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To organ donors and their families for enabling miracles, the medical personnel who find a path forward and pave it when possible, and the angels among us who raise us up on the darkest days.






Certain thoughts are prayers. There are moments when, whatever be the attitude of the body, the soul is on its knees.

—Victor Hugo, Les Misérables








Preface

Life is hard, messy, beautiful, unpredictable… and fragile.

In our prime, it seems as if we are in the best of health with everything going our way. We feel invincible. Whole days, weeks, months, years race by, and in our haste, we don’t fully appreciate our glowing health until something goes awry. As one season of life evolves into the next, a physical challenge suddenly arises to test us in every possible way.

That’s what happened to my husband, Ben. And that’s what this book is about: Ben’s experience facing a life-threatening illness and coping with a medical crisis that appeared out of nowhere—one that almost killed him. Like collapsing dominoes, each setback toppled into the next, nearly crushing us both.

It’s one thing to know objectively that there are no guarantees in this world; it’s quite another to be challenged by that reality. We never know how long our loved ones will be with us. And there is certainly no promise that the health we enjoy this evening will be with us in the morning.

Although facing the fragility of life can be scary, it can also be empowering. It can help us remember to be grateful and cherish every day that comes our way.

As you’ll read, my husband, Ben, just past his midfifties, was irrepressibly healthy and energetic until, suddenly, he wasn’t. Throughout the more than three years during which his health declined precipitously, I kept a journal and took meticulous notes at every medical appointment. Documenting the details of his condition—which was critical for communicating with his various doctors and specialists, as well as for understanding the way it affected us and our four sons—provided a means of grappling with the fear. Getting my thoughts and feelings on paper proved therapeutic. The catharsis of writing down what we were going through gave me the illusion that, if we could partially control it, perhaps we might tame the beast that was attempting to devour us. And there were many days when that illusion was the best thing—the only thing—we had going for us.

And as you’ll see, during our odyssey of seemingly endless medical crises and appointments, I had to come to terms with the all-too-real possibility of Ben’s imminent death. What kept me going? How did I handle the role of 24-7 caregiver for a husband who had previously been so independent and strong? When Ben’s issues landed him in the ER less than two weeks after the world went into lockdown because of the newly declared COVID-19 pandemic, how did we unravel the tangle of unanticipated complications that followed?

Until we found ourselves in the thick of this battle, I’d always considered our life to be one of gloriously controlled chaos. We were blessed with four sons and four grandchildren, loving extended family and friends spread across the country and the world, frequent houseguests, lots of dogs, and an exceedingly comfortable life, thanks to Ben’s thirty-year relationship with his terrific business partner, Mark Depew, and the small oil and gas company they built. But then our world turned upside down, and just as Ben’s issues reached their most dire stage, the outside world turned upside down too.

I offer you this story not because you will necessarily be interested in our particular saga but because life is hard and messy and unpredictable, and chances are high that ultimately each of us will face challenges we never imagined—challenges that will knock us to our knees just when we least expect them. We never know how resilient we can be until we are tested. My wish is that, in such a moment, this book radiates hope and lights a way forward.

So in the pages ahead, you will discover some of the lessons I’ve learned about gratitude, patience, grace, and finding peace. About allowing yourself to be vulnerable. About finding strength in the realization that you are not alone. About fortifying your sense of independence while being, more than ever, open to and mindful of the abundance of support and love that surrounds you.

You’ll also see how the miracles of modern science and communication can (and sometimes cannot) fully support a profoundly ill patient and the patient’s loved ones.

Ben and I have been unbelievably blessed, thanks in no small part to a suffering family who, in what must have been their darkest hours, graciously and generously turned their loss into our miracle. Life is fragile and beautiful. These days, when people ask how Ben is doing, I am awed and grateful to be able to say, “He is doing so well that on occasion, he annoys me. And. It. Is. Wonderful.”

Oliver Wendell Holmes Sr. wrote, “Death tugs at my ear and says, ‘Live, I am coming.’ ” My hope is that Ben’s story—our story—inspires you to live and treasure each moment.

Sarah Cart

Key Largo, Florida

April 2024






Prologue


BEFORE

That my husband, Ben, was dealing with something strange first became apparent in the fall of 2016, at the conclusion of a cousin’s wedding on a beautiful afternoon in Ohio. Since forever, in any situation where other people might clap in appreciation, Ben would audibly demonstrate his enthusiasm by placing the tips of his pinkie and forefinger in the corners of his mouth, tucking them under the sides of his tongue. Then, with a quick exhale, he’d produce an earsplitting whistle. But this time, as the young bride and groom turned from the altar to be introduced to the congregation for the first time as husband and wife and everyone began to applaud, I realized that Ben was holding his right hand with his left even as he executed the expected blare.

“What’s up with that?” I whispered. “A two-handed whistle?”

“Oh, that’s to get my fingers close enough together; they’ve been swelling off and on lately.”

Then, following the wedding weekend and with the arrival of cool weather, Ben also began showing a marked sensitivity to temperature changes. As he explored the woods around our cabin in Pennsylvania’s Pocono Mountains, his fingers and toes would turn a sickly blue or even a deathly white. Occasionally he’d comment that his ankles were swollen. So when we got back to our primary residence, in Florida, and went for our flu shots in mid-November, I asked our longtime friend and general practitioner, Dr. Carlos Smith, if the swelling was cause for concern.

“Might be. Just in case, let’s skip Ben’s flu shot today and do some blood work instead.”



Over the following weeks, Ben made numerous trips to Carlos’s office and underwent a battery of tests. Finally, in December, Carlos called us both in to share the results. It appeared that Ben was facing a significant and progressive autoimmune condition, although Carlos wanted to leave the final identification up to a specialist.

He counseled us that Ben’s constellation of symptoms would best be evaluated by a rheumatologist, so three months after that two-handed wedding whistle, we drove seventy-five minutes north to Cleveland Clinic Florida (hereafter referred to as “the clinic,” or CCF) to meet with Dr. Hossam Elzawawy, who diagnosed Ben’s predicament as systemic sclerosis.

Systemic sclerosis is an umbrella condition under which, Dr. Elzawawy explained, several other conditions are classified, from scleroderma (a hardening of the skin, sometimes damaging internal organs and joints in the process) to Raynaud’s disease (the circulation problem affecting Ben’s hands and feet) to dangerous edema (swelling) and much more.

“There is no cure,” he stated. “The treatment is symptom by symptom.” If it were to get to Ben’s lungs, that would be bad.

As a concept, the disease was overwhelming, but we were eager for instructions on how best to stay ahead of it. Dr. Elzawawy told Ben that making sure his hands and feet stayed warm was important for keeping the Raynaud’s at bay. (“Wear gloves. Wear socks. Don’t let your extremities get cold or you’ll risk amputation.”) And he prescribed what seemed like massive quantities of immunosuppressants, remarking that the dosages would be changed as necessary, dictated by the results of blood work to be conducted every couple of months. Then, having taken our measure and advising us to stick to a healthy diet, he concluded that first consultation by cautioning us not to obsess about the test results that had put us on the path to Ben’s diagnosis.

“Those numbers are what they are; you cannot change or improve them.”

We were, however, to keep a diary of Ben’s Raynaud’s and swelling episodes. Tracking his diet might also be helpful. Follow-up appointments were scheduled for March and May of 2017, and we were advised to find a pulmonologist and get a baseline CT scan of Ben’s lungs.


Ben Reflects

At first, I didn’t believe anything could be seriously wrong. I thought a rheumatologist was for old people. A vivid memory from that first appointment with Dr. Elzawawy is the moment when he put some oil on the beds of my fingernails, then stuck them under a big microscope to see the little tiny capillaries up close. Some of them were not working, indicating defective circulation. That was the start of it all.

I’m pretty scientific rather than emotional. So at first I was somewhat detached about it. I’m not going to say I was in denial, but I wasn’t seriously worried yet. Like, okay, I got this, so what do we do? It wasn’t so dire. But then Dr. Elzawawy looked at me and said, “You’re in the beginning of a five-year decline,” and he put me on some immunosuppressants to slow the disease down.





We were flummoxed as we tried to identify what, exactly, this systemic sclerosis was and how it would progress. How could Ben, who’d just turned fifty-eight, have some rare disease typically diagnosed in women between the ages of thirty and fifty? What was this bizarre syndrome that, according to the doctors and articles on the internet, causes the body to produce too much collagen?

Collagen? Really? Given the First World’s ongoing obsession with youth, and living as we are in the midst of this “sixty is the new forty” era, was it even possible that there could be such a thing as too much collagen? Wasn’t that touted as a crucial ingredient in supplements and lotions that counteract aging and are vital to the pursuit of wellness and beauty? What would collagen accumulating in various tissues, joints, and organs even mean?

Besides, what was the point of Ben taking so many pills when he wasn’t in any real pain? He merely had to endure the occasional inconvenience of swollen fingers or tingling feet as they regained their color after going all white or blue—although even just a five-degree drop in temperature (experienced, say, when he entered an air-conditioned room) could trigger the color change.

Our incredulity was followed by what was perhaps our most naive question. At the March appointment, after telling Dr. Elzawawy that we customarily spend early June through late November at our cabin in the Poconos, he suggested that we proactively find a Pennsylvania rheumatologist and schedule a midsummer appointment.

“Is that really necessary?” we wondered aloud. We thought rheumatologists dealt with joints and skeletal issues. Weren’t Ben’s issues circulatory in nature?

“It may indeed be necessary,” Dr. Elzawawy replied. “Make an appointment just in case. Because in the northeastern United States, rheumatologists can get very busy.”

Seeing our raised eyebrows, he added, “You can always cancel if you find you don’t need it. Ben’s case is not medically complicated. Yet.”



Credit to Dr. Elzawawy: we scheduled a July appointment with Dr. Julio Ramos, a Pennsylvania rheumatologist, and as it turned out, Ben did in fact need it. And many others throughout the seasons to follow.
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The changes brought about by Ben’s systemic sclerosis were subtle at first. He didn’t complain and frequently refrained from mentioning any new development until it was so far along that he knew it couldn’t be his imagination. But as the months passed, he began to comment on various aches and pains, first in his joints, then in his tendons. From there, his autoimmune issues began to expand their horizons.

He suffered sudden and severe hearing loss, especially notable and frustrating since he was already hard of hearing. GERD (gastroesophageal reflux disease) and heartburn followed as the disease migrated from one bodily system to another. Between the Fourth of July and Labor Day of 2017, Ben dropped from 195 to 170 pounds as the muscles in his gastrointestinal tract came under fire, making absorbing nutrition a challenge. Through it all, in consultation with Drs. Elzawawy and Ramos, some medications were added, others were discontinued, and dosages were adjusted.

Yet despite an expanding list of limitations, Ben continued to pursue his passions, from treading softly along the edges of a trout stream stalking brookies, rainbows, and browns with a fly rod; hauling a small one-man canoe and binoculars to a remote pond for an afternoon’s exploration; and traipsing through the woods to track the movements of birds, deer, or bear up North, to exploring the mangroves for snook and redfish and the flats for bonefish down South.


Ben Reflects

I never had a health problem—ever. I was always active, between my work and my outdoor activities, although I didn’t much enjoy exercising for its own sake. Still, I wasn’t afraid to get dirty or go out and do something physical that I felt like doing. And if it wore me out, that was great. My favorite form of exercise always involved being outdoors, which is why hunting and fishing and even just walking became so important. I also played ice hockey on a team called the Rustheads. And as a couple, Sarah and I were quite active. Anytime you saw us out together, we were likely to be dancing.



Ben has always loved the natural world. He grew up in rural New Jersey, across the road from his paternal grandparents’ house, in the midst of beautiful gentlemen’s farms with rolling hills and breathtaking views, and often wandered off to look for critters in the fields, the ponds, and the woods. He was reportedly obsessed with creepy-crawly stuff even before he learned to walk. Apparently, at the age of three, he once placed a colander over a copperhead. If it was cool and interesting, he wanted and needed to touch it—not to hurt it but to “check it out” and learn about it. The first books he remembers reading are field guides to reptiles—he memorized every snake listed.

Forever favorably compared to the Energizer Bunny and Tigger from Winnie-the-Pooh, to this point Ben had always been a man of seemingly boundless energy and limitless curiosity. He also appeared constitutionally suited to be a camp counselor: in Pennsylvania, whenever young children were around, he could be easily coaxed into providing lessons on how to catch and hold an eft, a toad, or a northern banded water snake. In Florida, he would lead hermit crab searches and night explorations in search of geckos and owls—or occasional midnight escapades to fly-fish for tarpon.

In fact, although my childhood activities when I was visiting my grandparents in Pennsylvania had always been related to swimming and canoeing, Ben’s had forever run along the lines of fly-fishing, skeet shooting, and trapshooting. (His hearing issues have a lot to do with genetics, but they were exacerbated by an incident that took place on a shooting range when he was around twelve and wasn’t wearing enough ear protection.) When he and I got engaged, his mother gave me a fly rod and reel with a note that advised, “Learn how to use these; I have found them to be helpful in ensuring a good marriage when marrying into the Cart family.”



During that summer of 2017, Ben continued to spend eight to ten hours out of every twenty-four at his desk or on the phone with Mark, his business partner of thirty years. Ben and Mark’s small Ohio company, Petrox, which they established at the end of 1986, had grown and thrived over the course of the ensuing decades.

The business focused on acquiring old oil and gas wells. Many of the individual wells had been running for years and were slowing down. But with some TLC, timing changes, chemical treatments, and other adjustments, many of them became efficiently productive again. As for those that were too old to resuscitate, Ben and Mark would work closely with the Ohio EPA to shut them in and pull the pipe, which opened additional marketing opportunities as they sold off the used equipment.

While there were some tough years at the beginning, over time the partners were nurtured by some generous benefactors, and hard work and determination helped them grow the company to the point where it sustained a comfortable midwestern lifestyle for both our family and Mark’s, each of which was eventually blessed with four children.

Ben and Mark worked so closely together, talking every day, that they seemed like brothers—and still do, even though these days they only talk once every couple of months or so. I often remarked to people that they were “the happiest married couple I know”—their disagreements were few, and they negotiated remarkably well with, and on behalf of, each other. It didn’t hurt that Mark naturally speaks loudly enough to be heard a mile away, a good fit with Ben’s damaged hearing.

Eventually, Ben’s role became more office-oriented while Mark’s focused on the field. That meant Ben was able to work from almost anywhere, thanks to cell phones, laptops, and Wi-Fi—a flexibility that proved valuable because, once we became empty nesters, we also became snowbirds, finally able to follow the warm weather south in the winter and return north again in the summer. Those shifts accommodated both Ben’s lifelong love of fishing and my visceral need to have a home near the water, a relic of my having grown up with a panoramic view of the Hudson River in Westchester County, New York.

Thus as the summer of 2017 progressed, Ben continued to work at his desk as he always had and we maintained our daily routines as well as we could. But increasingly, he would experience some new medical symptom that demanded attention. There were spontaneous nosebleeds; there was trouble swallowing and general ennui. At one point, simply opening his mouth wide enough to take a bite of a modest peanut-butter-and-jelly sandwich proved challenging. He developed carpal tunnel syndrome, and shooting pains in his tendons made it difficult to walk any appreciable distance. He tried physical therapy to stave off the encroaching limitations on his ability to get around. He had trouble grasping and casting a fishing rod and holding and firing a shotgun. He spent increasing amounts of time sleeping, and his blood pressure, already low, began to trend downward.



One incident that took place shortly before his autoimmune issues were conclusively identified illustrates how steep Ben’s decline had become in barely more than six months.

It was early January in the Keys, and I was cleaning up after dinner. My cell phone rang—probably a telemarketer was my first thought. But the caller ID showed that it was a friend who lived nearby.

“Hey, Heather! What’s up?”

“Is Ben there?” She sounded rushed and giddy.

“He’s upstairs. Do you want to talk to him?” I headed into the hall. “No—there’s not time. He needs to get over here. There’s a snake!”

“Where?”

Even though we were a floor apart, and despite his impaired hearing, the urgent pitch of my voice got Ben’s attention. He emerged from his office, and our eyes met.

“Snake,” I mouthed, and he bounded down the stairs two by two. He slipped his feet into his Crocs, grabbed the keys to his Yamaha C3 scooter, and headed into the garage before he knew the details.

Heather continued, “We were on our way back from dinner. I’m driving, and Chuck says, ‘Don’t hit that log!’ But it wasn’t a log: it was a big fat snake crossing right in front of us!”

“We’re on our way. Where should we meet you?”

“By the main entrance to the park—it slipped into the edge of the trees there. Hurry!”

Our friends and neighbors in the Poconos know not to share stories of timber rattlers that have suffered lead poisoning at the wrong end of a shotgun or rubber poisoning under the tire of an SUV, and Ben is always disappointed when he learns of a snake that wasn’t left alone in its native environment. “They were here first,” he likes to observe. “The rattlers are polite enough to warn us away; they deserve our respect.” Our friends and neighbors in the Keys who’ve been made aware of his passion indulge him whenever the opportunity arises.

I hopped on the back of the scooter, and by the time we’d found Heather and Chuck, they’d been joined by Jim, one of our community’s security guards, whose job description extends to ensuring that any invasive critters that show up in the neighborhood are properly dispatched. Heather and Chuck were using the flashlights on their phones. I added mine to the mix, and Jim swept the ground with an industrial-size light that had a broader beam.

Skipping the niceties, Ben demanded, “Where’d you last see it?”

“It went into the trees right here,” Heather said, then Ben disappeared. The only trace of him was the sweep of his own high-end military-grade pocket flashlight, casting its beam over the ground, through the lower branches, and up the tree trunks into the overstory.

“Wait! What’s he doing?” Heather sounded panicked.

“Jim, you need to get in there with him and make sure he’s okay,” Chuck said. Jim looked at me, hoping I’d say he didn’t have to go.

“It’s up to you,” was all I could offer before Ben commanded, “Sarah, get into the park and watch the pathway. If the snake comes out, keep it from getting to the water or back to the trees.”

Having first experienced this decades ago, when we were in college, I’d learned it’s just easiest to play along. So I moved quickly, Heather and Chuck in my wake.

Then Ben’s flashlight went dark.

Jim, in alarm, said, “Mr. Cart! What the—”

Then we heard a tussle and a scrabbling and a thump or two in the scrub that separated the park from the road.

Heather asked, “What’s happening?” followed by Chuck’s “Is he going to hurt himself?

Does he know what he’s doing?”

I responded, “Don’t worry; he’s fine. This is good for him. He’s going to catch it and bring it out for you to see.”

As promised, right on cue, Ben emerged, beaming, with an eight-foot Burmese python draped across his shoulders. Standing there illuminated by our flashlights, the joy on his face rivaled that of a little boy on Christmas morning.



Because Ben insisted on looking at every part of his situation through rose-colored glasses, various projects that he and I would never have hesitated to tackle and solve together began to fall to me alone. I was devastated the first time I had to ask some friends for help—it was simply to rearrange a set of twin beds, but Ben wasn’t physically up to the teamwork required. And as our roles shifted, I also became the one logging the majority of miles at the wheel, whether we were going to his doctor appointments or making our semiannual change of latitude.

He found that lying down became uncomfortable, not only because of heartburn but also because his skin was becoming so sensitive that he couldn’t tolerate bedcoverings. When his college roommates—Dan the banker, Pete the veterinary pathologist, and Jon the cardiovascular surgeon—and their wives (Hitomi, Jillian, and Carrie) joined us for our traditional once-a-year Poconos house party weekend, the guys moved a recliner into his office so he could try sleeping relatively upright.

Meanwhile, the roster of medical professionals, both north and south, grew. GP: Check. Rheumatologist: Check. Pulmonologist: Check. Gastroenterologist: Check. Audiologist: Check. Physical therapist: Check. Nutritionist: Check. And despite his growing list of ailments and the expanding roster of professionals, Ben was fascinated by the science involved with each new development.

As we became more intimate with the disease that was turning Ben’s world upside down, we repeatedly gave thanks that the insurance-defined diagnosis written in his chart, “Raynaud’s disease without gangrene,” included the word “without.” We dreaded the possibility that one day that word might be deleted.

Then, in addition to all the tests and procedures, late in the spring of 2018, Dr. Elzawawy wrote a prescription for an ADA (American Disabilities Act) placard that would entitle Ben to use handicapped parking. My heart broke.



Ben and I were teenage sweethearts—we met when I was a freshman and he was a sophomore at Williams College, in Massachusetts. After he graduated, he secured a job with the oilfield services division of Dow Chemical, which began with an eighteen-month training program: six months working offshore in Louisiana, followed by six months working on shallow oil and gas wells around Youngstown, Ohio, and concluding with six months in an office in Tulsa, Oklahoma. In the midst of all that, I graduated, and just before his stint in Tulsa began, we got married. As we drove away from our reception, the wedding guests serenaded us with a rendition of “Oklahoma!”

With his training program behind him, Ben was assigned to return to Youngstown, and we settled in the nearby town of Poland, registered in 1796 as “Town 1, Range 1” of the Connecticut Western Reserve. In 1983, our first son, James, was born, and fourteen months later, in 1984, our second son, William, arrived. By the middle of 1985, we had bought a beautiful house with a fenced-in yard. The following year, Ben and Mark started Petrox, and Ben took over our basement for office space.

In 1989, we welcomed our third son, Ted; our youngest, Benjamin, was born in 1991.

Life was busy: I first worked part time writing for the local paper in Poland and doing PR for the Youngstown Playhouse, then I got a full-time job in the marketing department of a local architecture and engineering firm. When Ted was born, I went back to part-time work, writing for the Society section of Youngstown’s daily paper, The Vindicator. Meanwhile, in addition to our jobs, Ben and I served on various boards—at church, at the Montessori school our boys attended, at the local hospital, the village council, and Junior League. We referred to our day-to-day lives as “controlled chaos.”

For many years we rented a cabin in the Poconos at the end of the summer, and then in 2006 we bought one of our own and started staying more often. We enjoyed going there as much as possible from early spring through fall, but the northern winters were wearing on us. Then at one point, I needed to travel to the Hudson Valley to do a significant favor for a friend in need. As repayment, she offered Ben and me the use of a condo in Florida. Work and family commitments kept us from taking advantage of that invitation for a couple of years, but when we finally did, I realized I was done with subzero temperatures. We’d lived in Poland for more than three happy decades, but the moment Benjamin, our youngest son, followed the three older boys to attend school on the East Coast, we became bona fide empty nesters. In 2010, we sold our house in Ohio and became residents of the Sunshine State.



As the summer of 2018 began, Ben and I looked forward to a new grandbaby, due to arrive in Massachusetts in July. She would be our fourth, all fathered by our son James. We also had been invited to two weddings a week apart in August—one in Truckee, on the California side of Lake Tahoe, and the other just south of Cleveland, Ohio—and a fall weekend engagement party in DC for Ben’s nephew. Ben was excited about all four occasions.

And although he was horribly fatigued and lacked energy, he was hugely relieved that the debilitating pain in his joints and tendons had gradually and noticeably diminished since the start of the year. We hopefully wondered if some of the stories we’d heard about systemic sclerosis were proving to be true. According to one of them, after three to five years, for some patients, the symptoms seem to resolve themselves—not that any injuries he had incurred would miraculously disappear, just that the disease would back off a bit. He wasn’t at the three-year mark—not even close—but… were we turning a corner?

Ben was even feeling strong enough to walk away from his desk an hour or two before sunset most afternoons to get out into the woods and fields surrounding our cabin. He would stay out until dark and take note of how the weather and the direction of the wind affected the daily feeding habits of various deer, bear, wild turkey, pheasant, and grouse. He spent eleven months a year, from afar and on-site, preparing and looking forward to doing his part to help cull those populations come fall, and I had a raft of recipes for venison and wild game.

Then he started to gain weight. We rejoiced. Perhaps his GI tract was coming back online!

At the end of July, we made a one-day there-and-back road trip to Massachusetts to see our newest granddaughter within hours of her birth, and then at the beginning of August, we flew to Nevada.

Tahoe was beautiful, but the start of our trip had been complicated by airline delays. Despite our best-laid plans, conceived to minimize travel time and allow Ben to adjust to the three-hour time difference (which affected his medication schedule), and being six thousand feet above sea level, we ended up flying a day later than originally scheduled, leaving home at 4:00 a.m. in the pouring rain. We struggled through several airports to make numerous connections and arrived with barely enough time to straighten our clothes before sitting down at a rehearsal dinner for the wedding party and dozens of out-of-town guests. Plus, the southwestern skies were hazy and heavily tinged with smoke as a result of an already active fire season in California. So from the moment we arrived, Ben was exhausted and instantly found himself in taxing circumstances, struggling to breathe. In addition, his ankles were badly swollen after all that sitting on planes and in airports.

In fairness to Tahoe, in the ten days leading up to our travels, Ben had begun to experience breathlessness even when simply walking up the steps to get into our house from his car, but neither he nor I had attributed that to anything but a string of lousy nights’ sleep. Plus, as soon as he’d climb into our bed, he’d begin windmilling through the hours so that by morning his head would be where his feet should be, and every pillow had become his and his alone. Often the issue was so pronounced that either he would retire to the recliner in his office, or I would move to the guest room. When traveling circumstances provided us a bed to share, I’d end up getting a better night’s sleep on the floor.

Fortunately, our lovely Tahoe wedding weekend accommodations included a pair of queen-size beds, and Ben was able to sleep late, rest comfortably, and nap through the afternoons. Still, except for a couple of hours at the rehearsal dinner and the gorgeous mountaintop wedding itself, for much of the weekend I was a solo act.


A Son Reflects: Benjamin

When I learned that my dad was unwell, my first reaction was general confusion. The prognosis or general outlook for systemic sclerosis didn’t seem conducive to making predictions. In short, all the research I could find seemed to lead to the same conclusion: “It can be bad, or it can be not that bad—it really depends how things go.” Given that, my initial response, before things took a turn for the worst, could best be described as a general sort of anxiety. It wasn’t clear what systemic sclerosis would mean for him, but it was obviously a stressful thing.





A week later, Ben slept as I drove us the six hours from northeastern Pennsylvania to Ohio for the wedding festivities of Mark’s older son, Nathaniel. Again, we had budgeted extra travel time to allow Ben space to settle in and adjust before having to be social, and although we were a little surprised and unnerved at how little energy he had, we figured he was still catching up from the exhausting cross-country trip several days earlier. Again, his ankles, and now his calves, were badly swollen, even though we hadn’t flown. We told ourselves it was the result of sitting in the car for so long.

Ben and Mark hadn’t seen each other in person for ages, and I know Mark was stunned. Ben, ashen and a slow-moving shell of his former self, wouldn’t commit to entering a cocktail party, brunch, luncheon, or dinner unless he could see exactly where he was going to be able to sit, and then he would go plant himself in that spot. I would make sure his drink glass stayed full and go through the buffet line for him. Yet Ben very much wanted to be there. The two entrepreneurs had been together through thick and thin for decades. We’d attended Mark and Brenda’s wedding and had the joy of partying with the entire family, a fun crowd who enjoyed good music, and they remembered well that Ben and I love to dance.

Mark and Brenda were incredibly gracious hosts, treating us as dear relations and seating us among all their siblings throughout the weekend. My partner at the rehearsal dinner was Mark’s brother-in-law Vivek, a critical-care physician who’d come in from Illinois. We had a lovely time catching up, and he was appropriately curious about Ben’s condition. Then at the wedding reception, at the first hint of a favorite song, I stood up.

“Come on, Ben! You’re feeling well enough for this, aren’t you? Please?” He laughed as I dragged him into the reveling crowd.

Vivek watched us dancing. And witnessed Ben bow out before the end of the first chorus to take a seat.

Not wanting to pry, Vivek was sympathetic as he asked about Ben’s shortness of breath. He carefully posed lots of other questions too. It was obvious: as a professional, he was seeing the worrisome details we were working hard to ignore. He suggested that Ben see a cardiologist as soon as I’d driven us back across Pennsylvania. He also gave us his business card and a list of tests to ask about. “Please know that I am happy to talk with you. Anytime. Do not hesitate to call me.”


Benjamin Reflects

My dad was always an energetic guy. When we were growing up, he was always up early, sipping coffee and working at his desk in his basement home office. As a kid, I distinctly remember him being great at throwing a Frisbee and playing hockey at our local rink. Much more often, though, my dad’s activity took the shape of hunting and fishing. It was sometimes frustrating for me and my brothers because our patience for those activities would wear out long before his did. When we were done for the day, he would have happily stayed out for hours longer.

And even in social situations, my father was always the type of guy to close out whatever function he was attending—dancing late into the night, sticking around till the end, chatting with friends—rather than ever pulling an Irish exit.




A Son Reflects: William

My dad has always been a very high-energy person. Maybe this was because of the three-plus pots of coffee he used to drink during the workday. I always described him as someone who lived on the balls of his feet. If he was talking to someone, that’s where he’d put his weight; he’d lean slightly forward, excitedly telling a story or listening intently. We often had to wait in the car at church while he finished talking to people.

He played hockey, took care of the yard, and worked in the basement until all hours. He was up early and reading the Wall Street Journal when it was still dark. He was a bundle of energy for my entire childhood.





I drove us back to the Poconos on Sunday, and we got Ben to our GP in Scranton on Tuesday, having called Vivek on Monday to go over the questions we should ask. We also sought advice from Ben’s college roommate Jon, the cardiovascular surgeon, who lived in Hartford, Connecticut.

We braced ourselves, but we still weren’t prepared when Dr. Daniel Kasmierski pronounced the diagnosis: “Congestive heart failure.”

Ben teared up; those had been the exact words on his grandfather’s death certificate.

That was the reason Ben had gained so much weight so quickly. That was why he was so exhausted. That was why he was having trouble breathing.

That was why there was more swelling in his ankles than we’d ever seen before—and sometimes swelling in his calves and occasionally even above his knees.

We returned to our cabin in the woods, an hour away from the closest hospital, with a prescription for massive doses of diuretics. Ben dropped fifteen pounds in a week, at which point he was introduced to a cardiologist and an electrophysiologist.

Within moments of looking at Ben’s echocardiogram, the cardiologist, Dr. Thomas Dzwoncyzk, declared, “This is not normal.” He waited as I opened the spiral notebook where I’d been recording the details of Ben’s medical adventures over the previous eighteen months, then he said, “Let me unpack it for you.”

He proceeded in a clear, direct, and organized way to explain what was going on. The good news was that Ben had no weak valves and some “insignificant” leakage. The bad news was that his heart’s electrical system was completely out of whack, meaning he had significant rhythm problems.

It was an immediate issue that could be addressed locally but, more important, needed to be addressed quickly. Beyond that, we needed to establish a relationship with a larger medical center that could better assess and meet Ben’s evolving cardiac needs.

Because a few other tests were necessary and insurance needed to preapprove any treatment, Ben was sent home for the weekend with the simplest instructions we’d ever received:

“If anything goes wrong, get to the emergency room ASAP.” I slept with one eye open for the next three nights.


Ben Reflects

There came a point when I couldn’t finish a dance at a wedding. And a family member of the wedding party, who happened to be a doctor, looked at me and said, “You have a real heart problem; I can tell just by looking at you.” That was a real wake-up call.

We had an awful moment two weeks after that when we met with a cardiologist. After running some tests, he came back in the room, and his face was gray as he told us both to sit down. He said, “I don’t even know where to start.” Then he explained the three ways my heart needed to get electrical impulses. Two of them were utterly broken, and the third one was about to break because of the tiny capillaries that weren’t doing their jobs. He said, “You’re going to need a pacemaker or you’re going to die.” And then he said, “So have a nice weekend, and we’ll try to schedule the procedure for Tuesday and Wednesday of next week.”





Barely a month after Vivek watched our retreat from the dance floor, Ben had a defibrillating pacemaker implanted.

We had badly miscalculated what Ben’s systemic sclerosis was up to.

If, in fact, this even had anything to do with his systemic sclerosis. The doctors couldn’t be sure. It was possible this was completely unrelated.

Meanwhile, we were instructed, were the pacemaker to give Ben what I dubbed “a correction” (or, in the technician’s parlance, “a treatment”), we needed to call the doctor’s office. If he got a second one, we were to call 911. That got our attention.

Ben and Mark agreed to begin negotiating his exit from the company the two of them had built. They had wisely spent a lot of effort and energy years earlier drawing up plans for and investing in disability insurance. The time to file a claim had come. Preliminary phone calls and emails were exchanged with the insurance company; it was going to be a complicated multistep process.

We also canceled plans to go to Washington, DC, for Ben’s nephew’s engagement party.

I found myself praying I’d be able to get Ben there twelve months later for the young man’s wedding.

Fortunately, however, the immediate implementation of a nearly sodium-free diet, coupled with the pacemaker and various medications, enabled us to adopt a relatively stable new routine that also honored Ben’s developing need to nap a lot.

With the pacemaker restoring a normal heart rhythm, Ben even felt strong enough to get back into the Pennsylvania wilderness, stepping into ground blinds or climbing up into tree stands—too often napping, but ultimately hunting the local wildlife and stocking our freezer with healthy lean free-range protein. The doctors were supportive of this obsession, but it made me anxious. I insisted that Ben text me as soon as he settled into each afternoon’s position and again before he climbed out of the tree or stepped out of the blind to head to his truck and drive home. I made him “share location” on his phone and checked mine continually… just in case.

And I repeatedly hounded him about whether he was dressing warmly enough to keep the Raynaud’s at bay. Despite that, over the course of a few weeks, another potentially serious problem appeared in the form of small ulcers on the tips of his fingers. These could be caused by the simplest things: the prick of a staple, a splinter of firewood, or even the stem of a grape.

He also developed ulcers on his toes and ankles. I suggested that perhaps the ones on his ankles were caused by a combination of cold weather and tight boots on his swollen feet. That was a possibility he did not want to entertain or discuss, because if we were to talk it through completely, I might insist that he stay in by the fireside every evening until the time came to head south again.

The more pressing problem, however, was that none of the wounds was healing.






CHAPTER 2 Curiouser and Curiouser November 2018—March 2020 [image: ]


The self-contained Florida community where we live is tucked away in the northernmost section of the Keys; the salt air, the palms, the water views, and the flowers make it feel like the Caribbean. The preferred means of transportation around the community is a golf cart, even for those of us who don’t golf, but there are also scooters and bicycles and plenty of cars and trucks, plus wonderful paths for walking. Because the two roads that lead to it are so far from any other towns (nineteen miles from the north, eleven miles from the south), there are security gates, a small medical center, a veterinarian, a gym, a couple of marinas, and a public safety and fire department. The people who have chosen to live and work this far from civilization have made a commitment to the community, and we are blessed to have them in our lives. We feel very lucky.

This was especially true immediately after Thanksgiving in 2018, when we returned to the Keys needing to add a southern cardiologist and electrophysiologist to Ben’s matched north-and-south sets of doctors. Fortunately, a cardiologist with Cleveland Clinic Florida, Dr. Howard Bush, visited patients at our community medical center often, so taking the first step in that direction proved relatively easy.

The next steps took longer.

Like the cardiologist and electrophysiologist in Scranton, Dr. Bush was baffled by Ben’s case. Had the heart issues developed independently of the autoimmune disease? Or because of it?

While that felt like a chicken-and-egg question to us, the answer, if it could be found, would be helpful in determining the most appropriate treatment.

One option that had been under discussion since the summer’s diagnosis of congestive heart failure was to do a cardiac biopsy, but none of the doctors expected that would provide any definitive answers. To move things forward as the year wound down, Dr. Bush explained that he would play the role of general contractor and arrange for Ben to meet with a succession of cardiology specialists through the first half of 2019 so they could work on solving the riddle.

That meant driving seventy miles to the Cleveland Clinic’s campus in Weston, Florida, every six weeks or so, but we knew the drive; we’d simply combine some of the appointments with Ben’s regular follow-ups with Dr. Elzawawy.

Then late one day shortly before Christmas, Ben determined that he was going to take advantage of one of the lovely benefits of living in Florida after decades of Midwest winters: the opportunity to go for a swim on a December afternoon and stretch in the warm water, easing his sore joints.

“I’m headed for the pool. Wanna join me?”

I was preparing some casseroles for holiday guests, and the kitchen looked like a war zone.

“Thank you, but if I stop now, it’ll be hard to get back into this.”

“Fine—I’ll be back soon.”

I resumed my chopping.

“Oh! Uh-oh. Um, I think maybe I’ll go to the medical center instead.”

Just as he was opening the door, one of his ankle ulcers ruptured. Wisely, he suggested that he take the golf cart to get some professional attention while I continue with those casseroles.

As it turned out, that ankle was so badly infected that it required an extended course of antibiotics; Ben wasn’t going to be swimming for a while. He had been determined that I not get involved with bandages or any of the rest of it, and I was determined not to say, well, you know… that thing people say when they told you so.

Also, as 2018 drew to a close, Ben’s sleep issues had come to include something like severe restless legs syndrome. He’d try to settle in for the night, and at the precise instant when he’d finally drop off, his muscles would spasm, and he’d wake himself up. So he’d go round and round in an endless loop of almost asleep–not asleep–almost asleep–not asleep. Consequently, staying awake and alert during daylight hours, whether he was working at his desk, watching a movie, sitting in the car, or conducting countless other activities of daily living, was proving to be a challenge. I’d return from errands to find him asleep at his desk or curled up on our bed napping, unable to concentrate on any task that took longer than a few minutes.


Ben Reflects

When I got the pacemaker, my life changed. I felt great again—so much better. But eventually, even the pacemaker couldn’t help, because the muscles of my heart were failing. In other words, the pacemaker couldn’t stop the hardening of my heart. It told the heart what to do, but the heart was getting less muscular every week.





On the cardiac front, the new year started with pulmonary function tests, an MRI, CT scans, echocardiograms, and increasingly interesting blood work.

The MRI was expected to be the most revealing, but between Ben’s pacemaker, which required a technician from the manufacturer to be present in order to adjust it in real time, and his lousy circulation, which made it practically impossible for the technician to track Ben’s pulse—a measurement that was crucial to performing the adjustment and enabling the imaging test to proceed—the first go-round had to be aborted, and rescheduling took months.

Plus, because of all the changes to his pharmaceutical cocktail as the systemic sclerosis progressed, and with his heart now needing medications of its own, Ben’s blood pressure, which had always been low, devolved to a “normal” of about 85/55. We came to appreciate, but couldn’t quite master, the fine art of keeping excess water off his frame so his heart wouldn’t be taxed while still keeping his blood pressure high enough to prevent dizziness and fainting. Even with his pacemaker and diuretics, his legs and hands were swelling significantly.

His disability case file had finally been officially opened around Thanksgiving, but filling out the paperwork—a collection of authorization forms, statements from doctors, questionnaires, and cataloged lists of appointments, diagnoses, medications, and hospitalizations, among other things—was proving to be a major project beyond Ben’s severely diminished capabilities.

Perpetually exhausted, he was unable to concentrate for more than ten minutes at a time.

Finally, he let me take on the major first step of the project, which consumed the last ten days of February. I’d needle him to stay awake long enough to dictate answers about the full scope of his duties and why he was no longer able to work. He’d then edit whatever I typed, finding it to be much simpler than staring at a blank sheet of paper and trying to figure out where to begin. I’d retype, and we’d redraft, until he was satisfied that the details were complete and accurate. I also transcribed his history of appointments and diagnoses from my spiral notebook, then produced several copies of the submission: one for Carlos and another for Dr. Elzawawy, along with the paperwork each of them needed to complete; one for the disability claims agent; one for our insurance representative; one for Mark; and one for our files. Shipping all those off was a tremendous relief.

After two months of procedures, Ben met with an electrophysiologist in March, a congenital cardiac disorders specialist in April, and in May, a heart-failure cardiologist. That spiral notebook was nearly full.

Luckily for us, college roommate Jon was just a phone call away to confirm and explain what we were learning. The consensus was that Ben’s problems appeared to be primarily on the right side of his heart. Which, we were told, was good news (kinda), because that meant the issues weren’t pulmonary or related to his lungs.

The bad news, however, was that it was rare and uncommon for the heart to deteriorate as rapidly and drastically as Ben’s had.

Back to the good news: every doctor who met Ben found his case, with its unusual combination of heart failure, low blood pressure, and systemic sclerosis, intriguing.

Finally, the Cleveland Clinic team decided that a cardiac biopsy might not be able to tell them everything, but it would tell them something. The plan was to head north for the summer and fly back to the clinic for the procedure in July, making a one-night round trip to Fort Lauderdale with a stay at a hotel in Weston and not even going to our house in the Keys.



With our return to the Poconos in June of 2019, our lives took on the metaphoric aspect of climbing the endless staircase in that M. C. Escher lithograph Relativity. Although Ben was constantly, painfully exhausted, whenever he entered a doctor’s office, he was upbeat and wide awake, asking questions, pushing for answers.

Jon proposed we consider going to his home turf, Hartford Hospital, a northern medical center with a major heart program. Basically, he wanted us to meet his associate (another heart-failure cardiologist) and let him work Ben up so he’d be an established patient… just in case. Although it was three hours away from our cabin, Hartford was an easy drive: a straight shot on the interstate, then three minutes on local streets. The other option was Philadelphia, which, while only two and a half hours away, involved several much busier highways and ended with stressful downtown traffic and a challenging parking garage.

While mulling Jon’s suggestion, we also followed through and made appointments with all of Ben’s Scranton physicians to bring them up to date. In late July, Dr. Dzwoncyzk, the cardiologist who’d “unpacked” the situation when Ben needed the pacemaker ten months earlier, reviewed what had been going on, including the results of the cardiac biopsy in Florida. Once more, his explanation was concise and clear: Ben’s case was complicated.

He started by showing me that Ben’s edema was even visible in his neck veins, a pulsing indicator of his failing heart. Then he counted additional causes for concern on his fingers, one by one.
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