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  “The patient engagement is key to better patient outcomes, lower costs of care, and more joyful clinicians. Health care needs people like Brian Boyle to keep us focused on the goal, to have an impact.”

  —Dr. Peter Pronovost, Johns Hopkins Medicine
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  In my moment of pain,

  You gave me comfort.

  In my vision of darkness,

  You gave me light.

  In my world of loneliness,

  You held my hand.

  In my hour of doubt,

  You gave me hope.

  In my time of dying,

  You gave me life.
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  This book is dedicated to all the individuals who have chosen to pursue their life’s work in health care. Thank you for choosing this path and for all the good that you do.


  FOREWORD

  “ALTHOUGH THE WORLD IS FULL OF SUFFERING, IT IS ALSO FULL OF THE OVERCOMING OF IT.” —Helen Keller

  IT IS ODD TO THINK THAT THE CIRCUMSTANCES THAT BROUGHT BRIAN Boyle into our lives are ones we would not wish on our worst enemies. Yet, we are eternally grateful for knowing him and his family, and our lives will forever be enriched by our shared experiences.

  In 2004, Brian was in a horrific car crash that left him clinging to life in a hospital bed. The months of agony he endured during recovery and the triumph of his incredible spirit over adversity are chronicled in his 2009 book, Iron Heart.

  After the crash, Brian and his parents, JoAnn and Garth, found themselves thrust into a scary and lonely environment in which they had little control. At the darkest time in their lives, they placed their hope and faith in the women and men who chose as their life’s work to heal the sick. Those strangers soon became friends and later, a second family.

  We met Brian in 2010 and, as educators, we encouraged him to share his experiences and what he had learned firsthand as a patient near death—in a medically induced coma—with the hope of changing health care for the better. Perhaps the greatest lesson the Boyle family learned and later shared is that the miracles he achieved were not solitary accomplishments. In this book, Brian likens the effort to that of a relay team, where each member has an essential part to play for the team to be successful.

  It is our sincere hope that families will recognize the important lessons in this story as they travel their own paths and understand the important role they play in the health of their loved ones, as well as their right and duty to be involved in their loved ones’ care. As individuals who have spent many years working in the health care system and continue to do so, we also wish, for our colleagues, that they will approach this book with an open mind and heart and recognize that embracing the family as part of total patient care brings us closer to our reason for choosing this profession in the first place: to cure and care for those who need our help.

  Brian and his family tell an incredibly raw story of survival and success, made possible only with the help of inspirational health care professionals. We can all learn from them.

  Alison Burrows, MBA, RN, and Mark Rulle, EdD

  The Maryland Healthcare Education Institute


  PROLOGUE

  THE WORLD IS FULL OF UNKNOWNS. WE WERE A NORMAL FAMILY LIVING a happy life, and then one day, a near-fatal car accident changed everything. The life we knew was shattered. For the next few months, we were constantly faced with unfathomable uncertainty and total despair.

  While in a two-month-long medically induced coma, I was unable to move or talk to anyone around me, yet I was able to hear, see, and feel pain for a majority of my time in the Intensive Care Unit. As a family, we never thought that we would face such a traumatic situation, such a horrific nightmare. We were thrown into a place consisting of surgeries, machines, tubes, blood, and medical terms that caused utter confusion. We were in the hands of my medical team, and a few of them even said I was “in God’s hands.”

  Life seems to go on standby when you enter this unfamiliar realm. You frequently come face to face with the strength of the human spirit and the perseverance of the mind and the body. Throughout this entire ordeal, my parents and I experienced how unforgiving life can be and how it can drastically change in the blink of an eye. There was no guidebook or support group to prepare us for what we were in for as a family.

  What I learned throughout my time in the hospital is that while I may have been the patient lying in the hospital bed, I was not the only one in that room who was suffering. The observations that I made truly inspired me and helped me understand how important the role of communication is among the patient, family, and health care provider. When I was able to learn how to talk again, I soon discovered that the power of the voice is amplified when the message is of gratitude, that a simple smile cannot be underestimated, and that body language and tone of voice are critical components within the hospital room.

  The idea of this book came about through many conversations with care providers all over the country. I always offer a question-and-answer session at the end of my health care presentations, and a question that is asked every single time is: What can care providers do better when it comes to treating the patient? In all honesty, I had trouble answering this question during my first few years of speaking about my experience. When they asked me this question, I explained that I am alive, breathing on my own, living life to the fullest, and I have my amazing care team to thank for that. I am also very positive and I rarely reflect on negative scenarios or experiences, but that answer did not satisfy them. They urged me to offer a few personal suggestions that I thought could help improve the patient experience, the quality of care, the communication, and the healing collaboration between patient and care provider.

  When my parents attended my events with me, they were asked how care providers can improve the experience for the family in the hospital setting. After a lot of soul-searching, my parents and I came to the conclusion that our experiences not only could help other patients and families going through a similar ordeal, but also could help care providers offer the best possible care to those patients and families.

  Every patient in the hospital has a story, and along with their loved ones, they share an experience. After all we have been through, we made the decision to put our thoughts and experiences together to share our sincere gratitude and insight with the medical community from a patient and family perspective. We also hope that our experiences can offer hope and guidance for families facing the heartbreaking sadness when an unexpected, life-altering medical situation occurs.

  Throughout this book, my parents and I discuss what worked for us during our time in the hospital, along with some things that could have been done a little bit differently to improve the situation. In no way are we trying to declare that this is the only way to treat the patient because that is not our intention or place to say such things. Our goal is to offer suggestions that we hope will improve the overall experience for you, the patient, and his or her family.

  This book is divided into five parts that deal with themes related to navigating the health care system:

  •   introduction of Brian’s story and background

  •   topics that are related to caring for the patient

  •   the motivational impact of communication in the hospital room

  •   having compassion for the wants and needs of the patient and his or her family

  •   an overview of the information that is discussed in the book with a variety of exercises to help retain the material and apply it to your health care career

  Each chapter begins with the following: the personal experiences of me and my parents in the hospital, with a strong emphasis on learning lessons that are supported by research; suggestions that we have made from those experiences; and a series of introspective, reflective questions for the care provider, which will also be included in the workbook exercises at the end of the book, where the provider will have a chance to write down answers.

  Most of my recovery was spent in the ICU, but I strongly believe that the information we cover in this book can be very effective in any area of the hospital, as well as the entire health care system, because the end goal is taking better care of people. In order for us to provide better care for these individuals, we must understand the experiences they go through within the health care system. We must observe what they think and feel as they go through their journey. Our story is only one journey, and it is intended as a means to initiate the much-needed conversation of how we can take a step further to improve the experience for the patient and his or her family.

  Whether you are a student who is planning on entering the health care field, a health care professional working indirectly with the patient, a veteran care provider with decades of frontline experience, a patient in the hospital, or a family that is currently going through the recovery process, this book provides a lot of valuable insight into the journey of healing that takes place within the hospital. The goal of this insight is to improve care, communication, and compassion in the hospital room.

  Now let us take that next step forward and begin this journey of seeing life through the eyes of the patient. This is the patient experience.


  PART ONE

  From Tragedy to Triumph

  “You don’t know how strong you are until being strong is the only choice you have.”

  —Anonymous
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  The accident scene on July 6, 2004. My EMS providers are attending to me before I am extricated from the vehicle and flown out by a medevac helicopter.


  CHAPTER 1

  July 6, 2004

  THE PATIENT EXPERIENCE BEGINS ONE MONTH AFTER I GRADUATED from high school in 2004. I was driving home from swim practice and was involved in a near-fatal car accident with a dump truck. The injuries were catastrophic: heart ripped across my chest; shattered ribs, clavicle, and pelvis; collapsed lungs; failure of the kidneys and laceration of the liver; concussion; 60 percent blood loss.

  I was trapped in my car at the accident scene, and my EMS providers used the Jaws of Life to get me out of the vehicle in just enough time to be medevaced out. I had only fifteen minutes left to live, so time definitely was of the essence that day.

  When I arrived at shock trauma, the main concern was my heart and safely getting the blood to stop flowing into places where it was not supposed to be going. My life was hanging by a delicate thread.

  After several lifesaving operations, there was not much else for my loved ones to do but wait for over two months while I remained in a coma. I was told later that I was the worst patient in the unit for many weeks besides those who were on their way to the morgue. I had to be resuscitated eight times throughout the entire ordeal, so it was considered a monumental triumph just to be kept alive with the help of machines. Another day still on this Earth meant another victory, and so it went.

  As far as the future, it did not exist. The chances of me leaving the hospital were possible, but only if I was transferred to a long-term nursing home. If, by chance, I did recover from the coma, walking was unthinkable due to my shattered pelvis. The thought of swimming was just that, only a thought. Like my body, my dreams were shattered.

  In a chemically induced coma, I lay on my back paralyzed and in a state of total confusion. I woke up not knowing how I arrived there or what happened to me. Drugs that were many times stronger than morphine were flowing through my veins, and the life-support machines kept my lungs breathing and my heart beating.

  My parents were suffering too. They watched over me every day as I struggled to stay alive. They are not medical people, so the terms and procedures were quite overwhelming to them. Approval signatures for surgeries were common at this point. They may not have fully understood the complicated procedures and did not have any medical records to review, but they believed in the entire medical team. They did learn a lot when they visited me, because the doctors and nurses would explain some of what was done in detail.

  After spending two months in a coma, undergoing fourteen major operations, and receiving thirty-six blood transfusions and thirteen plasma treatments, I started to slowly regain consciousness. Each moment was a conscious effort to claw my way back to the living—a scary process, since my eyes were open, but I was paralyzed all over. Aware of my surroundings, I did my best to continue through the darkness. I chose to escape my mental prison and live life stronger. The other option was death.

  A few weeks went by and progress was slow, from regaining the strength to smile, blink, move my fingers, wiggle my toes, and chew and swallow ice, to the point where I learned to talk again with the help of a speaking valve placed on my tracheostomy tube. When I regained my ability to talk, my life would be forever changed.

  I lost a total of one hundred pounds while I was in the ICU, and then I was transferred to a rehab center in Baltimore where the healing slowly continued. The day after we arrived, my parents and I wanted to get some fresh air and tour the grounds. As they were pushing me along in my wheelchair, we were casually talking about the type of sessions that I had scheduled that day. We started to navigate down a small path along the side of the main building, and I soon realized that this was a part of the center that cared for the patients who were long term. A majority of these patients were in a vegetative state, and, unfortunately, quite a few of them would never come out of deep comas.

  As we walked along these windows, I saw my reflection and a sense of dread instantly filled my mind because I realized there was a very good possibility that I could have just as easily been in that part of the hospital. My heart went out to these men and women, young and old.

  Those patients were on my mind throughout the rest of that day, added onto the fact that I was also trying to mentally absorb everything that had taken place over the past two months. Even as I put on a happy face for the outside world, I had a lot of existential thoughts going through my mind, which were further intensified after seeing the patients in long-term care. I still had so many questions. I needed so many answers.

  My health was improving, but was this progress only a false hope, the calm before the storm? Would I survive the night and live to see another day, another week? Would I make a full recovery, and if I did, what exactly is a full recovery for a person with my type of extensive injuries? Why did I have to go through all this? Why do bad things happen to good people? Why do we ask questions like this and rarely ever receive any answers? Would life ever be back to normal again? My mind started to get overwhelmed thinking about all the what-if possibilities and scenarios.

  In the book titled Everything Happens for a Reason, Mira Kirshenbaum writes: “Once you find a personally compelling answer to the question, ‘Why did this happen to me?’ for the first time your attention is taken off the past that you cannot control and focused on your future, which you have some control over.” With this in mind, one can try to accept what has happened in the past and start to realize the power one has in shaping the future.

  I broke into a cold sweat just trying to imagine it, but this philosophical shock to the system started to evolve slowly into a different outlook on life. I started to realize that this whole ordeal was much more than dealing with the injuries sustained from a collision between two vehicles; it was dealing with life and the unforeseen obstacles we face every day. Confronting the negativity, interacting with the unexpected, and doing our best to overcome adversity.

  Nobody really knows what tomorrow will bring. Even after all that I had gone through over the previous two months, I still did not have the slightest clue of what was going to happen next. I could only wonder and hope that it would be positive. That afternoon would end up making a profound impact on my life.

  I was participating in my second physical therapy session, and my therapist recommended that I take a moment to rest. I began looking around at the other patients in the unit and reflecting on the journey back to life I took with my family. I thought about the extent and serious nature of my injuries, and the reality of having to spend the next few years recovering. I looked back on the experiences that I had in the hospital—the operations that kept me alive, the blood donations that kept life running through my veins, and the health care team that brought me back to life. I thought about the love from my family and friends, and the support that I received from people I had never met who were praying for me.

  The tiny hairs rose on the back of my neck and my pulse quickened. Thoughts raced through my mind—about life, death, and why things are the way they are. My friends and loved ones looked at me as a living miracle, but I considered myself just a regular young guy who had been trying to get better each day. I was alive and I was grateful, but there was something else too.

  I knew that the next few months and possibly years would be full of hardship and overcoming obstacles, but what brought me hope is that I could live to see those next few months and years. I may have been in a wheelchair and a hundred pounds lighter than I was before the accident, but I was no longer being kept alive with machines. I was not breathing with the aid of the ventilator, or being hooked up to the kidney dialysis machine or the other dozen medical devices that allowed blood and electricity to flow through my veins. My new life was just beginning.

  Similar to the other injured patients in the unit, in the hospital, and throughout the world, I was clinging to life with a white-knuckled grip and I would never let go. I started to understand that I was more than just a teenage kid who was in a bad car accident and trying to live life stronger than death. To the people around me, I was a symbol of hope—a visual reminder that modern medicine combined with state-of-the-art technology, prayer, and the love of a family can help save a person’s life.

  Up until that moment in my wheelchair, my entire outlook was directed inward. I was asking personally reflective questions about why I was in a car accident, but in the long run, it was not about me at all.

  I was asking the wrong questions because I was looking inward. I had to think about all the people who had helped me and the gift they had given me. I was alive, but the true gift they gave me was more than just existing; it was the ability to understand the hardships and tragedies that other people were going through and to be able to relate to them, to help them. It was a form of survivorship, an instant connection generated when you meet somebody who has been in or is currently going through a similar adverse situation. The experience is similar to the feeling you have when you are in a different part of the world and you find out the person you are talking to is from your hometown. It is a feeling of being intimately connected, but multiplied by a thousand.

  The moment I started to regain full consciousness in the ICU, I became intensely focused on communicating with everyone around me—thanking them for all their hard work, reassuring everyone that I would be okay, and trying my best to show a positive attitude. However, it was not until that afternoon that I really started to confront the kind of future that I would have.

  I do not know if everything happens for a reason, but I do know that I was meant to have this quiet reflection during that afternoon in my wheelchair. Even though I did not know why the accident happened to me, I now understood why I was saved.

  I made a promise to myself in that wheelchair: if, when, I ever made a full recovery, I would dedicate my life to making a positive impact on the lives of the people around me. I would start out by personally thanking each and every one of the people who contributed to my survival—from the EMS providers at the accident scene to all my care providers in the hospital. I would become an advocate for blood donation and volunteer my time for the American Red Cross. I would meet and connect with other people who had undergone or were going through a similar bout of adversity. I would do all I could to speak on behalf of health care and become a patient advocate so that I could recommend various methods that I thought might improve the patient experience in the hospital.

  I had a new outlook on life, and I was now on a mission. Throughout the rest of my physical therapy session, I interacted with the other patients in the room similar to the way that they interacted with me when I first arrived at rehab. Before I was wheeled into the unit, I was a complete stranger, but the moment I interacted with the other patients, I became a fellow survivor—and a friend.

  Whatever their background, age, and type of injury or illness, I did my best to provide a sense of hope, and they did the very same for me. I do not know what compelled me to do this, but I felt like it was my responsibility to reach out to the other patients when the circumstances were appropriate. I do not know if this type of leadership stemmed from being the captain of my high school swim team, but I truly wanted to make a connection with them and their families because I felt, from my own experience, that there was always that chance I could help motivate them. I talked to them, said prayers for them, and tried to give them hope. While doing so, I realized that I was also giving myself hope for my own future.

  When I was released to go back home, I immediately started to participate in outpatient therapy several times a week. After spending a few months in a wheelchair, I took baby steps to walk on my own with a walker, then a cane, and then with some help from my parents on each side of me. It was a miracle that I could walk again, but I wanted to push even further to not only walk, but run. After I accomplished that, I wanted to get back in the pool again. The human spirit is an amazing thing. After a few lung tests, I was able to go in the pool a little bit each week.

  Before the accident I had three short-term goals after graduating from high school: go to college, swim on the team, and one day compete in an Ironman triathlon, which is the most difficult and challenging single-day athletic event in the world. The Ironman is a long-distance event that consists of a 2.4-mile swim in the ocean, followed by a 112-mile bike ride, and then a 26.2-mile marathon run. To say that this is a long race is an understatement, not to mention that you are given only seventeen hours to complete this 140.6-mile event. I grew up watching this race on TV, and as intense as it looked, it was on my radar to complete one day.

  After a few months of transitioning from dog-paddling to swimming in the pool, I decided I was going to pursue my dreams despite my injuries. I began my freshman year in college a year after leaving the ICU, and I accomplished my second goal by swimming on the team.

  Two years later, I was given the opportunity to participate in my third goal, the Ironman. Up until that point in my recovery, I was in college, on the swim team, and living the life of a typical college student. My life was returning to normal, but the healing was not complete. I still felt like there was something missing, and deep in my heart I knew that it would take something as extreme as the Ironman to complete the recovery.

  On October 13, 2007, I had the chance to complete the healing at the Ironman World Championship in Kona, Hawaii. It was an incredibly emotional day for my parents and me because we had gone through so much over the past few years. After almost fifteen hours of swimming, biking, and running, I walked slowly up to the finish line, turned around to take in the surreal moment, and then I put my arms up in victory. I gave my parents the biggest hug that I had ever given them. I made it, I had reached the finish line. In that moment, on that Ironman finish line in the late evening of October 13, I was fully healed. My recovery was complete.

  Suggestions for Health Care Providers and/or Patient’s Family:

  •   Before you interact with patients in a situation similar to Brian’s, reflect on how you could help ease the pain of a suffering family as they work through the initial shock.

  •   Always treat the patient as a person and not just as an injured body.

  •   The family wants answers on the patient’s condition, and although you sometimes cannot give any answers, you can take the time to address their concerns.

  Reflective Questions for Health Care Providers (write your answers in Part Five):

  1)   How often do you reflect on the patient’s experience? The family’s experience?

  2)   Imagine being in Brian’s shoes when he started to regain consciousness. How would you feel?

  3)   Imagine the feeling that Brian’s parents had when they received the phone call that Brian was in critical condition, and the feeling they had when they saw him in the recovery room for the first time. What thoughts would be going through your mind at this point in time?

  4)   Imagine being one of Brian’s care providers when he first arrived at the hospital. What is one particular thing that you could do to help his loved ones adjust to the shock of the situation?

  5)   As a care provider, how do you personally find hope in a seemingly hopeless situation (i.e., stepping back from the “Oh wow, they are really sick” moment to take the appropriate steps to treat the patient)?
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  Breathing on my own without a trach a few days before leaving the ICU.


  CHAPTER 2

  A VOICE FOR THE VOICELESS

  WHEN I RETURNED HOME FROM THE HAWAII IRONMAN, I REFLECTED on the promise that I made to myself while sitting in the wheelchair at my rehab center. Now that I was healed, it was time for me to show gratitude for the new life I had been given. I was on a mission to give back.

  I started this journey by reaching out to my local Red Cross affiliate—the Red Cross Greater Chesapeake & Potomac Blood Services region, based in Baltimore. I shared my story with them and asked what I could do to help raise awareness on the importance of blood donation. They contacted me a few weeks later and I presented my story at a board of directors meeting, attended a few blood drives, and did a couple interviews with local television stations and newspapers. With all that I had been through over the years, I was finally starting to see that I could help others by sharing my experiences and becoming a voice for the voiceless.

  After a few months of volunteering, my story traveled throughout the Maryland area and received attention from the National Headquarters of the American Red Cross in Washington, DC. From there, the story quickly spread throughout the Mid-Atlantic, along the East Coast, and then across the country. What started out as just saying thank you at a couple of local meetings transformed into speaking on behalf of blood recipients on a national level. I was no longer just attending blood drives, but I was hosting my own—Iron Heart Red Cross blood drives—all over the country. I was no longer just doing interviews in newspapers, but I was writing articles in national publications such as The Washington Post and The Huffington Post. I was speaking on behalf of blood donation in regional and national television interviews, at universities, and in various auditoriums and conference halls each week.

  Since 2007, I have volunteered a great deal of my time with the American Red Cross, and my proudest accomplishment as a volunteer was to go back and donate blood at the hospital that saved my life. While I sat in my chair waiting to donate, I thought about where my blood was going. Whom would it help? A mother? A father? A son or daughter? A baby? An adult? A person battling cancer, a sickle-cell anemia patient, or maybe a person involved in a car accident? A chill ran down my spine as I thought about the lifesaving power that blood donation has for the people who receive it, and I knew in that moment, whomever it would be given to, it would help improve that person’s life.

  I give credit where it is due, and it has been an honor to volunteer for an organization that played such a vital role in my recovery. When I needed it, the American Red Cross was there, with thirty-six blood transfusions and thirteen plasma treatments that helped save my life. There are forty-nine people who took one hour of their time to help save the life of someone they would never have a chance to know. I would not be alive today if it were not for these selfless people, whom I do not know and will never meet. Volunteer blood donors made this possible. By giving just a little bit of their time, blood donors gave me the chance at a lifetime.

  With this life that I have been given, I have been an advocate not only for blood donation, but also for health care and patient safety. In the same way that I wanted to acknowledge my appreciation to the Red Cross and their blood donors, I also wanted to reach out and show my gratitude to people who chose to work in the field of health care.

  The first place that I wanted to visit and say thank you to was my hospital. After this event, I was then invited to represent my hospital by speaking at an annual meeting for the Maryland Hospital Association. My story and message of gratitude to care providers rapidly spread across the nation, similar to the way that it did with the Red Cross.

  As a health care advocate, I have traveled the country and spoken at annual meetings for many state hospital associations, at dozens of health care leadership conferences, and at several annual conventions and medical symposiums. I have proudly given over one hundred keynote presentations at various health care events whose attendees included hospital leaders, doctors, nurses, EMS providers, patient-safety experts, patient-experience experts, military medical personnel, nursing home personnel, medical suppliers, physical therapists, and nursing school students. I have represented the patient experience in meetings and discussions with governors, senators, mayors, and members of the US House of Representatives.

  From the East Coast to the West Coast, from my hospital all the way to the White House in our nation’s capital, I have served as a living example of the extraordinary work that care providers do every day. During my travels, I have collaborated with several world-renowned healthcare institutions on projects related to patient and family engagement in the hospital setting. After I was invited by Dr. Peter Pronovost to give the keynote presentation at the 2012 Johns Hopkins Patient Safety Summit, he requested that I also serve as a volunteer patient advocate to work with him and his team at the Armstrong Institute for Patient Safety and Quality at Johns Hopkins. It meant a lot to me that I was able to work with them on “Project Emerge,” which consisted of a technologically innovative electronic tablet that improves communication among the patient, family, and care team in the hospital setting. I am currently studying at Johns Hopkins University for a Master of Arts in Communication with a concentration in Health Communication, along with a Master of Business Administration with a concentration in Health Care Management.

  While speaking as a health care advocate, I met a lot of amazing people who had overcome a lot in their lives. It was these interactions that inspired me to publish my first book, Iron Heart, in 2009. I began writing journals for therapeutic reasons when I was released from the hospital, and I was motivated to publish those personal reflections with the hope they would land in the hands of a person going through an adverse situation similar to mine. My journey has truly come full circle over the years, and my mission to make an impact with my background is only just beginning.
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