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Danny Martini woke up about seven from his usual fitful sleep. He was 45 but felt twice that on a good day. April Santangelo, his steady girlfriend of six years, snoozed next to him.  She stirred slightly and regretted it because Danny probably sensed she was awake. That was his cue. He said to her, completely out of nowhere, “I think my dream job would be the DMV czar.”

April kept her eyes closed, sleepily said, “Mmm-hmm” and thought here we go. She never knew anyone who took a germ of an idea and ran with it the way Danny did. Sometimes these flights of fancy on his part were amusing, though usually only to him. She kept her eyes closed while she listened.

The previous evening, Danny had the temerity to brake for a red light and interrupt the texting session of the driver behind him. With a screech the startled texter, uh, driver stopped inches from Danny’s rear bumper. Fifteen minutes later, Danny was heading north on Teall Avenue, towards his home on Brattle Road in Syracuse, when a car going the same direction cut him off, made a U-turn, and then sped off in the other direction like he was auditioning for a role in a Fast and the Furious movie. Danny slammed on his brakes and averted disaster.

Danny then said to his captive and helpless girlfriend, “I’d like to be appointed as the All-Powerful Motor Vehicle Traffic Czar. Picture me behind an imposing and impossibly tall judge’s bench, surrounded by dry ice to create that ‘in the clouds’ effect. I’d be looking down, way down from my throne at the various scofflaws who cowered meekly before me. They would need to address me as ‘Mr. All-Powerful Motor Vehicle Traffic Czar,’ no ‘Czar’ shorthand crap. I would be fair, but tough. Really tough.”

April kept her eyes closed but made the mistake of smiling slightly. That just encouraged Danny to continue. “Picture me in a long white robe holding a scepter. Maybe I’d grow a long white beard, too. You’re probably wondering what punishments I would mete out?” Danny said to his sleepy companion.

April was not wondering that. She was wondering when they would make a robot that could bring her coffee in bed. April sometimes had her own flights of fancy.

“Here is my initial list of penalties,” said the Mr. All-Powerful Motor Vehicle Traffic Czar. “One, failure to use a turn signal? Twenty whacks with a crowbar. Two, following too close? Twenty whacks with a crowbar.”

“I’m sensing a pattern here,” mumbled April, and then laughed.

The Czar continued. “Sitting at a green light? The death penalty.”

“So much for the pattern,” said April.

“Pulling out in front of me and then slowing the fuck down? Two death penalties,” said The Czar with a laugh, and April laughed too.

“That crazy ass U-turn we saw last night? Life in prison plus two death penalties,” said the Czar. He laughed at his own cleverness. Danny was his own favorite comedian.

April laughed out loud at the absurdity of the last two, not that the others weren’t absurd. “You’re crazy, you know,” she said and pulled him close for a hug. Stuff like this was what attracted April to Danny and why she fell in love with him. He had a fertile, active mind that never rested and was always wondering “what if?” She knew how important it was that Danny kept his mind busy with those thought experiments.

They temporarily distracted him from the daily crisis of staying alive for another day.

Danny was born with cystic fibrosis, the most common fatal genetic disease in the United States. He was one of about 30,000 Americans, and about 70,000 worldwide, with CF. In 2001, at 45, he was about 13 years over the median life expectancy which made him a relatively rare CF adult. There was no cure for cystic fibrosis, though some effective treatments were in the works that slowed the disease’s progression.

The tell-tale sign of CF is a deep, throaty and, ugh, mucousy cough. That cough and the lung damage it represented was usually what caused death in CF patients. Danny’s cough was usually worst when he woke up, and today was no exception. He coughed once, twice, three times, deep hacking coughs that were always, as his doctors liked to call them, “productive.” It was important to bring that crap up but, like Sisyphus rolling that damn boulder up the hill, the task never ended. April knew airway clearance was important to his health, but she hated listening to him while he did it.  She decided it was a good time to pee and hopped out of bed and skipped across the cold hardwood floor. Since there still was no robot, she put on the coffee. She hoped Danny was done producing by the time she got back.

April brushed her teeth, padded into the kitchen and turned on NPR and Morning Edition, which helped drown out the sounds from the other room. She was 42 and looked ten years younger, with stylish shoulder-length dirty blonde hair that complemented her pretty oval face, and the same girlish figure she had in her teens. She was wryly funny, wicked smart, successful (a senior clothing buyer for Macy’s) and blessed with an inordinate amount of common sense. Danny had common sense too, but commonly forgot to apply it.

April, like Danny, was never married and didn’t want to be. That made her and Danny a perfect pair. She traveled often for her job and was loath to give up that excitement and freedom. Even as recently as 20 years ago, April would’ve been described as a “career girl,” or even a “career gal “(and back a couple more decades, hilariously, as a spinster, in the same culture where Danny would’ve been called a swinging bachelor.)

Danny and April loved each other and loved each other’s company, but they discovered early in their relationship that they couldn’t live together. They were two strong-willed and stubborn people; an irresistible force versus another irresistible force.  Separate homes meant that Danny and April each had a corner to retreat to during one of their occasional arguments.

April was a shouter with a hair-trigger. A simple question: “Did you remember to get your car inspected?” say, might cause her to raise her normal, quite mellifluous voice about 20 decibels— “I TOLD you I had it done last week!” It drove Danny crazy. Her shout—or really anyone’s—hit him harder than it should have. It startled him and sometimes even made him jump. Danny often responded with an imperious, “I am the Great and Powerful Oz!” April laughed at that, in spite of herself. He called her Old Yeller, once. Only once. He quickly learned to deep-six that one.

Danny heard the coffee maker sputtering in the kitchen and smelled the elixir-like aroma. His coughing jag seemed to have abated, and he felt like it loosened things up considerably. Another battle won, but the war went on. He coughed hard one more time and that last one felt different somehow, though he didn’t know why. Just an instinct. Danny reached for a tissue, coughed into it and looked at a scene from his own personal horror movie.

Red! 

Crimson red. Vivid, arresting, vibrant, living red. Blood red, because it was blood that stared back at Danny in the tissue he’d coughed into. The blood came straight from his lungs, and that had never happened to him before. Danny panicked at this literal red alert. Nobody at the cystic fibrosis clinic at Central Hospital in Syracuse had prepared Danny for this—warned him this might—would—eventually happen. What to do? He was terrified. He tried to relax and take calmer, less stressful breaths. Danny found them easier than before the eruption. That has to be a good sign, he thought, desperate for a good sign. He flopped, exhausted, onto the bed.

Danny tried hauling himself out of bed but was wiped out from the coughing. He was certain gravity exerted a stronger pull the sicker he was. Mornings like this felt like he was marooned on Jupiter. Anyone knocked out by the flu who found it a Herculean effort to flip over in bed or even just claw for a tissue knew the feeling. He tried once, then twice, to rise but Jupiter’s gravity pressed him back into the bed. He breathed heavily as he contemplated this latest crisis.

Gravity had other effects on Danny. It caused his formerly boyish face to droop into semi-Nixonian jowls. Danny still had his full, dark-brown hair though—self-described as “luxurious”—big, expressive dark eyes, and a literally boyish figure. The latter was not by design but was instead the result of another unfortunate symptom of CF, malnourishment. He weighed about a hundred and thirty pounds on a good day and he didn’t have many of those. His slight frame made him look taller than his actual five-foot nine. Despite the jowls, because of his hair people almost always guessed he was at least ten years younger. “My immaturity keeps me looking young,” was his standard reply, but he had actually outgrown his youthful recklessness and heedlessness.

That was a good thing because Danny Martini really needed to be a grown-up now.

April was in the kitchen during this whole sequence so she had missed the show. She came back to the bedroom with two steaming cups of coffee and a smile, which disappeared as soon as she saw Danny’s face. He was adept at hiding his emotions, but not this time, and April instantly sensed something was amiss. She hastily set the coffees down on her nightstand, jostling both cups and spilling some. He could tell she was upset when she didn’t even try to mop up the mess—unthinkable behavior on her part. She just said, “What’s wrong? And don’t fucking lie to me!"

Instead of telling her, he took the picture-is-worth-a-thousand-words approach and just held out the crime scene evidence. What a bonehead. “Danny!” April shouted, at least this time with good reason. “What happened?!”

“I coughed up blood,” he said, a little too calmly. Now he tells her. “I’m okay. It stopped.” He tried to sound reassuring but instead sounded naïve—if it happened once it would surely happen again.

“But you coughed up blood! What does it mean? Oh my God, Danny!” April said. She started crying.

“I don’t know, April. It’s never happened before and it did stopped almost right away,” he said, trying to put a good face on things. Neither he nor April thought it was that simple.  “I’m calling Sacks’ pager right now,” he said. Dr. Walter Sacks was his Central pulmonologist and the best lung specialist Danny ever had. Danny trusted him completely. For all his absent-mindedness, Sacks answered his pages promptly, and he returned Danny’s call in 15 minutes.

“Darryl, It’s Dr. Sacks. Did you page me?” Darryl, Danny thought. Sacks was worse with names than anyone he ever met. He probably thought the ex-Beatle was “Paul McCarthy.”

Danny hesitated slightly then said “It’s Danny. Yeah, I coughed up some blood this morning. What do I do?” Danny liked getting right to the point.

“Did it stop?”

“Yes,” said Danny.

Sacks was a clinical wizard but could be clueless and inappropriate at times. This was one of those times. “Well, don’t cough up any more,” he said. Danny sometimes wondered if Sacks was on the spectrum.

Danny sighed and rolled his eyes. Fantastic time for hilarity, he thought. “Can’t make any promises, Doc.” Even though Danny was five years older than Sacks, he never called him Walter, as other adult patients did. He respected the position of authority.  “How much should I be worried?” He went into the duration of the incident and the amount.

April interjected, “Ask him if we should call 9-1-1!” she stage-whispered. Danny shot her a look. Sacks went into a monologue about weakened capillaries blah blah blah and Danny tried to listen, but all he could think about was the troubling milestone he just reached in this fucking disease. “Should we call 9-1-1?” April asked again, and Danny nearly shushed her but thought better of it. The Great and Powerful Oz would’ve exploded.

Sacks finally got around to saying something reassuring.  “It looks a lot scarier than it really is. If you want to come in for some PFTs (pulmonary function tests, or breathing tests that measure the strength and capacity of lungs) you can, but they won’t tell us much, really.” He paused, then said, “Danny, I think it’s time to come in and have the conversation about being listed.” The use of “The” connoted inevitability to Danny.

“Being listed” needed no explanation in the CF community. It meant starting the process of becoming eligible for a lung transplant.

The moment an infant with CF is born, their lungs begin to be ravaged by the thick mucus and (if they even live that long) a lung transplant very often becomes their only chance. Nonetheless, a lung transplant was a huge and complicated decision and a permanent step. Danny called back after eight-thirty, and they scheduled him with Sacks that afternoon.

April was quiet, a quiet nervous wreck, as the two sipped their coffee. She had a habit of looking at the worst case scenario in times of crisis. Danny, as he grew older, learned not to get ahead of himself.  He said “Don’t get ahead of yourself” quite a bit, so of course he said, “We can’t get ahead of ourselves. Sacks didn’t sound worried at all.”

“Yeah, well, how much blood did he cough up?!” she snapped, then quickly said, “I’m sorry.”

Danny reached over and enveloped her in a hug. “It’s gonna be alright, April. I promise.”

“Danny, I’ve got an important meeting at 9:30 but I can cancel it.” 

“No. Go to your meeting. I’m fine here. If you can come to the doc’s with me later, that would be nice.”

“Yeah, yeah, sure I can. I’ll meet you here at, what, two?” She rose from her chair, grabbed her purse and put her coat on.

Danny got up and wrapped his arms around her again and smiled. “Two is fine. Have a good meeting and see you later. I love you.”

“I love you too, Daniel. I’m just worried,” April said, worried.

“Aw, it ain’t no thang!” Danny said and then they both laughed at how ridiculous that sounded. She blew him a kiss and left.

Danny put another pot of coffee on and whipped himself up an omelet. He ate an omelet for breakfast every day, and even after downing 1400 eggs a year, his cholesterol was like a marathon runner’s. Until it went up he was gonna keep on eating them. Maybe even if it went up. He sat down to breakfast in the silence, listened to his stupid crackling lungs and wondered what other terrible surprises they had in store. He put Springsteen on the stereo, loud, in a futile attempt to drown them out.

While he ate breakfast, Danny reflected upon a dinner he had not long ago with his friend, Bill Huntley. Danny and Bill met in the CF clinic about ten years earlier and became fast friends. Both were bright, with sardonic senses of humor but that was about all they had in common.  Danny was a high school graduate who grew up in a broken home (correction: many broken homes, as the family was always at least one rent payment behind). Bill lived in the same house his whole life in a stable, two-parent family and graduated from UCLA law school. Despite his illness, Bill had carved out a successful career as a wrongful-death attorney, and had just landed a big payday. Money was the least of his concerns. 

Cystic fibrosis was the most of his concerns.

Bill was a month younger than Danny but with a much more advanced case of CF. He was already using portable oxygen and had been climbing up the lung transplant waiting list for a few months. Danny watched Bill’s health steadily plummet and knew when he looked at his friend, with his oxygen and his diabetes meter and his transplant beeper, he was looking at Future Danny.  That evening, Bill lugged his oxygen tank as he slowly slid into the restaurant booth. He was obviously shaken, unusual for the normally unflappable Bill Huntley.

“Geez, what’s the problem, Huntley?” asked Danny. “You ok?” 

Bill looked at Danny, then away. “I got the call. They have lungs for me.” Danny started to ask a stupid and rhetorical what the hell are you doing here? follow-up question, but Bill cut him off.

“I told them no,” Bill said, with an odd mixture of anguish and resignation. And finality.

Danny’s first instinct was to scream at Bill, to ask him what the hell was he thinking, that this was his shot, but Danny, for once, wisely held his tongue. The decision was already made and all the yelling in the world wouldn’t change things or do any good now. Instead, Danny shut up and listened.

Bill then said in a present tense that was no longer an option, “I don’t want to go through all that. I want my lungs to work!” They both realized two things at that moment; one, Bill wasn’t going to get another call from the transplant people; and two, his lungs weren’t going to work. Four months later, Bill Huntley, Future Danny, was gone.

If Danny was listed, if he got The Call, would he hesitate, too?

Lung transplants were performed as early as 1963, but acute organ rejection by the host’s immune system was the Mount Everest that transplant teams needed to scale before they could consider the complex and risky surgery successful. The body’s immune system is always on guard and loyal to a fault. Anything foreign the immune system encounters, a bacterial infection or a transplanted organ, is considered an enemy and is attacked. Lulling the immune system into anything close to a standoff wasn’t possible until the early 1980s when early and powerful immunosuppression drugs like cyclosporine came into use.

The side effects of immunosuppressants are significant. They often cause diabetes, osteoporosis, high blood pressure, kidney disease, and even cancer. Most worrisome, by tamping down the immune response, they leave transplant patients more susceptible to infection. Living on that medical tightrope meant, on average, that five-year survival rates for lung transplants hovered around 50%. Danny had a lot to think about, but was tantalized by the idea of even five years of good health.

April got to Danny’s at ten minutes to two. April was always on time. She looked at him intently and pushed the hair out of his eyes. He needed a haircut. He always needed a haircut. “How are you feeling?” she asked him. She was afraid to hear the answer. 

“I’m fine, April. Really,” Danny said. As far as I know.

Danny drove, and he and April parked in the dark and dingy Central garage. They crossed the skyway to the registration desk, about 15 minutes early—Danny was always punctual, too. Danny signed in at the clinic and, because CF patients risked cross-infecting other CF patients, they isolated Danny in an exam room. April joined him. “How was your meeting?” Danny asked her.

“Fine,” she said, “Did you cough up any more blood?” Right to the point.

“No,” Danny said, “That was it, this morning.”

“That was enough!” she said. “God, Danny, that was so scary!”

“Let’s not get ahead of ourselves,” he said yet again. There was a knock on the door. It was Toni George, a twenty-year veteran of the CF clinic. She and Danny were old pals. Toni took vitals (blood pressure, fine; temperature, fine; and oxygenation, or blood oxygen percentage, 93%, crappy). Normal O2 is 95-100%. Danny and April followed respiratory therapist Connie Van Zandt, another clinic veteran, to another room where Danny did his PFTs on a breathing machine called a spirometer. PFTs measured lung function: how much air he took in, how much he exhaled, and how quickly he did it.

Danny put on nose clips, stood at the spirometer, and moved the adjustable arm to a comfortable position. Then he wrapped his lips around the disposable mouthpiece, like a scuba diver, and inhaled as fully and deeply as he could, and then forcefully blew all the air out of his lungs as fast and hard as possible until he could exhale no further.

That first measurement was called forced vital capacity, or FVC.  The amount of air forced out in the first second is called forced expiratory volume 1, or FEV1. In terms of lung function evaluation, those were the two most important measurements. Regular PFTs enabled the staff to chart a patient’s improvement—or in Danny’s case, regression. Danny always blew his brains out (figuratively) as he vainly tried to outdo himself. Connie noted and appreciated it (“Danny gave his best effort.”)

Danny’s PFTs were down over ten percent. The exertion made him cough hard for a few minutes, but no more blood, at least.  After PFTs, Danny and April sat down with Dr. Sacks as he began explaining the process of getting listed for a lung transplant. Danny listened intently but silently. He had this conversation before, years ago. That was a memory best forgotten. April didn’t interrupt once. Normally, April tended to jump in with questions and finish sentences.  Here, the sentences were so foreign she just said nothing.

Sacks began to explain the extensive screening process. “They will have to do repeated lung testing, an electrocardiogram, an echocardiogram and a heart catheterization, tissue typing to make sure your tissue and the donor’s are a match, a CT scan, a bone density test, a prostate exam, and even a colonoscopy. Oh, and a few gallons of blood,” Sacks said with a chuckle as he finally came up for air.

The ideal patient was mostly healthy except for his lungs. The screening process had to rule out compromising diseases like cancer. And no smokers need apply. “You’ll be shuttling back and forth to the transplant center for months, maybe years, until you’re ready,” Sacks told him. “You can’t, or shouldn’t, have a transplant too soon. A transplant is not a panacea. It’s a high-risk operation with its own set of problems. Timing is everything, Danny. If you’re too healthy, it’s too soon. But wait too long and you might not survive the surgery or its aftermath.” 

Danny and April looked at each other wordlessly. “Timing is everything,” the doctor repeated. “I recommend the University of Pittsburgh transplant center, but your insurance might steer you elsewhere.” Insurance did just that. The place they recommended, in Cleveland, was the Paul Newman Medical Center, or PNMC (The famous actor and philanthropist was from Shaker Heights, Ohio.) That change of venue turned out to be more serendipity.

Sacks had more bad news. “Your labs show pseudomonas (a kind of stubborn bacteria common to CF patients) and you’re going to have to do a couple weeks of home IVs,” the doctor said. He meant intravenous antibiotic therapy. Danny groaned. He knew he needed to stay as healthy as possible to be listed for some future lung transplant, but IVs, to use the highly technical medical terminology, sucked.

A nurse set up Danny’s PICC line right in the exam room. A Peripherally Inserted Central Catheter line was inserted into a large vein in Danny’s arm. That vein carried blood to the heart. The PICC line carried the medications Sacks prescribed.  The prescriptions arrived by courier in ice-packed syringes shortly after Danny got home. He infused, or injected into the catheter, two powerful antibiotics, one after the other, for two weeks. He used the SASH method to turn a bewildering and complicated procedure into a manageable one. SASH stood for Saline-Administration-Saline-Heparin; he flushed the PICC line with saline solution to clear it, administered the dose over a period of minutes, flushed again with saline and then used heparin, an anticoagulant, to prevent pesky blood clots.

Danny mastered the procedure, but he hated it, hated everything about it. He got a little grumpy, especially in the morning. One morning he was working his sales job at Colozzi’s, the mom-and-pop appliance and video store where he worked off-and-on since 1984. A woman came in lugging a VCR. Even though it was a warm day, Danny wore a long-sleeve shirt to hide the PICC line and related tape and gauze. “How can I help you?” he asked.

“This VCR doesn’t work!” she snapped.

Danny looked at her receipt. The VCR was eight months old, only eight months past the return period, he thought. “What’s wrong with it?” Danny asked. 

“It just doesn't work. It’s never worked,” the lady said, helpfully. Danny felt a little bubble of annoyance building up inside of him, threatening to make its way to the surface and pop.

He dutifully plugged it in, hooked it up, and put it through its paces. “Seems to be working okay now. Can you- “. 

The lady cut him off mid-sentence. “It doesn’t work! I want a refund! It’s not fair!”

Pop!

Ah. A Victim! he thought. “It’s not fair!” Danny rolled up the sleeve on his left arm, the one with the PICC line and the gauze and the tubing and the tape and even a little dried blood. He showed her his arm, in all its technicolor glory, then asked her “Is this fair?

The lady just gaped at him, or more accurately, his Frankenstein’s arm. She silently gathered up her VCR and beat a hasty retreat. Adrian, one of Danny’s coworkers and a talented caricaturist, memorialized the moment. He dashed off a cartoon of Danny (albeit with some editorial license), with his arm exposed, angrily yelling “Is THIS fair, you dirty bitch?!” 

Danny’s CF was fair game in the rough and tumble world of Colozzi’s Appliance. Once, when Danny coughed up a tiny bit of blood he showed it to co-worker Joe Madonna, then threw the tissue in the trash. Joe promptly sketched out a “Biohazard” warning on a scrap of paper, complete with skull and crossbones, and taped it over the trash can. Danny loved it. He hung it up on the bottom of his home computer monitor.

Danny put in his two weeks of IV therapy, grumpy all the way. He did follow-up bloodwork and then Dr. Sacks said Danny’s lungs sounded much clearer. Sacks had the IV team pull the PICC line and Danny went home, if not exactly happy, happier. He bought himself some time. Until the next time.
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Danny Martini, with apologies to the Rolling Stones, was born in a crossfire hurricane, to parents ill-suited for the job. His first memory was traumatic. Three older kids tied him to the top of a playground slide, at the apartment complex where he lived, and left him there, crying.  He was about four years old so the memory was dim but terrifying, as it would be for any four-year old in that situation. When Danny considered the incident as he got older, he decided that A) he was the victim of a mean prank by some cruel older kids, or B) his big mouth got him in trouble. If it was B), it might’ve been the first time, but certainly not the last.

Danny’s first real memory was probably buried deep in his subconscious—a memory of slamming doors and screaming parents. He was surely often startled, as a baby, by his parents’ high-decibel arguments from the other room. Throughout his life, Danny tended to jump when he heard sudden loud noises, and he guessed it was probably a conditioned reflex. 

All of the Martinis were at least a little bit crazy. Psychotic, no. Neurotic, oh, yes. Eldest sister Ann and younger sister June both struggled with depression so deep at times they, like their mother, made occasional trips to Syracuse psych centers. The visits were always temporary, but the mental and emotional illnesses they struggled with never went away. Danny had some depression himself, but not incapacitating. “I’m lucky—I just got CF instead,” he said.

He was only half-kidding.

Frank, Danny’s father, was the product of a closeted and missing-in-action father and an alcoholic mother. His single mom finally chose the bottle over the boys and put Frank and his brothers in an orphanage. Frank got tired of the corporal punishment and, at 17, used a fake I.D. to enlist in the Navy at the tail end of WW II. He returned to Syracuse after the war and found steady work as a custom cabinet maker. Most evenings he bent elbows at the bar with brother Bob. Frank was young and quite handsome, but shy. He struggled talking to girls. Then he met Audrey, a flaming redhead and fell “ass over teakettle,” as he phrased it, for her. Audrey got away, though. When his kids were grown he ruefully admitted to them that she was the great love of his life.

One night when Frank and Bob were tying one on a pretty, petite brunette came in with a couple of her girlfriends. Frank whispered to Bob, “Hey, she’s pretty cute, huh?”

“Whaddya telling me for? Go talk to her if you’re interested, Frankie,” said Bob.

Frank never got the chance. The pretty brunette sat down next to Frank and introduced herself. “Hi. My name is Helen. What’s yours?” She was instantly smitten by the young, handsome clean-cut guy on the barstool next to her.

The feeling was mutual. “Uh, I’m Frank,” he stammered. He could barely believe his good luck. 

Helen, Danny’s mother, came from a large, dysfunctional and desperately poor Italian family. Her father dulled the pain of his crippling depression with homemade wine and was only intermittently employed. Her mother was distant to all her six kids, but cold and cruel to Helen. She called her brutto bastardo (ugly bastard) and once beat Helen with a stick for losing ten cents. “One time,” Helen told the kids, “she tied me to a chair in the basement with rats crawling around my feet.” As Danny and his sisters grew older they found Helen to be an unreliable witness, and viewed her stories with increased skepticism. As small, impressionable children, though, they accepted her tales of woe as the gospel truth.

Frank and Helen had a torrid but tumultuous romance. He was reserved and quiet but could be mean—cruel, even—if provoked. She could provoke. Thin-skinned and hyper-neurotic, she went from zero to a hundred in a flash. They argued a lot, though it never came to physical violence. Whenever Frank attempted to shut things down, Helen turned up the heat got things boiling again. “And another thing...,” she’d say, extending the argument. She craved the drama.

After a few months Frank had enough. He came home after work one evening to their tiny second-floor walkup on Gertrude Street, ready to end things, when Helen surprised him with big news. “Frankie, I’m pregnant! Isn’t it great?”

“Are you sure?” he asked her, hoping against hope that she was wrong.

“I haven’t had Charlie and Charlie is always on time,” Helen said. “Charlie” was the euphemism Helen and her family used for all things menstrual. It was a different time.

“A baby? Are we ready to have a baby?” he asked, shouted, really. Then he rephrased it. “We aren’t ready for a baby, Helen! We can barely turn around in this apartment without hitting our goddamn elbows on the wall! How do we find room for a baby? How could you?” roared Frank. 

Helen burst into tears and screamed, “It takes two to tango, you asshole!” she yelled, and stormed out of their little kitchen and into the bedroom, slamming the door behind her. Her loud and frankly theatrical weeping came through the closed door. Frank didn’t wait around to listen. He threw a jacket on and headed out to a nearby corner bar, Stevenson’s.

Frank stumbled home four shots of whiskey later, full of remorse and apologies. “Listen, listen, Helen,” he said to his still-weeping girlfriend, “Let’s make the best of thing, okay,” he slurred, “Let’s get married, okay?”

“You mean it?” Helen sniffed.

“Yeah, yeah, of course I do. You’re my girl and you’re gonna have my baby.” In 1949, that was the only thing to do, after all.

Helen threw her arms around him. “Yes, of course, yes,” she said with a laugh. Despite all of the arguments and drama, she loved Frank. She was crazy about him.

They quickly planned a small wedding and got married, in September at St. Augustus, before Helen’s “surprise” showed. Otherwise, a church wedding would’ve been out of the question. Even so, all of Helen’s friends and relatives would surely do the math once the baby was born.

About six weeks later, Helen was boiling water for spaghetti when she suddenly doubled over in pain so bad she barely could catch her breath. “Frank! Frank!” she yelled and then dropped to the floor, moaning.

“What’s wrong now, Helen?” he said and then took a look at his wife. She was white with pain and fear. “Oh, gee, we have to get you to the hospital! Do you think you can take the bus?”

Frank’s Chevy was on the fritz, again, but suggesting Helen take public transportation in her condition was tone-deaf even for him.

In case he didn’t get the message, she let him know in no uncertain terms: “I can’t take a bus like this, you asshole!” Frank ran to a neighbor’s apartment and called a taxi, and ten minutes later they were on the way to the Memorial Hospital emergency room. 

The emergency room doctor had bad news. Helen’s pregnancy was ectopic; when the fertilized egg grows outside the uterus. In her case, the egg was lodged in one of her fallopian tubes, it had grown precipitously, and Helen’s life was in danger. The surgeon was able to save Helen’s life, but it was close. She had two quarts of blood in her stomach. The baby was lost.

A year later, Frank and Helen had their first child, a daughter they named Ann Helen Martini. Ann was born via Caesarian section and two months premature, an incredibly risky birth at the time. She survived a few rocky weeks in an incubator and went home healthy. Ann was an easy child; gentle, quiet and shy. She was her father’s daughter in spirit.

Five years and five million arguments later, the Martinis were still battling but still together. Helen was pregnant again. This time, the pregnancy was carried to term and another C-section. Helen’s doctor, Andrew Port, held the baby over her head. He looked down at her and asked, “What do you think you have, Helen?”

Helen squinted up at the tiny butt of the baby Dr. Port was holding. “Oh, I don’t have a girl’s name picked out. Please let it be my Daniel!”

Dr. Port’s eyes smiled and he replied, “It’s your Daniel.”

Daniel Michael Martini was a robust eight pounds, six ounces and the apparent picture of health.

Nobody knew or even imagined he was born with cystic fibrosis. CF was a much less understood disease in 1956. Clinical dogma in the 1950s condemned CF babies to a short, hard life. Then, kids diagnosed with cystic fibrosis seldom lived into their teens. Mild cases like Danny’s were virtually unknown.

In cystic fibrosis, a genetic malfunction impairs the transport of salts and water through the skin and results in thick and abnormal mucus, most tellingly in the lungs. CF kids have excessively salty skin when they get sweaty, which is often a tell-tale sign. The digestive system is also affected and causes kids to fail to thrive. They have trouble gaining and maintaining weight because they don’t absorb food properly. That malabsorption is perhaps the most telling and obvious indicator—CF kids’ poop has a half-life roughly comparable to plutonium and seems about as lethal.

Danny was always skinny and, yeah, he had the radioactive poop. “Jesus Christ, Helen, what are you feeding that kid?” Frank would ask with a laugh.

Even so, nobody—Frank, Helen, even the doctors—connected the dots. Danny had all the signs, but nobody suggested cystic fibrosis. CF not only flew beneath Helen and Frank’s radar, it wasn’t even on the radar. 

In the 21st century, prospective parents are often prescreened to see if either is a carrier of the defective gene that causes CF. Cystic fibrosis is a recessive genetic disease, so if both parents are carriers, there is a one-in-four chance their child will be born with CF. All newborns are tested for a pancreatic chemical called immunoreactive trypsinogen (IRT). If that measurement is high, CF is suspected. Some states do DNA testing and when CF is suspected, a sweat-chloride test is also done.  As previously mentioned, babies with CF have salty skin from an excess of salt (chloride) in their sweat. This comprehensive approach to CF testing means that, today, few if any babies stay undiagnosed.  

Danny was a smart, sensitive and talkative little boy. His older sister Ann doted on him. June Elizabeth, who came along two years later, drove him crazy sometimes, as little sisters do. He loved both of his sisters but preferred playing by himself. Even then, Danny had a fertile and active imagination. Like most little boys, he loved dinosaurs. Helen read him dinosaur books and by the age of five he began reading on his own.  Danny knew all the dinosaur names and even how to spell them. Helen would showcase him to visitors. “Come on, Danny, spell ‘Tyrannosaurus Rex’.”

Danny was glad to oblige. He even spelled it backwards as a bonus, but Ted Mack’s Amateur Hour, the America’s Got Talent of its day, never called. 

Helen saw a newspaper story about cystic fibrosis when he was in kindergarten. She read about the symptoms, mentally checked them off and grew increasingly alarmed. Danny had all the signs. Frank came home from work and hadn’t even shut the door before she ambushed him.  “Danny has cystic fibrosis!” she practically screamed.

“Oh, you think these kids have everything,” Frank told her, which was largely true.

“Read the article, asshole!” she said, again using Frank’s pet name. They had gotten to the point in their marriage where if he said something was black, she had to say it was white. But even Frank couldn’t deny she was right to be concerned. He agreed to take her and Danny to Dr. Lawrence, their pediatrician.  He was a good doctor but, like most doctors in the early 1960s, woefully out of his depth about cystic fibrosis. The CF clinic would have been the right choice—if there was a CF clinic. Central didn’t open their clinic until 1970.

Dr. Lawrence came into the exam room and Helen did all the shouting, er, talking. “He has all the signs of cystic fibrosis!” she told the doctor. “He coughs all the time and he can’t gain weight. And his poop smells!”

Danny sat on the exam table, the doctor put a stethoscope on his bony chest and listened to his lungs. They sounded fine, if a little crackly. The boy was underweight with a persistent and throaty cough. Danny had never been hospitalized, though. How could a five-year old with CF stay out of the hospital? the doctor thought. Dr. Lawrence told the Martinis, “Danny is underweight, but otherwise fine. I wouldn’t worry.”

Helen dug in. She was an enraged mama bear defending her cub. “My son has a terminal disease and you won’t do anything?!  He has all the symptoms! He is not fine!” she exclaimed. “Aren’t you going to do some tests? How can you say he’s fine without testing him?” 

Dr. Lawrence had dealt with this high-strung woman before. He knew he needed to walk on eggshells. Besides, Helen was legitimately concerned about her son and would not be denied.

Helen thought for a moment. Then she pointed to Danny, who had the telltale salty skin after playing outside that morning. “Look at his forehead!” she said, adamantly. “It’s salty!” 

Dr. Lawrence looked at Danny, then Helen. “Are you sure he hasn’t been rubbing up against the blackboard at school?” This was a stupid question, even more stupid considering it was the middle of July. 

Helen licked her index finger and rubbed it against Danny’s forehead. She angrily thrust the digit at the doctor and shouted, “It’s salt! Taste it, you asshole!” Lawrence declined to take Helen up on her unusual diagnostic test. He decided to humor her and scheduled a sweat-chloride test for her little boy, which came back negative. Back then, many mild cases like Danny’s slipped through the cracks. Cystic fibrosis was still a largely misunderstood disease.

With CF ruled out, Danny was misdiagnosed as having “chronic bronchitis.” That was a tremendous blessing in disguise. The whole family, even Danny, would’ve been much worse off if Helen and Frank knew the truth about their little boy’s illness. Helen would have cracked under the strain. Every time he coughed she would have had a nervous breakdown. Danny’s mild case allowed him to be treated as a normal kid. Yes, he had frequent coughing jags but hung in there with the other kids.

Helen constantly tried to fatten up her son, to no avail. Danny ate constantly but his weight barely budged. Sticky mucus produced by CF not only clogs the lungs, it also impedes the ability of the pancreas to provide the digestive enzymes that normally break down food. Accordingly, most calories are wasted without a daily regimen of prescription enzymes, and Danny wasn’t prescribed enzymes because he didn’t “have” CF.

Helen babied Danny. She was far too lenient with him.  She let Danny stay home from school whenever he said, “I don’t feel good.” She never asked questions or called him on it. Danny took full advantage of that, as most six- or seven-year-olds would. One day home from school led to two, then three, and then sometimes even a week. Danny dreaded going back and making up all the work he missed. The kids called him “sickly,” but they didn’t know the half of it. Nobody did.

Danny’s older sister Ann was okay with Danny being the favorite. June, not so much. She always craved center stage. June was usually the instigator and constantly created friction. Like her mother, she had to have the last word. June’s battles with her beleaguered father were marathons. Ann and Danny begged her, “Shut up, June!” But she was her mother’s daughter. 

Frank and Helen Martini, just two kids hurled into adulthood way before they were ready. Frank learned fatherhood on the fly, having grown up in an orphanage. He loved his kids but loved them more when they were quiet, and the cacophony of three kids being kids had a limit, a certain level, before Frank would suddenly bellow, “Dry up!”

They dried up.

He spent his evenings either glued to the tube or reading the paper, all the time chain-smoking Winston cigarettes. Winston tastes good/like a (clap clap) cigarette should! His second-hand smoke had its own second-hand smoke, not so great for Danny and his “chronic bronchitis.” The little boy was lucky that only his father smoked and Helen never took up the habit, but most visitors who came to their small apartment came (cigarette) packing. 

Frank soothed himself with cigs and doodles. Danny liked reading (or at least looking at) the paper as early as six, and he always noticed all the white space, every inch, that was filled with doodled hearts and stars, stars and hearts. Maybe it was a self-therapeutic way for Frank to disassociate, to block out his neurotic wife and noisy kids, from the din. And there was din.

Seemingly every evening, Helen aired a gripe, complaint, or grievance to Frank, who just wanted to be left alone. Life in a small apartment with three needy kids and a buzzsaw of a wife would’ve been difficult for anyone. For the introverted Frank it was a hornets’ nest.

Most of the time the arguments were about money. Frank’s cabinetry job paid well, but he and Helen spent it faster than he made it. A hundred fifty bucks a week got gobbled up by an expensive car payment, rent, food, and three kids who constantly needed clothes and shoes. Helen worked part-time at Branch’s Pharmacy downtown, but she often blew her whole paycheck in the store on toys and candy.

As a WW II vet, Frank was eligible for a low-interest mortgage via the G.I. Bill. A home they could’ve called their own would have provided security and stability and let the Martinis put down roots. He never applied, though, and Helen never stopped chiding him about it. Instead, the Martinis moved from rented apartment to rented apartment, one step ahead—and often behind—the landlord. Once, Helen found a nice place on Emerson Avenue on the city’s west side, and Danny luxuriated in his own room. A mere three months later Helen decided she wanted to move back to the garden apartment off Valley Drive they had just left.

The Martinis were nomads his entire childhood. He and his sisters changed schools at least every other year. Each transfer meant leaving close friends behind, forever. There was no social media in the 60s so their old friends might as well been living on the moon. Danny and his sisters learned to make friends easily; they had to. But then a new address meant starting all over again. At least they had each other.

Big sister Ann and Danny bonded over music. Like millions of others, they sat enraptured in front of the TV that early Sunday in February of 1964 and watched the Beatles change the world when they performed for the first time on The Ed Sullivan Show. They both loved the Beatles, Motown, and the glorious mélange of styles that was AM Top 40 then. Ann’s treasured transistor radio played constantly as she flipped between the two popular music stations, WOLF and WNDR. If the radio wasn’t on, that’s because a stack of 45s was playing on her secondhand Zenith portable record player. If the record skipped, she employed the fix familiar to anyone from that era—a nickel on the tonearm.

The kids had each other, and they needed each other. Helen’s mercurial nature and low tolerance for stress meant that while she often rampaged over some minor problem she was far more often fun and playful. She unquestionably loved her children, and they knew it. She taught the kids the Golden Rule, even if she couldn’t always follow it herself. The kids learned from her to empathize with the less fortunate. But her moods put the whole apartment on edge.  It didn’t take much to set her off and when that happened, the whole family paid dearly. 

There was never any physical abuse but the emotional and mental damage was just as bad and left virtual scars. Helen and Frank’s arguments often escalated from simmering anger to full-volume rage. They screamed vile, hurtful things at one another, things no kids should hear. Often the arguments were accompanied by flying objects and broken things and the place was trashed. The three kids screamed and cried, huddled together on the stairs, convinced each time that this argument would end in violence. One time, Frank pulled a long kitchen knife and held it to his stomach. “C’mon Helen, is that what you want? I’ll do it!” When that yellow-handled knife later made a more prosaic appearance, Danny got a chill. He never forgot that knife.

Even when the kids weren’t worried about their parents killing themselves or each other, they were still looped in on Helen’s adult concerns.  There was no buffer in the Martini household between kids’ worries and adult worries. If the rent was late, the utilities were due, or the cupboard was bare, the kids were acutely aware. She verbalized every problem instead of shielding the kids. They felt anxious and uncertain with worry. Are we gonna get evicted? Ann, Danny, and even June couldn’t just be kids, with kid problems. 

Fear and anxiety, uncertainty and instability. Constant companions. 

Helen’s tantrums extended beyond her family. She frequently argued with the neighbors, sometimes to extreme results. Helen strutted around the apartment complex one day clad in a two-piece bathing suit that showed her enormous Caesarian scar, worn as a badge of honor for all to see. See what I went through for my kids?! 

Busybody neighbor Doreen offered her unsolicited opinion. “Helen, you are too old to wear a bikini!”

Big mistake, Doreen. 

“It’s not a bikini, you bitch!” Helen shouted, and then reared back and slapped “that bitch Doreen,” which is how she referred to her neighbor in endless gleeful retellings of the incident. Unfortunately, That Bitch Doreen called the cops and Helen spent an hour in a cell before poor, put-upon Frank bailed her out.

He almost didn’t. “You put yourself there! Rot in there!” Frank yelled at her through the bars.

“That Bitch Doreen” became a catchphrase with the Martinis. It probably would have been a meme 60 years later. Danny always joked that if he won the lottery, he’d spend millions on the best thoroughbred racehorse he could find and enter it in the Kentucky Derby, just so he could hear the track announcer say, “And here comes That Bitch Doreen on the rail!” 

Yes, Helen had a sometimes ferocious temper, but she was a great mother most of the time. She loved her kids deeply and completely. She did anything in her power for them. A nighttime ritual with Danny was for her to climb in bed with him and scratch his head until he dozed off, except she was usually the one who fell asleep. “Mommy!” Danny would say and jostle her hand to get her started again. 

Helen and June played dolls together on the floor for hours, and all three kids and Helen started their own impromptu dance parties, doing the Twist or the Monkey while Ann’s record player supplied the tunes. The kids would burst in, breathless, when the Mister Softee ice cream truck made the rounds and Helen never said no.

She was fun and when she was feeling well the apartment was a place of joy. She regaled the kids with stories and silly songs from her childhood, along with inappropriate R-rated jokes. She walked around singing Sinatra or Dean Martin songs so often that the kids learned the lyrics. She played rummy or Monopoly or Parcheesi with them. Helen really loved her kids, even if the pressures of parenthood meant she made some bad decisions.

But Helen was mentally and emotionally ill. She spent two short stints in a psychiatric ward—what she called “the nuthouse”—once before Danny was born and once in 1964.  In the mid-sixties medical solutions for bipolar people were crude and mostly ineffective, and commonly prescribed antidepressants were years away. Helen probably wouldn’t have taken them anyway.

While she was checked in, Frank juggled sitters, worked his 40 hours, and then played dad and mom to three needy kids. He did his best but was in over his head. Danny needed sneakers for gym class, so Frank took him to the Easy Bargain Center and without any idea what he was doing, bought Danny a pair of girls’ plaid sneakers despite his son’s protestations.

Once again one step ahead of the landlord, the family moved to a beautiful flat in a house on James Street, at the edge of  Eastwood, a village-within-a-city. Danny was eight.  As opposed to the boxy, noisy apartments they lived in before, this place felt like a real home. The apartment had fancy French doors, a chandelier and a closed-in sunporch that faced the busy street.

He loved the solitude of that sun porch and spent much of his spare time there. He read, drew pictures or colored in his coloring book out there. And he again had his own bedroom. As usual, the kids made friends quickly, this time with the Mirabelli family around the corner. Danny and June spent many summer afternoons in their pool. 

James Street was a busy east-west thoroughfare with steady, heavy traffic. Helen escorted Danny and June across James Street safely every morning and then let them continue the rest of the way to school on their own. One late March morning, June woke up with a stomachache. “Mommy, I don’t feel so good,” June said. Helen checked her temperature and her little girl had a slight fever.

“Danny, June doesn’t feel good so she will stay home today. I want you to stay, too,” Helen said. “I don’t want you crossing James Street by yourself.”

The kid who loved staying home from school decided, on this morning, he had to go. “Oh mommy, I’m a big boy. I can cross by myself,” said Danny. Despite Helen’s mild protestations off he went.

An hour later there was a knock at the door. Helen answered it and a Catholic priest, Father Minari, stood on the doorstep. Helen had a fleeting, guilty thought—Oh, he’s probably wondering why I don’t go to Mass. The reason was much, much more dire.  “Your son was hit by a Syracuse Transit city bus on his way to school and was rushed to the hospital. He may be dead, I’m afraid,” the priest told her.

That last part was wildly speculative, and unfortunate; Helen collapsed in a puddle of grief and despair, wailing and beyond inconsolable. She was almost immediately struck with a case of psychogenic aphonia—in layman’s terms, a hysterical loss of voice. She called Frank at work, croaked out the spare details, then took a taxi to Memorial, poor, sick June in tow. When she got there the news was marginally better. Danny was still alive but unconscious with a serious concussion. He broke his nose and lost three top teeth.  His prognosis was grim. Until he woke up—if he woke up—the doctors wouldn’t know what damage the concussion had caused.

Danny’s accident happened on Tuesday morning. Two excruciating days later he woke up early, on Thursday morning. He looked around the room and tried to get his bearings; he was obviously in a hospital, and sure felt like he should be.  But Danny’s first question wasn’t. “Where am I?” or “What happened to me?” but instead, “What day is it?”

The nurse said, “It’s Thursday.”

“Oh no! I missed Jonny Quest!” he exclaimed. Danny had never missed an episode of the prime-time kids’ animated adventure and feared his streak was broken. When her laughter subsided, the nurse—who had kids of her own—explained “No, Danny, it’s only Thursday morning. You haven’t missed it yet.” Only then did Danny get around to asking his second and third, less important questions; “Where am I? What happened?”

Danny spent about ten days in the hospital in a four-bed pediatric room. Next to him was a kid named Phil, who had a clef palate. Across the way was a cheerful bald kid named Mark.

Mark had cancer.

Danny thought about those kids for years, especially Mark. A kid with pediatric cancer in 1965? Probably long gone. Danny remembered both of them as chatty and upbeat despite their problems. They all became instant friends in that room, bonding over comic books and the Beatles and naturally, Jonny Quest. Kids are resilient.

Danny stayed home for another week, which was old hat for him. He bounced back amazingly quickly and then returned to school. He regaled the other kids with fantastic tales of his run-in with the bus, all completely made up because he didn’t remember any of it. Family dentist Dr. Wagner fitted Danny with a top denture plate. He delighted in flipping the plate out with his tongue in front of unsuspecting classmates.  A kid who can do that quickly rises to the top of the popularity list. 

Helen and Frank called a necessary truce during Danny’s crisis but once he was out of danger the battles renewed. Helen knew how to pick nits and one night she hit him with, “Why can’t you get a better job?” for the thousandth time. She was a broken record and it drove Frank crazy.

“Why can’t you quit pissing away my paycheck?” he retorted, as his voice rose. As usual, they began the battle in front of the kids.

Ann, the protective big sister, tried to shield the younger kids. “Come on, let’s go play dee-jay! Danny, you can go first!”

“I don’t want to. They’re fighting again!” he said and then started crying. Poor sensitive Danny. June took her cues from him and started crying, too. Ann put a Beatles album on anyway but the sounds of John and Paul were drowned out by the duo of Frank and Helen.

The next morning, while the kids were sleeping, Frank turned to Helen and said quietly and matter-of-factly, “I have to go, Helen. I can’t stay here anymore.” Even Helen agreed. Not only the love was gone, but just as important, so was the like. The Martinis separated for good two weeks later and Frank moved out in the middle of the night, with nothing but a small, sad suitcase. He left the kids a note that said, fittingly, almost nothing:

––––––––

[image: ]


I love you all, kids. I won’t be home tonight when you expect me but I’ll call you. Be good for your mom.

Love, Dad

––––––––

[image: ]


When the kids got home from school, Helen tearfully read them their father’s note and then waited for questions. She got them. 

“Mommy, why are you crying? You’re making me cry too,” said June, and sure enough she started weeping. The only thing she knew was that her Mommy was sad.

“What did Dad mean ‘he won’t be home tonight?’ Will he be home tomorrow?” Ann asked.
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