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To my husband, Mark, who is the glue that holds me together.













Chapter 1

THE ACCIDENT







So beautiful and peaceful was that bright summer’s day of July 1, 1991, when our lives were forever changed. My husband, Mark, and I were sitting on our deck looking out over the backyard that bordered woods as we reflected on the rewards of raising our daughters, Amy, thirteen, and Jenn, seventeen. There wasn’t often time as a parent to stop and evaluate where you were in life; busy schedules keep everyone on the go at a frantic pace. But that afternoon, there was a brief pause in our busyness to talk about all we had accomplished. Finances had reached a stable point. We owned our home in a kid-friendly neighborhood, and I’d started working part-time as an accountant, setting my own hours while the girls were in school. We were seeing what amazing people our children were growing up to be. Both girls were good students and well accepted socially. They were kindhearted, honest, and trustworthy. Ours was a loving family of two parents, two beautiful girls, and two Siamese cats. That afternoon, everything seemed perfect.


The phone rang; I ran into the kitchen to answer it. Amy was home in her room, but Jenn was off with friends. Whenever our girls were out of the house, I couldn’t let a call go unanswered.


“This is St. Luke’s hospital calling. There was a car accident, and your daughter has been admitted to the hospital. You should come right away,” said the woman’s voice on the other end of the line. I started screaming from the kitchen to Mark who was still on the deck, “There’s been an accident, we have to go.” I was frantic, scrambling to get my shoes on as he grabbed the keys, and we headed out the door. We raced to the hospital emergency room, my heart pounding. I was still hopeful that Jenn’s injuries would be minor.


We identified ourselves to the lady at the registration desk, and someone led us into a private office where a nurse with a serious face began explaining the extent of Jenn’s injuries. “Your daughter is unconscious and in critical condition. She has various injuries but most serious is the one to her head.”


I couldn’t breathe. Was this really happening?


The nurse went on. “I’ll take you in to see her now. Doctors will be in shortly to further brief you on the details.”


This was a nightmare: My daughter was not just hurt, she was in critical condition. I didn’t want too many details. I just wanted to see her.


I’d never witnessed a person in critical condition, so I was unprepared for the sight awaiting me as I entered Jenn’s room. Machines monitored her heart rate and pulse. Tubes were hanging from various parts of her body. My beautiful daughter’s face was severely bruised, and her flawless skin was swollen. Her cascading blonde hair was matted with blood, and there was a nasty cut on one of her eyebrows above her closed eyes. Blood seeped through bandages on her right hand. Her breathing was shallow, and the only movement I could see was the slight rise and fall of her chest beneath her gown.


That was too much for me to take in. I moved forward in slow motion, each step affirming the reality of this terrible trauma. The only sound I heard was the beeping of monitors. In my mind, the ten steps it took to be by Jenn’s side stretched into a long corridor of void as I approached her bedside. All I wanted to do was touch her, hold her, and make all the bad go away.


We had only a few moments alone with our daughter before doctors arrived to explain that Jenn had suffered a traumatic brain injury and was in a deep coma. I began to understand that her life was a fragile step away from death.


THE AFTERNOON HOURS slipped away and, as the late evening approached, Jenn was moved to an ICU room where we began our vigil over her. Beeping monitors and the continuous flow of doctors and nurses kept us alert for any change that would signal a turn for the worse. The medical staff could not offer anything other than the fact that she was alive. Mark and I clung to each other, our faces saying more than words ever could.


Within twenty-four hours of the impact, Jenn’s brain began to swell, causing even further damage. Blood rushed to her brain, the body’s way of preserving its most precious organ. On the second day after a long night at her bedside, her neurosurgeon told us, “Your daughter needs brain surgery to relieve the pressure in her skull.”


The words “brain surgery” were crushing—it sounded more like a death sentence than a way to save my daughter’s life. “Oh, my God, is there any way to avoid this?” I asked as tears flowed down my cheeks.


“No, her life depends on this surgery, and every moment we delay, more damage is taking place. She also needs to be put on a ventilator to help with her breathing; this will be done at the same time. The risks are great that she might not survive the surgery, but doing nothing would be a grave mistake.” We read the urgency of the situation in his words and the sad sullen expression on his face.


With no other choice, Mark and I signed a release for the procedures. The doctor grabbed the document, directed the nursing staff to take us to the surgical waiting room, and then quickly disappeared down the hall to the operating room.


We huddled in the waiting room clinging to each other as we watched the hands on the wall clock tick slowly by. “It’s horrible not to know how the surgery is going,” Mark whispered.


“It’s taking so long,” I whispered back a short time later. I looked at my watch—we’d been waiting an hour. I felt wretched; my stomach seemed to be lodged in my throat. They’d told us it would take two hours, but as the minutes ticked by, I began to feel physically ill. The stress of the past twenty-four hours weighed heavily on my mind and body. I felt ready to collapse. A nurse came in to check on us and bring us some snacks. Something about my demeanor must have alarmed her. She sat on the sofa next to me and took my vitals. Assured that I wasn’t going to pass out, she walked out of the room, leaving Mark and me with food we had no appetite for and a silence that was deafening.


I was trying to deal with overwhelming anxiety, but as I looked at Mark sitting next to me, I was comforted by his presence. My loving and tender husband, who was in so many ways my better half, was suffering just as much as I was. It was written all over his face—eyes downcast, mouth tightly drawn. A new line of despair creased his brow. Stubble from his beard was beginning to appear on his face. His dark curly hair was uncombed. My handsome warrior was shaken, and his facade of physical strength showed cracks. I reached for his hand which was always available for me to hold and gave it a squeeze—my way of saying, We’ll get through this, somehow.


After what seemed like an eternity, the doctor came to tell us that Jenn was in the recovery room. At last, we could take a deep breath.


“Your daughter did well through the surgery, but she’s in critical condition. It’s watch and wait for the next few hours.”


The surgeon explained that a three-inch-diameter piece of her skull had been removed to drain the bleed and then put back in place. “If this doesn’t relieve the pressure, I will have to drill holes in her skull to allow the brain to protrude through them until that swelling goes down.”


He also explained about a brain monitor that he implanted into the base of her skull to track the swelling. We listened and exchanged worried glances. It all sounded terrifying.


After another hour, Jenn was moved back to the ICU, and we returned to her bedside. To see her again and know that she was still with us brought another flood of emotions. Mark and I held each other as we stood watching the brain monitor screen and praying for God to spare her life and let us keep our daughter. Neither of us wanted to leave her side as we patiently waited through the night, her beeping monitors our only comfort, as they assured us she was still alive.


DURING THE COURSE of the past thirty hours, neither Mark nor I had returned home. We knew we needed to make contact with our daughter Amy, so we called her from the payphone down the hall from Jenn’s room in the ICU. Mark did the talking as I couldn’t hold my emotions in check long enough to get any words out. We didn’t want to scare Amy unnecessarily, but we knew that she had to be told enough to help her understand the situation was serious.


I listened in as Mark called her. “Amy, how are you doing?”


“I’m okay dad. Cara is here with me, but how is Jenn?”


“Well, it’s serious, really serious. Your sister is unconscious and in a coma. One of her fingers is in bad shape and needs surgery in the coming days, but for now, they want to let her recover a bit more before doing that. Mom is here beside me and sends her love. We don’t know when we will get home so call the neighbors if you need anything.”


“No worries, Dad, I’ll be fine. Stay with Jenn and let me know if anything changes.”


It was not surprising that Amy was so composed. Independent from the time she could walk, our petite, younger daughter was always confident and, throughout her short thirteen years, had shown us she was more than capable of taking care of herself. Wise beyond her years, she was sweet and lovable but not someone who could be taken advantage of because of her size. Her less than five-foot frame disguised the powerhouse personality that resided in her small body. Unlike her sister who was five-six, Amy was petite and not likely to catch up to her sister in height.


We didn’t press Amy to come to the hospital. We felt Jenn’s condition was too distressing for her to see. Amy was strong, but we didn’t want her to see her parents so emotionally shattered. We suggested she wait a few days before visiting her sister.


TWO DAYS AFTER the accident, the hospital called us into the business office and said we would need a lawyer. Expenses were accumulating and we had already exhausted any accidental insurance coverage. Really? We had to deal with this too, money and bills, when all we wanted was to be with our daughter?


Thankfully, I knew of a legal firm who could represent us and gave them a call. One of the attorneys from the firm, Marc, came to the hospital almost immediately to gather information. Once the legal team was in place, we were never questioned or harassed about the rapidly mounting medical bills. The law firm gave us the liberty to deal solely with the crisis of our daughter’s injuries.


Marc came to the hospital often to consult with us and to check on Jenn’s condition. Like us, he was in his early forties, sporting dark hair that had yet to see any touches of gray. From the first time he came to the hospital, I felt he connected with us emotionally and professionally. He seemed to truly care about us and our daughter.


It was through him that we learned the details of what had happened in the accident. The most significant information he gave was that the other vehicle was a cement truck, and that driver was at fault, causing the accident. “Tire marks show the truck was in the middle of the roadway and speeding,” he explained. “We are going to file a lawsuit immediately against the cement company. We also need to file suit against the young driver of the vehicle where Jenn was a passenger to have access to her liability coverage.”


Marc explained more of the situation to us: “Here are some of the facts as I know them. The day of the accident presented no adverse weather conditions to obstruct the visibility of either driver. The accident happened on Toleman Road at the tight curve with a slight incline just north of Washingtonville. Drivers have to use extra caution to successfully navigate that section of the road because they can’t see traffic approaching from the other side until the last few seconds when they come to the top of the hill.”


My husband and I knew the exact section he referred to. It was poorly designed to handle the constant flow of traffic that had come with the influx of development in Orange County, New York.


Marc continued, “With the truck straddling the middle of the narrow roadway, Jenn’s driver had few options. Straight ahead was the truck. On her right and just next to the outer part of the curve was a fence and a house five feet from the edge of the asphalt. On her left was a shoulder embankment—she went left, away from the truck barreling down on her, but that put Jenn in peril. The truck slammed into the passenger side, and the high off-road bumper crushed the roof of the car into Jenn’s head.


“When the rescue teams arrived, they found the truck driver uninjured. Jenn’s driver had a severely broken arm and was in shock, leaving her unable to identify Jenn, who was unconscious and pinned inside the crushed car. They had to extract Jenn from the vehicle using the jaws of life before taking her by ambulance to the hospital.


“The police report indicates the truck driver was at fault. It’s an ongoing investigation, and I will fill you in on other details as they come to light.”


As Marc talked about the accident, images of Jenn crushed in the car flashed into my mind and were beyond painful to process. But hearing his words placing guilt clearly on the truck driver stirred a new emotional response in me—rage!


I knew one thing for certain, I didn’t want anything to do with the truck driver. I alerted hospital staff and Marc to keep the truck driver from coming near us. “We want no notes, no visits, no contact. We don’t want to know his name or what he looks like.”


I was so enraged with this driver I couldn’t bear to have his image permanently implanted in my mind. I didn’t want to see this person out in public at the grocery store, mall, or on the street and be reminded of what he’d done to our daughter.


IT WAS PAINFUL FOR us to hear the circumstances of the accident that put Jenn in harm’s way. We knew that she and her friends were taking an exchange student classmate to the Newark Airport for a return flight to her home in Spain. Jenn, Rachael, and Jenn’s boyfriend, Greg, were headed home afterward. Marc filled us in on the scenario: “They’d dropped Greg off at his house, leaving the two girls traveling alone on the narrow winding country road back to your home, and then the worst thing imaginable happened.”


Jenn’s reaction to the impending collision must have been to put her hand over her face—we could see the evidence clearly on the hand she used to cover her right eye. Her ring finger was crushed, and plastic shards from the mangled dashboard had pierced her hand in various places.


The finger required surgery by a hand specialist to repair it as much as possible, but this procedure was delayed until a week after the accident when her condition was less fragile. The ring she wore and the finger structure helped to absorb some of the impact from the collision, perhaps even saving her life. But her head took such a hard blow that the bone structure around her right eye was fractured. The neurosurgeon told us that the orbital bones would heal on their own, “But important neurons were ripped apart as her brain smashed into her skull. The damage is significant and life-threatening,” he told us, trying to put everything in perspective.


WORD ABOUT JENNIFER’S accident quickly spread throughout our community. Over the coming days, friends gathered by her bedside. Gifts of stuffed animals, cards, and flowers quickly filled the room with the loving support of those who cared deeply for her and our family.


Greg visited daily, usually bringing Amy with him. It was cute how over the course of his courtship with Jenn, he’d always treated her younger sibling as a little sister. At six feet tall, he towered over Amy. Mark and I absolutely loved this guy. He was soft-spoken with a gentle nature that perfectly matched Jenn’s personality. When giving him a hug, you could feel his muscles, making it easy to guess that he spent hours working out with his weight-lifting equipment. He and Jenn were quite the handsome couple. Of course, I thought my daughter was a knockout, and Greg could have easily been a model with his thick, dark hair, strong brow, and deep-set eyes. What was far more important was that both were humble and personable, truly inclusive of all who were around them.


Jenn’s friend Rachael, the driver, and her parents came a few times, but that ended after they learned we’d filed a lawsuit against them. I wished they hadn’t taken it personally—it was simply a matter of securing the liability dollars held by their insurance company.


Two of Jenn’s close girlfriends, Lisa and Jayme, were among the first visitors. They were surprised to hear that authorities were unable to identify Jenn at the scene of the collision. “Jenn didn’t go anywhere without her purse, so why wasn’t it found and her license used to identify her?” Lisa asked.


“Our lawyer said the authorities looked for it in the car and around the accident site, but it wasn’t there,” I explained.


“What? That’s ridiculous. It has to be somewhere,” Jayme added.


“We’re going to look for it.” Together they decided to help piece together more details about the accident by finding the purse. It meant a lot to us that they would do that.


The two girls went to the accident location and spent hours scouring the area, but like the police and firefighters, found nothing. If the purse wasn’t at the accident site, then it had to be in the car. They went to the auto wreckage yard and began carefully searching the crushed vehicle. It turned up nothing, but they took on the search as a mission. Finally, their efforts paid off. They found Jenn’s pocketbook wedged up under the dashboard. It had survived the crash, undetectable to others who didn’t have the same determination to find it.


Retrieving the purse might seem like a small matter, but it took on a more meaningful role to me. This personal item represented who Jenn was before fate had put her in harm’s way. As I held it, I was holding the daughter I had before the accident.


DURING THOSE INITIAL hospital days when Jenn was in critical condition, I was crushed with agony. It took superhuman effort to compose myself enough to eat, sleep, or put one foot in front of the other to get through my day. How could people continue to be happy and enjoy things when my whole world had come crashing down? My mind and body cried out for me to collapse into a useless bundle of flesh. But I knew I had to hold everything together to help rally my daughter, who was fighting for her life. I functioned marginally. My total focus was on Jennifer and getting her to live.


Life-support systems were in place. Jenn was on a ventilator, and a feeding tube was inserted into her abdomen. All this was done even as the hospital pressed us to sign a release form for Jenn’s organs to be donated in the event of her death. Every day that she survived was a day we did not have to face the unthinkable. This intensity lasted for ten days as the coma persisted, and the outcome continued to be uncertain.


Neither Mark nor I spoke the word death out loud; it was too painful to even imagine. Instead, we tried to latch on to the simple things the hospital’s physical therapist showed us to do to keep Jennifer as limber as possible.


“You can help stimulate her brain as well as keep her from stiffening up by moving any and every joint of her body. Take her legs and move them up and down, in and out. Flex her knees and wiggle her toes. Bend her elbows and fingers.”


I loved this advice and took it to heart. From that point on, we were constantly moving Jenn and touching her. We encouraged her visitors to do the same. Working to preserve the range of motion in her limbs was a great distraction and made us feel we were doing something that could have a positive result.


After ten days, Jenn’s eyes opened, and she slowly began to emerge from the darkness of her coma into a higher level of consciousness. She didn’t respond to verbal commands like “squeeze my hand” or “blink your eyes,” but she began to acknowledge sounds by turning her face toward them. With each passing hour and day, Jenn moved her hands and feet a bit more, and soon she was flailing around in her bed, her hands reaching to pull the tubes out of her body and picking at the bandages on her finger. We began to have hope. She was going to live, and we expected her recovery to bring her back to her original self, even as the neurosurgeon emphasized that it would be a slow process, and there would most likely be some disabilities resulting from her injury.


During the days Jenn was in a coma, it would have been easy for me to slip into a state of total despair. I teetered on the brink of sanity, but as quickly as dark thoughts came, I replaced them with the reminder that there was something bigger than myself at stake. At last, after all Jenn had gone through and the throes of death that she’d escaped, I had a daughter who was going to live. She would need me to help in her recovery. Our younger daughter, Amy, also still needed parenting and a family to help her—I knew that she too would be greatly affected by this tragedy. Life was moving on, and I needed to be engaged with everything that might unfold in the future.













Chapter 2

ON A NEW PATH







After a few gut-wrenching weeks of uncertainty, the doctors upgraded Jenn’s condition from critical to stable. She was weaned off the ventilator, and hospital staff told us it was time to relocate her to a rehab facility. The best fit for someone with her low level of function was the Hillcrest Rehabilitation Center located in Milford, Pennsylvania, an hour’s drive from our home in New York. They would help her relearn the basic life skills of eating, sitting, walking, and communicating. She still hadn’t spoken a single coherent word since the accident, only muttered garbled sounds.


It was hard to see Jenn in such a greatly impaired state when she first went to Hillcrest. She seemed dazed, barely aware of her surroundings. With little control over her body, she was like a rag doll, unable to hold herself erect, and she made random, nonpurposeful movements with her arms and legs. Placed in a wheelchair with a large tray table on the front to keep her in a somewhat seated position, she flopped around or slumped to one side. A towel was clipped to her shirt to catch the drool that streamed from her gaping mouth. It was painful to see that she was unrecognizable as her former self.


Jenn was not following verbal commands, so a speech pathologist, Lori, was assigned to her. She was a darling woman, with short, curly, brown hair, a gentle nature, and soft voice. She’d had eighteen years of experience and looked forward to working with Jenn. What neither of us knew at the time was that all her hard-won experience would be tested to its limits by her new client.


Lori’s sessions began immediately upon Jenn’s arrival at the facility. We watched as she first tried to make eye contact with Jenn and get her to respond to simple commands. Holding Jenn’s head in her hands, she said, “Jenn, look at me. Jenn, can you hold your head up?” Lori repeated these commands many times, but Jenn played no active part in the process and made no response. Other therapists faced similar challenges in trying to get her to follow their directives.


It was difficult and heartbreaking being around someone in a semiconscious state. It was as bizarre as it was frightening. She seemed to be suspended in limbo, swimming in the murky waters of her coma and still fighting to reach the surface. The Hillcrest staff tried to reassure me they had seen this before. They understood she was working her way to a higher level of function, and the stimulation that all of us were giving her would help her in this battle.


Jenn’s right hand began to curl into a fist, and her right arm showed signs of atrophy as she held her arm tightly against her body. In occupational therapy, she was noncompliant. These sessions were all about being touched and seemed to be painful to her—she would jerk back or make a sound of distress as they worked on her range of motion. Her therapist, Donna, drew upon her youthful strength to treat her combative client. Even something as benign as having her hand held open to be measured for a splint set Jenn into a fit of rage. Yelling, and using all her extremities to try and free herself, Jenn showed a strength that wasn’t apparent when she was slumped in her wheelchair. Donna also began stretching the tightened arm, wrist, and fingers. The sessions were painful to watch, as Jenn screamed and fought with all her strength. I knew her arm and hand needed the therapy, but it still brought tears to my eyes as I watched each session and silently grieved for the pain my daughter had to endure.


Physical therapists concerned themselves with Jenn’s posture and a right foot that was flexing downward. Her ankle was tight, and like her arm and hand, needed to be stretched. She moaned and fought them too, but I could tell that her protests were not from pain but from annoyance at not wanting to be touched. They were also trying to show Jenn how to use her hands and feet to move her wheelchair. For some reason, she was slightly more cooperative with that part of the session.


SLOWLY OVER A few weeks’ time, Jenn began to work her way out of the fog. No longer were her eyes glazed. We could see her concentrate on things taking place around her. Her movements became more purposeful, and she held her body erect. A tray was no longer needed to hold her in place, and she was starting to regain control over her arms and legs. The drooling was gone, and she began to make facial expressions, even happy ones like smiling.


Mark and I had been solely focused on Jenn for weeks, but the time had come for us to consider how the changes in our family’s life were affecting our younger daughter, Amy. Although she gave no outward appearance of being depressed, as concerned parents, we thought she might be suppressing her emotions which could lead to problems in the future. We felt obligated to send her to a child psychiatrist to get a professional opinion about how she was handling our family situation. We didn’t want to be remiss in attending to her mental well-being.


Although the talk therapy seemed to be a good idea, after a couple of sessions, Amy became disenchanted with the whole process.


“He keeps asking me if I have thoughts of killing myself, which I don’t,” she said. “He talked about someone in my condition to which I got mad and said, ‘I don’t have a condition. My sister was in an accident. That’s not a condition.’”


It was clear she wanted to end the sessions. “I think he’s stupid, and he isn’t doing anything positive for me!”


With that in mind, and the confirmation from the psychiatrist that he detected nothing alarming, we discontinued the psychiatric visits. In fact, our Amy was incredibly resilient for a young person who’d seen such a harsh reality of life. We had no immediate family in the area, but she’d formed a strong reliance on both her own and Jenn’s close friends for support. No doubt Amy’s upbeat personality also propelled her in a positive direction. The comfort from those dedicated friends helped our thirteen-year-old Amy survive and continue to thrive as we moved forward with Jenn’s recovery.


MARK WAS A teacher, so when the school year started for him and Amy, I continued to go to Hillcrest every day on my own. I wheeled Jenn to her various therapy sessions and tried to be a quiet observer, sitting off to the side so as not to disturb either her or the therapists. The staff often wanted to engage me in conversation, explaining what they were doing and why. I found it fascinating and appreciated the information they shared.


Because of the orbital fractures sustained in her accident, Jenn’s right eye was slightly skewed outward. The in-house doctor told us this would give her double vision until her brain adjusted and compensated for the damage by eventually ignoring the signal it received from that eye. I didn’t understand how efficiently her damaged brain would be able to accomplish this task, but I trusted he knew what he was talking about.


To help in this compensation process, nurses began covering Jenn’s skewed right eye with an adhesive eye patch, forcing her brain to work with the left eye alone. Having a bandage placed over her eye didn’t set Jenn off like other therapies did, but she immediately pulled off the offending eye-cover. The nurse would put it back on just to have her pull it off again and again. “No, Jenn, leave it alone,” she instructed while holding Jenn’s hand so she couldn’t get to the patch. Now Jenn was mad; once again someone was touching her and trying to force her to do or not do something. She screeched and twisted to free herself. Once the nurse released her hold, Jenn left the patch on and seemed content to just not be touched anymore. But when she was out of the nurse’s line of vision, Jenn ripped it off and discarded it in a trashcan. Sometimes she went farther down the corridor, dropping the patch on the floor, or hiding it behind another client’s wheelchair or under the cushion of her own wheelchair. It was like a broken record throughout the day: putting the patch on, and Jenn taking it off.


Hillcrest also had a computer program designed to retrain the eyes to work together. Jenn looked amused playing on the computer, pushing the buttons or moving the curser around on the screen. It was never clear if the program helped her vision, but it seemed a fun reprieve for her from some of the other unpleasant things people were making her do. Jenn overcame whatever visual difficulties she may have had rather quickly and never displayed dizziness or fainted. She did have some episodes of car sickness when we took her on short outings during those first few weeks at Hillcrest, but they quickly subsided.


Now that Jenn was more alert, Lori’s communication sessions took on a different role. It was important to see if Jenn understood what was being said to her and to find a way for her to express herself.


In one of the exercises, Lori held up three different colored cards in front of Jenn. “Give me the green card, Jenn.”


Jenn grabbed one of the cards, rubbed it on her forehead and threw it to the side. Lori tried again, but Jenn’s choices were random; she showed no understanding of having picked the correct color, if in fact she had.


“Jenn, put the card in my hand,” Lori said as she held out her palm. Jenn showed no pattern of understanding. Again, she took a card, rubbed it on her face and discarded it.


Lori also started trying to help Jenn relearn how to talk. “Jenn, can you say ‘ba,’ say ‘ba’ Jenn.”


Other than moaning, Jenn made no attempt to copy the sounds Lori made. Despite all her years of experience, Lori told us she was puzzled by her new client. “I never had a person who lacked both receptive and expressive language skills. It’s always one or the other, not both. This is going to be interesting.”


As a speech pathologist, Lori was also responsible for eating and swallowing skills. Jenn showed no interest in food or drink and would not allow anything to be brought near her mouth. In fact, eating became the most urgent thing for her to master, as her feeding tube was becoming problematic and needed to be removed.


How do you start teaching a person one of life’s most basic instincts—eating? The standard procedure starts with giving them puréed foods, taking care to keep the client from choking. Learning to eat is complicated, requiring control of the tongue, moving food around in the mouth and down the throat. But first a client must open their mouth to let the food in.


Lori began by placing sour lollipops on Jenn’s lips, testing to see if she would open her mouth to taste them. Very resistant to any oral contact, Jenn turned her head and clamped her mouth shut. Day after day, Lori tried to entice Jenn to open her mouth with different flavors of lollipops, but nothing worked.


During this time, Jenn had learned to skillfully maneuver herself up and down the hallways of the facility in her wheelchair. She roamed freely as if it were an adventure. She rediscovered everyday things like doorknobs, light switches, and the elevator call button. She seemed to study each new thing, touching it and carefully running her fingers over the surface to see what it might do. When she figured out how to use a light switch, she went up and down the hallways flipping them off and on, but no matter how many times she flipped a particular switch, when she left the area it was always in the off position—a lesson learned from her childhood—turn the lights off when you leave a room. She tested doorknobs and loved when she was able to open up a door and peek inside. The world seemed to be an entirely new and fascinating place to her.


One day as she wheeled by a nursing cart, the nurse handed her a lollipop. Everyone knew that the speech therapist was trying to get Jenn to start eating, but the usual routine was for Jenn to take the treat and then deposit it somewhere along her path as she rolled on down the hallway. But this time, Jenn willingly stuffed the lollipop into her mouth. Crunch, crunch, crunch, and it was gone, consumed in seconds by the girl who had wanted nothing to do with food up to that point.


Nursing immediately consulted with Lori to find out if it was safe for Jenn to do this. “Don’t give her any more until I see her tomorrow and check out her ability to swallow,” Lori instructed. Even her words of caution didn’t dispel the excitement that rang throughout the facility as everyone recognized the huge step forward Jenn had taken in her recovery by eating something—anything.


In Lori’s next session, she and I watched as Jenn quickly consumed lollipops as soon as they were handed to her. After Jenn’s first taste of the sweet round ball on a white stick, she seemed to know what it was and eagerly accepted any that were offered. “It’s pretty obvious that she doesn’t have a problem with swallowing,” Lori confirmed.


But lollipops do not a balanced diet make. Lori moved her next session to the dining room for more space and easy access to the kitchen. New foods were offered—the puréed kind normally used to reintroduce a client to eating. But Jenn clamped her mouth shut and turned her face away from the offending muck. Lori quickly concluded that a whole new approach would be needed to teach her resistant client to eat something other than lollipops.


“Bring me some Cheerios,” Lori called to the kitchen staff. “Let’s see if they work,” she laughingly said to me as I sat watching the session.


Taking a single Cheerio, Lori held it up for Jenn to see. “Eat, Jenn,” she said before putting the Cheerio in her own mouth. Then she tried to take Jenn’s hand and put a Cheerio in it but made the cardinal mistake of touching her and trying to force her to do something. Jenn’s facial expressions were very animated by now, and she employed them to send a clear message where words evaded her. She leaned forward, got right in Lori’s face and with a scornful look loudly groaned at her and quickly tucked her hand down into her lap.


“Okay, okay Jenn, I get it. I won’t touch you. You do it.”


With that Lori picked up another Cheerio and put it in her own mouth. She then pointed at one on the table and said, “Eat, Jenn.”


After a couple of tries, Jenn picked up a Cheerio, put it in her mouth, chewed and swallowed it. She then gave Lori a little smirk as if to say, “Look who’s in control here,” or that was the way Lori and I interpreted it. We both started laughing and, to our added delight and surprise, Jenn joined in with us.


Had I really just laughed? It was a new feeling, something I hadn’t done in months.


The session continued with Lori having a Cheerio, then offering Jenn one. But not all of Jenn’s morsels ended up in her mouth. Some went in while others were dropped on the floor. Leaning over the side of her chair, she seemed fascinated by dropping them and watching them fall. Was she calculating the distance? Was she wondering how to get them back? I couldn’t tell, but for some reason, one of every two or three Cheerios had to be dropped. Then unexpectedly, she winged one right at Lori, hitting her in the glasses. Of course, Lori had a startled response, which Jenn apparently thought was hilarious as she broke out laughing. Lori tried to keep her composure to not let Jenn see the laugh she was holding back and hoping wouldn’t escape from her lips. In a soft but stern voice and with a wagging finger, Lori tried to correct her. “No Jenn, no throwing.”


That wagging finger was too much of a temptation for Jenn, she leaned forward with her mouth open as though she were going to bite it. Jenn was known to have bitten people recently; she had gotten me a few times. The attendants who took care of her daily hygiene were the main victims of this oral defense system Jenn used to keep people from doing things to her like brushing her teeth or combing her hair.


Knowing about the biting, Lori quickly withdrew her finger, but from Jenn’s expression, I don’t think biting was really her intension. I’m not sure what she might have done, but she was in a playful mood, so I don’t think she was going to be vengeful.


As the days rolled ahead, it was fun to watch as Jenn became more willing to open her mouth and try the new foods Lori offered her. But if they were soft in texture, she quickly spit them out. When given a spoonful of ice cream, she left her mouth open, tongue out, and let the yucky stuff melt and drip off the end. Mashed potatoes must have felt nasty, as they were violently spit out, fortunately to the side and not at Lori. Raw vegetables were easily consumed, but meat was rejected. Hard and crunchy options were the only foods that she tolerated.


Lori also had to teach Jenn how to feed herself, which meant the dining room began to look like a school cafeteria after a food fight. Rejects became missiles of flying food globs. At times, it seemed Jenn even took careful aim and made people targets for the utensil or food item she was trying to launch as far away as possible.


Slowly, foods became tolerable, and in a relatively short time Jenn went from needing a feeding tube for all her nourishment to eating anything and everything she could get her hands on. Everything! She even tasted some nonedibles, like the crayons, pens, and the watch that we had her wear. Oops! Jenn didn’t seem to be able to distinguish food from other objects that came into her range. Fortunately, this phase passed quickly, as it was a scary safety issue. But it did help me recognize just how foreign the world was to my daughter. She had to learn even the simplest of things like determining what was food and what wasn’t.


IT WAS TIME to start helping Jenn relearn how to stand and walk. But, unfortunately, the physical therapy room must have looked like a torture chamber to her—she wedged herself in the doorway using her outstretched arms and legs to resist being pushed through the opening. It took two people to untangle her from the doorway and successfully usher her into the large well-equipped therapy room. Once inside, the therapist helped her to lay on a table before strapping her down. The table lifted her upright and held her in a standing position for several minutes. This treatment helped Jenn adjust to the upright stance and feel her body weight on her legs. Once the table was upright, Jenn seemed to relax, and a smile would come to her face. In a matter of a few weeks, they had her try walking.


Standing behind Jenn’s wheelchair, I watched as two staff members, one on each side, helped Jenn to her feet. With one steadying her, the other therapist lifted each leg and placed it on the floor. It was an exciting moment to witness her first steps, and I cheered her on, encouraging her with a round of applause. My response seemed to have a positive effect on her willingness to work with the therapists. Perhaps it reassured her, as she became more compliant and allowed them to manipulate her legs and feet.


Because of the injury, Jenn was prone to toe walking. Rather than placing her heel down at the start of each step, Jenn instead put her toes on the floor first, particularly with her right foot. By repeated correct foot placement, the therapists worked to reprogram Jenn’s brain in proper gait movement. Within days, with the help of an assistant holding her steady, she was moving her legs on her own—not perfectly, but with purpose. Squeals from a happy Jenn echoed around the room as she seemed to recognize that she was gaining a new control over her body. She seemed eager to keep learning this new walking thing.


Several times a day, an assistant would help Jenn out of her wheelchair and, using a PT belt secured around Jenn’s waist, would walk her up and down the hallways. The physical therapist was trying to hold Jenn back from walking alone until her gait was right, but after many weeks of training, it was clear that wasn’t going to happen. So, to prevent Jenn from toe walking with her right foot, she fitted her with an ankle brace that didn’t allow the ankle to flex, therefore not letting the toes down before the heel. Jenn was tolerant of the brace, had the strength to walk on her own, and showed that she had no balance issues. So the therapist gave her approval for Jenn to be allowed to ambulate independently. At last, Jenn was free of her wheelchair.


With the new mobility, we were able to bring her home on some Saturdays for an overnight. Walking Jenn into the house that first time was monumental. She needed assistance navigating the steps along the driveway, at the front porch, and up the short flight once inside the house. But with Mark on one side and me on the other, she was easy to help.


It was wonderful but exhausting to have her home. Mark slept on the floor in her room to be sure she wasn’t getting up or didn’t fall out of bed during the night. Throughout the day, she required constant supervision and interaction. Sitting her on the living room floor, we brought out old toys from her childhood that we hadn’t yet disposed of and let her rediscover the noises they made and the way they felt. She particularly liked opening containers and finding small treasures inside. We liked keeping her stimulated and entertained. Her curiosity as she checked out each item was reminiscent of the reaction our kids had as toddlers—but this realization was both sobering and encouraging. We knew her curiosity would move her forward in recovery, but it was still hard to see how regressed she really was.


The six-inch-square wooden box that she and Dad made in the garage when she was a kid was a favorite. She opened the metal clasp without a problem and was quick to dump out the random items we put inside. She laughed and smiled as she picked each thing up. The small spongy ball was given a squeeze, a shake, and tossed aside. The Lincoln Log was of little interest and was quickly discarded. She didn’t like the playing cards either until Mark flicked one up in the air, which she found hysterical. She picked up one and successfully mimicked him by flicking it a short distance. She eagerly engaged in this newfound activity and began flicking cards all over the place. She seemed fascinated to see how far she could propel them. Her dexterity to carefully fold each card just the right amount to launch it in the air astounded us.


We were challenged to find new activities and things for her to explore. Amy liked playing mini basketball with her sister. A small hoop was hooked on the back of a kitchen chair making it reachable from the floor or sofa. The soft padded ball would do no harm if Jenn decided to throw it at a lamp or person. The girls would take turns throwing the ball at the basket, sometimes even getting it in. Amy had to do all the retrieving and Jenn liked taking more than her fair share of turns. But we could see that Amy was thrilled just to be able to get Jenn to smile or laugh; she wasn’t concerned about turns.


Friends often came to visit when Jenn was home, especially Greg. He would sit on the floor with her and fling cards at a target, roll balls back and forth, or hand her pieces of a wooden puzzle for her to assemble. Jenn was happy to interact with him or other friends when they came; she smiled, laughed, and giggled, but there didn’t appear to be any special recognition of these people. Her reaction to them was no different from her reaction to the therapists at Hillcrest.


Come Sunday morning, we drove Jenn back to Hillcrest where we would spend the day with her as a family.


THE MILFORD PLACEMENT was not only a healing place for Jenn, but also for Mark, Amy, and me. We were surrounded by other suffering families who understood that a good day didn’t mean everything was going to be all better. We all knew that one small step in recovery by anyone’s family member was significant and was celebrated as a notable accomplishment by everyone there. Bad days came too: seizures, behavior outbursts, additional surgeries, infections, and questions, always questions: Where does all this lead?


Little did I know that, as a result of the time we spent in this unique environment, Amy’s life would find direction that would serve as a guiding force in her future. She watched how the therapists broke down everyday tasks into simple steps so the client could relearn each part of a skill. Something as mundane as using a fork to eat was made up of many separate and sequential actions that these clients no longer remembered: which hand to use, which end of the fork goes into the food, how to pick up a food item with this utensil, how to bring it into the mouth, and finally how to make the lips pull food off the fork. “I love the way therapists break down everyday tasks to teach these people how to do things,” she told us. “If they can’t learn a skill, it gets broken down into even smaller steps.”


Amy repeatedly told us that watching the problem-solving used in rehab was interesting stuff: “The way they help someone like Jenn, who presents so many unique challenges and doesn’t follow the rulebook in treatment, is amazing.” These observations made a lasting impression on Amy and would inspire her academic pursuits in the coming years.


Amy also found comfort in the other kids around the rehab center who were facing the similar situation of having a family member with a brain injury. It was late summer when we arrived in Milford, a time when all the young people came daily for visits.


Two young boys, Sidney and Marcus, became especially close friends. The two brothers told Amy the story of how earlier in the summer they were riding with their mom in the family car behind their dad, who was on a motorcycle. They saw him enter an intersection and get hit by an oncoming car. When a motorcycle and a car collide, the outcome for the motorcycle driver is never good, and that was the case with their dad—he was alive but had to be rushed to the hospital in critical condition. Like Jenn, he had suffered a traumatic brain injury. The boys shared details about how dealing with this tragedy had planted vivid images in their minds. Their world was turned upside down just like Amy’s, and how their future would unfold was unclear. Would their dad ever be the same? Would he be returning home anytime soon?


Those hot August days at Hillcrest were the best that summer had to offer for Amy, Sidney, and Marcus. Instead of hospital rooms and treatment centers, these friends could play outside or swim in the small pool of the motel next door that was available for Hillcrest families. This offered a much-needed break from the serious nature of all the indoor confinement they had experienced in prior weeks.


The Hillcrest facility was small, but it specialized in rehabilitating people who had sustained a traumatic brain injury. I had no idea how a brain injury presented itself in a patient, and it seemed unimaginable that this was the population that Jennifer now fit into.


Her injury did not look the way it’s scripted in Hollywood movies where a person wakes up after a blow to the head and is completely alert, their only repercussion being amnesia. Then a short time later, past memories become vividly clear, and the patient miraculously has a full recovery. Great stuff for a film, but it’s not the way a head injury works. For me, this was the only reference I had about what to expect for my Jennifer.


Starved for information on traumatic brain injuries, all the families who had a loved one at the facility were receptive to a special program provided by Hillcrest: lectures on head injury offered on weekends followed by a free luncheon for all to share. It gave families valuable information and brought us together in one location, giving us ample opportunity to talk with each other and share our concerns and fears.


“My son is up and walking but seems off cognitively,” a mother told me. I had seen him in the hallways, and I knew she was right.


“Where do you see all of this going?” asked a fellow family member. “I wonder if any clients ever return to a normal life.”


If only I knew. All of us wondered how life would look in the coming months or years. None of us had the answer, but just sharing that concern helped us carry the burden that was heavily weighing us down. “Great question,” I offered. “I wish I had an answer.”


All of us were new to this thing called head injury. We were scared and ill-prepared for the process that was to be our future and had no idea what outcomes to expect. These families were my lifeline and support group. For Amy, the kids who came on those weekends were the best possible distraction and outlet for her feelings and to help her transition from a girl in the middle of a family catastrophe to a strong and resourceful human being.


WHEN FALL CAME, and it was time for our thirteen-year-old Amy to return to school, she told us that she felt different. Trying to fit in with peers who couldn’t relate to the burden she was carrying was uncomfortable for her. Other kids didn’t understand why she wasn’t into all the usual school-day antics, which now seemed silly and trivial to her. “I can’t believe the only things my friends think and talk about are who’s in their class, who wears makeup now, and what we should be allowed to wear to school.”


As a middle schooler, worrying about such things didn’t take on the same significance to her as in prior years. I admired Amy’s herculean strength when she walked into the school building that first day in September and tried to act like a normal teenager, talking to friends, chatting about new clothes and music. But almost immediately after starting the school year, she met Ally, a girl whose mother was dying of cancer. Both girls had found somebody who understood the other’s struggles.


I could see why Ally and Amy became fast friends. They shared a common thread of pain, suffering, and the feeling of disconnection from so many of their classmates.


A most fortunate outcome of their meeting was that Amy was there for Ally when the time came for her to say goodbye to her mom. She was there to help her friend get through the painful visitation hours and funeral, so much for so young a person to deal with. Once all the traditional ceremonies were completed, they then had each other to help figure out how to move forward with everyday life.


MARK AND AMY shared a common facade of composure; both seemed to be internalizing their grief, probably to protect me. I never saw Amy cry and had only seen Mark teary-eyed a couple of times throughout the early days of the ordeal. Both went to work or school with their feelings of hurt and anguish carefully concealed beneath a mask of normalcy. Mark had no choice but to continue with work to support our family, and Amy had to return to school, as life could not be put on hold waiting for her sister to get better. I could sense that she wanted to present us with no more problems or worries than we already had and would reassure us that everything was just fine with her.


But our family was far from normal. We were no longer four people living under one roof; one of us was an hour’s ride away. Our time and focus were on Jenn’s rehabilitation, not mundane things like what’s for dinner, food shopping, doing laundry, or recreation. We moved in harmony throughout the crisis, but I think that inwardly we were each suffering alone. Reluctant to burden the others with our own emotional upheaval at any particular moment in time, we each did the tasks that were required of us. I didn’t know if Mark or Amy fell apart like I did when I was alone. Whenever I had time to myself, I cried. Before falling asleep at night, or when driving home from Jenn’s, my tears came freely and many times uncontrollably.


When fall arrived and Amy’s soccer season began, Mark would spend the day with Jenn at Hillcrest on weekends while I went with Amy to games and tournaments. Mark and Jenn had always been close and loved to go on little outings together throughout the years before the accident. Now, those outings began again, and took on the form of him pushing Jenn in her wheelchair up and down the streets of Milford so she could enjoy fresh air and new scenery. When Jenn was in a semiconscious state, movement of the wheelchair seemed to be a soothing force. Her body would relax from its constant random movements and a peacefulness came over her; the bumpier the ride, the calmer Jenn was.


With her being more alert as time went on, these outings from the facility took on a different twist. Hillcrest had a new recreation center downtown. Mark would wheel Jenn the few blocks down the street to the building where they had access to the fun equipment inside: air hockey, pin ball machines, an arcade basketball game, and several video game machines. It was here that he made a fascinating discovery: Jenn could play Pac-Man. She couldn’t remember how to eat, talk, or walk, but she seemed to remember this video game. The injury had affected some parts of her brain profoundly, while other parts remained intact. Figuring out which parts were damaged and which were unscathed would be our challenge for years to come.


When visiting Jennifer as a family, we often had dinners at the local Pizza House just down the street from Hillcrest. We always brought Jenn with us for these dinners, even though for many months she ate nothing and just sat quietly staring off into space. The owners were always very welcoming and gracious. “Hi, Rubins, come on in, we have a seat for you right over here.” And they always acknowledged Jenn, not ignoring her as some people tended to do when we brought her out in public. “Jenn, nice to see you, welcome to the Pizza House.” Once we were seated, they would come to our table and ask, “What can we get for you tonight? Will Jenn be having anything? We can’t wait for the day when she comes in here and orders salad and pizza. It will happen, we’re sure of it.”


They spoke more confidently and reassuringly than they may have felt, but it certainly made us feel good and very welcomed in their cozy restaurant.


Months went by with this routine of dinners at the pizza parlor, always with Jenn watching us and not eating. But all Lori’s diligent work paid off, and Jenn had finally relearned how to eat. She was tolerant of different tastes and textures, and her table manners had improved remarkably, which made it easier for her to eat in public.
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