged down carrying emotional baggage. The mountain was there and he wanted to be on the other side. The only way he knew to get there was to start climbing - and not give up when the going got tough.

Eddie's winning smile and indomitable spirit stole my heart. We were married on April 25, 1970 – a mere five months from the day we met. We were both only months shy of 21.

Eddie and I love children and we were both excited about the prospect of starting our own family. In July of 1971 our first son was born. Andy Charles was named after my father and Eddie's father. Eddie wrote in Andy's baby book "He's all I ever wanted, and I've got him."

After years of trying for a second baby, we finally resorted to adoption. Andy was nine years old when Kevin Ray was born on August 26, 1980. We adopted Kevin at birth and brought him home when he was only one day old.

Eddie was a dedicated father and employee. He sometimes worked two weeks at a time without a day off.  Diabetes took its toll, though.  Even a case of the flu could send him to the hospital. Often, when he was off work due to illness, it meant I was off work taking care of him. Even a minor illness could get expensive. Back then, Type I diabetes care was still in its infancy in Arkansas. An endocrinologist who had recently moved to Arkansas told us that the state was 20 years behind in medical care.

Eddie had a lot of willpower. His life was regimented around shots, diet and exercise.  He had brittle diabetes – meaning his blood sugar could leap or plunge suddenly without apparent cause. This, along with the assistance of doctors who were lacking in diabetes training, led to autonomic neuropathy. For Eddie, it meant a stomach that didn’t want to digest foods, and legs that ached.  In his late 30’s, getting ready for work every morning meant a session of retching undigested food.  Diabetes is a killer, not as much for the low and high blood sugars, but because of the damage it does to the entire body. Eddie had a heart attack before we discovered he had clogged veins in his heart. His coronary heart disease was inoperable because it involved the small veins feeding the heart.  When a human relations representative told him that the company would be better off with someone who could work reliable hours, Eddie began to look at the possibility of getting on disability. Even though he had three doctors who said his condition would get worse, not better (one of them was a doctor the government sent Eddie to) we had to go to a lawyer and wait 14 months to get him on disability. It took the judge less than 15 minutes to agree that Eddie was disabled, but took the full three months the government was allowed before anything was done. This was our first introduction to the legal system. I always wondered if it took so long because the lawyer got a percentage of our back pay. My vocal complaints branded me as a biddy-bad witchsack, but back then my soul was an open book and my mouth was a megaphone. I had learned the folly of remaining quiet and expecting the system to work for us as it was set up to do. It would take me many more years to understand that honey draws more flies.

So it was that we began to climb our first massive mountain together. The legal and financial process of getting on disability was lengthy and emotionally demanding, but the psychological impact proved to be devastating.

Being disabled at such an early age was depressing, especially so with the heredity factor that Eddie's father died early in life with the same problem. Combining that with the statistics for diabetics, prospects for the future were not good. Eddie often told me that he didn't think he would live past the age of forty. Things certainly didn't look good for him when he was disabled at thirty-eight years of age.

Life-altering events are not borne by one member of the family. When one person struggles, the entire family is affected. Each individual reacts in a different way to adversity. At one point I sought counseling because I didn't understand what was happening between us. Initially I got some bad advice, but fortunately I recognized it as that and turned elsewhere. As a whole, our family pulled together rather than apart.

For about a year Eddie struggled through life, depressed and lost. But typical of Eddie, he finally found his boot straps and yanked himself erect. Once again, he looked life full in the face with that indomitable spirit. Taking what he had to work with and each day at a time, he began building a new life. Once his day had been planned around working in the factory. Now it was planned around “free” time. He became an indispensable house spouse while I worked. He did the laundry, swept, vacuumed, washed the dishes and played handyman as much as was physically possible – often more than he should. Once again, he had reached another summit.

In May of 1990, Eddie plunged into another dark valley when he found his mother dead in her apartment. She was only 72 years old and had died of a stroke. Eddie had visited her every few days and when he she didn't answer his knock on the door one morning, he suspected the worst. After finding her in bed and calling 911, he called me at work. All he could say was that he found his mother dead. I told him I would be right there. Eddie cried off and on for several days and life was probably never the same for him again. Though I was sympathetic, it would be over sixteen years before I could truly empathize.

If Eddie's family could be compared to a wagon wheel, Mema would have been the hub. Her death was a devastating blow that shattered the family. For a while they were lost, each reassembling their individual family into a separate unit. Mema had taught them to lean on each other, though, so when a family member had a problem, they all became one unit of assistance.

We moved to Rogers from our small farmstead in Cave Springs in September of 1990. Eddie felt the need to be closer to his family and medical care. We purchased an old home in much need of repair and worked on it as we could, adding central heat and air and siding. We were close to relatives and our home had 4 bedrooms. Eddie's personality was such that he was frequently offering assistance to family. Throughout our marriage, someone lived with us most of the time. Among those who took residence in our home were: my uncle, two of Eddie's nephews, one niece, his brother and my father. Eddie was a person who could be depended on for almost anything. He loved people, and they loved him.

Steady Eddie was reliable in many ways. In over forty years of marriage, I never saw him panic once. He was alert, focused and his reflexes were unusually fast. While diabetes had throttled Eddie's strength and endurance; it didn't hamper his reflexes. At one point, Eddie was helping my father launch a cabin cruiser. Eddie and Dad were standing beside the truck when it began to roll back. Before my father was fully aware of what was happening, he said Eddie ran around the truck, opened the door, snatched our young son out of the cab and shut the door.

Eddie tried to make life as normal as possible. He even tried to go back to work part time at a job where his friend was the boss. But the stress and activity of work proved too much and after a nearly fatal bout with low blood sugar, he finally accepted that dependable employment was not feasible. Even so, he was continually searching for meaningful ways to spend his time. He bought a small lathe and began making wooden fishing lures. Eddie had always been mechanically inclined. If it had moving parts, he figured out how it ran. While he was no longer physically capable of working on automobiles, he often assisted people with his knowledge while they did the heavy work. He repaired more than one lawnmower or tiller, even though he had no training in small engine repair.

Eddie modified his favorite hobbies, hunting and fishing, so that he could still participate in them. He bought a boat motor with an electric start and an electric winch to load the boat from the water. He bought an ATV to get around in the woods. Instead of sitting at home because he didn't want to be a wet blanket for everyone else at the "deer camp," Eddie used the ATV to drive into the woods. There he sat quietly at the base of a tree, waiting for game to come to him. His hunts were generally unsuccessful, but simply being there was therapeutic for him.

After numerous stents had been placed in his heart to relieve angina pain caused by a block in a small vein feeding the lower part of his heart, the doctor finally told us there was nothing more they could do. He said something about the fact that that Eddie didn't accept the angina pain. I stared at him for a moment, trying to comprehend. He didn't appear to be concerned and I wondered if Eddie's situation wasn't near as bad as we had been led to believe.

"He's afraid he'll have a heart attack," I ventured.

He nodded, "He might."

At that moment, I wanted to hit the back of his head to wake him up. I didn't, though. Instead, I pressed him for a better answer. He might be ready to give up, but I certainly wasn't. Sure enough, my tenacity paid off.

The doctor had read about a new procedure they were using at a hospital in Kansas City, Missouri. He helped us get a referral for the insurance company and we headed north, driving over 216 miles from Rogers, Arkansas to Kansas City, Missouri.

The procedure was essentially a heart catheterization, only using a device that held radioactive material. In essence, the scar tissue was burned away. We were told the problem was corrected and he was sent home. While the procedure actually only worked temporarily, it bought time for a new vein to finish growing. The next heart catheterization revealed that the old vein was totally blocked and the new vein had taken its place. The new vein was feeding the heart sufficiently for non-strenuous activity. Later, when he began to have pain in his legs, it was discovered that the arteries in both legs were narrowed. He had a stent put in each leg. He had enough stents in him to set off a metal detector.

In 2001, when Eddie woke up feeling like an elephant was sitting on his head, he went to the doctor and was referred to a neurologist. After tests and x-rays, he was diagnosed as having deteriorating bone disease in his neck. He was instructed not to sit with his head leaned back for long periods of time. The doctor said that diabetics, especially Type 1 diabetics, have a higher risk of developing bone deterioration. At that point Eddie had been struggling with Type 1 diabetes for almost 40 years. It had exacted a heavy toll on his health.

In July of 2006 things changed in a big way for us. My mother had been diagnosed with terminal cancer. My sisters and I took turns staying with her so that she could be in their home until the end. I was with her the last week of her life. Losing a parent is emotionally exhausting, but I had little time to recover. Two weeks later, I lost my job of 30 years, due to downsizing. While job stress was no longer an issue, it was quickly replaced with life stress.

Eddie and I had purchased a half acre of land in the country east of Fayetteville with the intent of retiring on it eventually. Our children were grown and we had no need for a large house. We decided to move to the land and sell our house in Rogers. I lost my job at the beginning of a national recession and a major decline in the housing market. After using 401k money to purchase a used double-wide mobile home to put on the land and borrowing money to put in a septic tank and build a deck, the people buying our house jumped the contract. We were left with debts, an older home we couldn’t sell in the current falling market, and enormously reduced income.

We didn't know it then, but we were hiking the foothills of a large mountain range in our path. Dad had been suffering from a worn-out knee joint while he watched his wife of nearly 60 years waste away. He wanted to be there for her and he couldn't do that recovering from knee surgery. So it was that only weeks after her death, he agreed to check into the hospital and have the knee joint replaced. Dad was climbing his own mountain then and I was fortunate enough to be in a situation where I could help him. I was on severance, so I was available to stay with him for a week or so. After he was released from the hospital, I took him to our house in Rogers to recover. I took him back to the hospital in Kansas when he developed an agonizing infection in the joint. A week later, I brought him back to our new home in Fayetteville. He had to go to the hospital twice a week for an hour long antibiotic IV. After several weeks, he finally began to mend. I took him back to his home in Kansas, but several months later he sold the house. My sisters and I helped him move to Arkansas, where he would be near two of his daughters.

Eddie and I had moved to our economical home in the country while we put the house in town on the market. My severance pay ended and I was forced to go on unemployment until I could find a job. Finding a job wasn’t easy, and when I did, the pay was half what I had been getting. In fact, it was less than I had been getting on unemployment. I didn't want to be part of the national problem, so I took the job. I had no health insurance, but discovered free fall wasn't near as bad as I had imagined. People can live on far less than they realize.

In March of 2007 Eddie was working in his truck and fell off the back of it, landing flat on his back. He limped around with pain in his back and legs for two days before going to the doctor. This time x-rays revealed stenosis in his lumbar spine area and a herniated disc. He recovered quickly from the surgery that relieved much of the pain in his legs and back.

I worked two jobs for a while; at a newspaper office in Fayetteville and as a caregiver for seniors in their home. When the newspaper office closed, I got a job with a company that assisted developmentally disabled people. Both jobs required a lot of driving between and with clients, and gas prices were on the rise. I couldn't afford to buy a car with better gas mileage. I had just signed up for a job that would keep me at the same location 8 hours a day 5 days a week when our next disaster struck.

All this adjusting was good training for the next tragedy in our life – Eddie's paralysis. It shouldn’t have happened, but it did. At first, we lived from minute to minute because trying to absorb everything was overwhelming. We were shocked, devastated – and still not willing to give up. The mountain that loomed ahead of us appeared insurmountable, so all we could do was focus on where we put each foot, careful not to look behind or in front of us.

In the wilderness that surrounded us, we often felt lost and alone. We were pursued by beasts that we had neither the knowledge nor the weapons to fight. Yet we were determined to succeed or perish together.

Our story is about survival, not blame, so I have not included the names or locations of hospitals, rehabs, doctors and etc. While the facts are accurate, the conclusions drawn in this book are generally our perspective.
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Excerpt from an email to my sisters 6/29/10 a.m.:

"I would have suggested the emergency room, but (the hospital ER) isn't an emergency room. It's a combination testing/torture chamber. If you can survive the 6-8 hour wait, you're healthy enough to be sent home without a diagnosis, and then told to make an appointment with your doctor."

Monday, June 28, 2010 dawned clear and beautiful. It was my last week of getting up at four am and dashing from one client to the next in the gas hog known as my car. Beginning the next Monday, I would start working with a new client 8 hours a day five days a week, all in one spot. Things were looking up.

It was an uneventful day at work, but when I got home, I discovered things had been different for hubby. Eddie was sitting in a chair, leaning forward, his expression pained. With deteriorating bone disease in his neck, diabetes and unstable angina, pain was an ever-present companion for him. Yet I could tell this was worse than unusual.

"What's the matter?" I asked as I hung my purse on a hook.

I listened to his explanation, thinking all the while that he should have called me. He had been mowing the lawn on the riding lawn mower when he started having a pain under his right arm. Since his shoulders and arms were aching, he came in and took a nitro pill and sat down for a while. It eased up, so he decided to go back out and finish mowing. The pain returned.

"Why don't you call the doctor and see if you can get an appointment?" I asked.

"I've got an appointment next month," he replied, as if there was an ounce of logic to it.

"But you're hurting now. Why don't you call them and tell them what's going on? They may want to see you sooner."

"It's after five. I'll call them in the morning," he said.

I let it drop, figuring I'd keep an eye on him. If he got worse, I'd take him to the emergency room. I wasn't concerned that it was his heart. In fact, we were both pretty sure the problem was his neck.

He gimped around all evening and decided to go to bed early. When he tried to lie down in bed, he cried out in pain. He described his pain as being like an electrical shock going through his back and legs. That definitely sounded like nerve pain, not heart.

I helped him get into his recliner and then propped pillows around him so that he could rest leaning forward. That was the way he slept all night. We both thought his back would be better in the morning.

I got up the next morning and showered in preparation of going to work. Unfortunately, Eddie wasn't better. He was worse and he wanted to go to the emergency room.

It wasn't an idea either of us fancied. Eddie had lost one doctor after another as they left the state. Type I diabetes is different from Type II in many ways, and finding a primary care doctor who understood that was a rare jewel. Usually, a new doctor meant either confrontation or poorly managed diabetes until the doctor learned by trial and error. A person can only afford to do that so many times. After the last doctor left, Eddie had simply been going to his cardiac and diabetes specialists. Going to an emergency room where they weren't familiar with Eddie's case meant trying to cope with the emergency situation on top of the usual problems with a different doctor. Eddie was reluctant to make a decision about where to go, so I decided to take him to the hospital where his doctors were.

It was a 45-minute drive to the hospital, and Eddie's pain became intense in the moving vehicle. I changed course at his request, heading for the nearest hospital. There, I dropped him off at the door and let him walk in while I parked the car. By the time I got to the emergency room, they had him back in triage asking the questions prompted on a computer screen. I completed the paperwork at the desk while I waited for him.

They took Eddie back to an emergency room, where I joined him. There they did an EKG. We understood their need to rule out heart attack - especially with his history and the fact that nitroglycerin eased his pain to some degree. Their focus was on the heart. A heart attack was more urgent than back problems. The EKG revealed nothing new and the electrical shock-like pains shooting through his hips and legs were not consistent with a heart attack. Eddie could not lift his head or lie back without excruciating pain. He sat leaning forward; his head down, with both arms out and forward on pillows to ease the pain. Nurses lifted the head of the bed and packed pillows behind him so he could rest.

There we waited - and waited - for the attention to shift to his neck. We had arrived at the emergency room at approximately 8:30 in the morning and two hours later they were still avoiding the possibility that his neck was the source of the pain. They took him to x-ray, but alas, didn't take pictures of his neck. The pictures of his chest revealed no problems. For two more hours he endured pain with no medication other than the nitroglycerin pills that inexplicably offered some relief. More EKG's indicated they were still focused on his heart.

At one point a Nurse checked in on us and asked: "Are you still having chest pain?"

I looked at Eddie in surprise. "Were you having chest pains?"

"No," he said. "I told them I had a pain under my right arm."

The next nurse asked if he was still having chest pains and we explained to her that he never had chest pains. It was never clear whether the pain under his arm was considered chest pain or if something in his initial questioning had prompted them to indicate chest pain. The only thing clear was that getting the statement corrected was impossible.

Finally, at 1:18 in the afternoon an assistant cardiologist came in to speak to us. None of the EKG's indicated problems, but they wanted to do a heart catheterization to be sure. She asked when he had his last heart catheterization and the results. It had been more than two years, though he was stable at that point. She commented that it had been long enough that Medicare would pay for another one.

"What about a neurologist?" I asked. "He has a history of deteriorating bone disease and the symptoms are more consistent with that."

Her tone was firm. "No neurologist would touch him until we do a heart cath."

Eddie was concerned about the fact that he could not lie down. She told him they had a doctor who was trained to do the procedure through the arm. He would not have to lie down.

Eddie had been through a number of heart catheterizations, so he didn't find the procedure itself concerning, and if he could sit up through it, things might not be so bad. In any case, what choice did he have? He had been suffering for hours and if he didn't agree to the heart cath, who knew how much longer it would be? He finally consented to surgery.

In essence, we had been bullied into a heart catheterization neither of us thought was necessary. Many times in the future, I would wish I had simply called an ambulance. I was certain they would have put a brace on his neck and it would have been addressed. I accepted the statement that no neurologist would look at him without first having the heart catheterization because at that point, I assumed they knew what they were talking about. I will not make that mistake again.

I had to sign the papers because Eddie was unable to hold a pen or write with it. Again, not a symptom of heart attack. More than a month later, Eddie told me that I signed the paper, making the decision for the heart catheterization for him. The surgery left many gaps in his memory. If I had to do that over again, I would get some kind of paperwork indicating why I signed for him and have witnesses to his agreement. It all seemed innocuous at the time, but could have become an emotional or even legal issue.
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