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PRAISE FOR


Patients Matter Most and Dr. Rosenberg




“With his background as a clinician and administrator and his successful experience leading the implementation of an integrated health network, Rosenberg brings enormous strengths to this timely and important book. In Patients Matter Most, he lays out the challenges that technological and social change are bringing to healthcare, while providing an inspiring vision of how medicine can thrive in this new environment.”


—DAVID EIDELMAN, MD, CM


Dean and Vice Principal of Health Affairs, Faculty of Medicine and Health Sciences, McGill University


“Personalized medicine is now part of the fabric of all aspects of healthcare. But what exactly is it, and how does it influence such a broad range of professional activities? This book is unique in addressing these questions. It serves as both an essential introduction and an enduring reference to the subject for the entire healthcare community, extending from policymakers, administrators, practitioners, trainees, ethicists, and indeed, patients.”


—RODERICK MCINNES, OC, MD, PHD, FRSC


Alva Chair in Human Genetics, McGill University


Past President, American Society of Human Genetics


Past Acting President, Canadian Institutes of Health Research


“Dr. Lawrence Rosenberg is one of healthcare’s visionary thinkers, grounded in the quality care of patients as a renowned surgeon and trialed by fire, leading complex health organizations. In Patients Matter Most, he lays out clearly how technology and digitization are fundamentally altering the healthcare industry. He shares how this will continue to evolve a more empowered patient and promote a realignment of the many elements of healthcare and, increasingly, the health and social care network. He predicts a continuing disintermediation, bringing health and health-impacting social services more directly to the patient, eliminating the “middleman,” the associated cost, and bureaucracy. This will threaten the status quo for many nodes in the health and social services network, but Dr. Rosenberg’s clear-eyed and experience-informed perspectives offer an important set of considerations for health leaders and policymakers as they address what is becoming an unsustainable industry.”


—JAMES B. PEAKE, MD


Lieutenant General, USA (Ret.)


40th US Army Surgeon General


6th US Secretary of Veterans Affairs


“Dr. Lawrence Rosenberg draws from his storied career as a medical scientist, transplant surgeon, and leading medical-system innovator to intertwine his personal story with a brilliant, yet lucid analysis of the complexity faced by healthcare systems across the globe. Everyone understands at some level that solutions to these challenges must focus on serving the individual and not budgets, guidelines, and averages. Good ideas abound, but tractable approaches are needed. From the crucible of his caring for one patient at a time to serving the vast medical and social needs of a major metropolitan area, Dr. Rosenberg offers specific insights and prescriptions for making disease and wellness care personal, efficient, and effective. Anyone, anywhere on the planet who is interested in improving healthcare should read this book.”


—ALEXANDER FLEMING, MD


Founder and Executive Chairman, Kinexum


Founder and CEO, Kitalys Institute


Former Head of the US Food and Drug Administration’s


Endocrinology and Metabolic Division


“This new book on healthcare from Dr. Lawrence Rosenberg brings a fresh picture to the evolving world of healthcare. As the head of several organizations, he has been following and leading the evolving changes in healthcare. He carefully notes the evolution of technology and healthcare, and he illustrates the importance of evolving networks within joint hospital systems. Most importantly, this volume works to demonstrate how medical knowledge can promote competition between nurses, family docs, and specialist physicians working with the best examples in Canada, the US, and Europe. It demonstrates a wide range of medical knowledge and promotes competition for the best patient outcomes within evolving network methodologies.”


—TERRENCE SULLIVAN, PHD


Doctor of Science, Honoris Causa


Former Chair of the Board, Canadian Agency for Drugs and Technologies in Health


Former President and CEO, Cancer Care Ontario


“As an advocate for best-in-class patient care and peer support for over 70 years, I am awed by the advances in technology that enable healthcare workers and patients to share medical information and connect remotely not just across hospital sites, but across time zones. With proper safeguards in place, technology is undeniably beneficial, empowering patients to have more control of their health and potentially leading to better outcomes. Anything that puts patients in charge of their health deserves our full support.”


—SHEILA KUSSNER, OC, OQ, COM


Founder, Hope & Cope
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Hospitals are only an intermediate stage of civilization, never intended … to take in the whole sick population. May we hope that the day will come … when every poor sick person will have the opportunity of a share in a district sick-nurse at home.


—FLORENCE NIGHTINGALE


 


To my patients, and especially to those closest to me, from whom I learned how to practice medicine and the meaning of life.
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Foreword


There is a long tradition in Western medicine in which patients matter most. For a long time, patients took a leading role in the medical encounter. In the 1700s, patients were the “patrons” of their doctors, paying them an annual fee to be looked after. In this setting, the doctor was economically dependent on his patients. Consultations took place in the patient’s home. The patients set the agenda. The doctor interpreted and understood the disease based on the patient’s personal experience. Symptoms like pain, swollen ankles, or weight loss determined the diagnosis. Tuberculosis, for example, was called “consumption,” describing the protracted decline the patient was going through. Such a diagnosis was highly individualized. It was about the individual patient’s disease, taking into account their predisposition, their way of life, their specific environment, and their behavior.


Therapy and prevention were equally individualized. Many therapeutic measures aimed at rebalancing the juices of the patient’s body, the humors. This could happen through diet or through a change of one’s way of life. It could also be achieved by bloodletting, which was applied to remediate an excess of a particular humor or evacuate “corrupted” humors. The patient’s individuality was absolutely central for an effective treatment of his or her ailment. Moreover, patients were actively involved in setting up their treatment plan. They often knew a lot about medicine as part of their general education. Doctors and patients shared the same language about the body and its diseases. The idea of “rebalancing” the humors is an example of this common language. This kind of doctor-patient relationship was not universal, though. University-educated doctors were rare. They were expensive and only accessible to patients of a certain wealth and social standing. Most of the population consulted other healthcare providers out of a wide spectrum of practitioners that included barber-surgeons, apothecaries, drug peddlers, bonesetters, midwives, clerics, and all kinds of people with some expertise or training.


The situation was very different in the hospitals of the early 19th century, especially those in postrevolution Paris. Originally all-purpose welfare institutions, hospitals had become more and more medical over time. By around 1800, the majority of hospitals’ inmates were in need of medical care. At that time, doctors had started to discover hospitals as places for training and research. Since hospitals were still primarily charitable institutions, their patients there were indigent. They went to a hospital because they had no other place to go. This meant that they were not in a position to negotiate the rules of how they were treated. Doctors had access to their bodies for examination while they were alive and for dissection after their death. A contemporary characterized this as the “tacit contract” that patients underwrote when they entered the institution.


Within this setting, a new approach to understanding disease emerged. Disease was no longer based on the patients’ symptoms. It was now seen as change—a lesion—of an organ or of tissue inside of the patient’s body. Historians call this a “localist” approach because the disease was now located at a specific place in the body. Tuberculosis was redefined after the little tubers, tubercles, that doctors would find in their organs when they dissected the patients after their death. If tubercles were present, then the condition was tuberculosis. If not, it was some other disease. But how could doctors know about this while the patient was still alive? For this purpose, they developed the methods of physical examination, embodied by the classic four techniques that are still being taught to all medical students: inspection—looking, palpation—feeling, percussion—tapping, and auscultation—listening. All these procedures aimed at identifying the lesion in the interior of the patient’s body. This would yield the diagnosis. In cases of tuberculosis, it was mostly auscultation that helped doctors discover the ravages that this affliction wreaked in the lungs of its victims.


This “clinical-pathological” approach to defining disease by organ lesions was first developed in the hospitals of Paris but quickly came to dominate all fields of medicine in the western world. It replaced the older classification according to the symptoms experienced by the patients. The new view went along with a thorough deindividualization of disease. Patients no longer had their own individual disease. They had the same tuberculosis as any other patient. They became a “case” of this disease. This was enabled by the social conditions in the Paris hospitals where the patient was the doctor’s social inferior and autopsies, as well as physical examinations, became the routine.


Here is where technology came in. For one of the procedures of physical examination, a technical object became crucial. For auscultation, René Laennec invented the stethoscope in 1916 in Paris. Laennec’s stethoscope was just a simple piece of wood with a bell-shaped opening on one end, and it’s still being used in this form by modern midwives. The binaural stethoscope that we know today was introduced later. This simple object enabled Laennec to listen to the sounds of the lungs and the heart without too much inconvenience. It helped him to determine what was going on inside his patients’ bodies while they were alive. The stethoscope thus reflected the new localist understanding of disease. But the stethoscope also unfolded its own dynamic. It rearranged the choreography of the medical encounter. Using the stethoscope condemned the patients to a passive, subordinate role. They had to follow the instructions of the doctor, who would ask them to breathe, to stop breathing, or to cough. The patients themselves had no access to the information that the doctor was retrieving with the stethoscope. Only the doctor would hear the sound.


In any case, with the new understanding of disease, the patient wouldn’t have known how to interpret that information. The new disease concept was full of language that only a medically trained person would understand. No more shared knowledge between doctor and patient. Auscultation reflected the new type of patient-doctor relationship, but it also contributed to it.


Of course, the stethoscope was not the last piece of technology that was integrated into the medical encounter, nor was it the last such technology to deepen the divide between patient and doctor. What comes to mind is the X-ray, discovered in 1895 and immediately applied to medicine. Other examples are blood-pressure measurement, electrocardiograms, electroencephalograms, and many more. Laboratory tests in particular added a whole new category of tools to the medical armamentarium. At the same time, the laboratory was also a new place for creating authoritative knowledge in medicine.


In his laboratory, Robert Koch in 1882 discovered the bacterium that was the cause of tuberculosis. Now tuberculosis was no longer defined by the presence of tubercles. The disease was defined by its cause, the tubercle bacillus. The ultimate diagnostic proof that a given patient’s disease was indeed tuberculosis was taken out of the hands of the ordinary doctor. It now came from the laboratory. Over a period of about 200 years, the growth of technology in medicine thus translated into a loss of autonomy and power for the patient. The knowledge gap between doctor and patient widened. Diagnosis lost its individual character and became increasingly standardized.


However, surprisingly, the trend has been reversed in the past 20 years, as we can learn from Dr. Rosenberg’s book. Patients have gained in power and autonomy exactly by adopting new technologies. Through newly emerging technology, patients have gained access to medical knowledge. They can monitor their body functions and their health directly. They can even treat themselves. In many situations, the doctor is absent now, cut out of the medical encounter, in the same way that the taxi central is cut out of the relationship between driver and client, the bookstore between publisher and reader, or the journalist between the source of information and its use. Such developments come with opportunities but also with risks, as these nonmedical examples show.


We need guidance and advice in this new world of medicine, and who can be better positioned than the author of this book, who has been in the thick of it for decades; someone who has seen it develop and who is one of the people who has been in charge of the decisions about when and how to apply new technology. Dr. Rosenberg’s book is a passionate and thoughtful appeal to take on the challenges of the new world of healthcare, to ride the new wave of technology rather than being submerged by it and turn it into an opportunity to make patients matter most (again).


—THOMAS SCHLICH


Chair, Department of Social Studies of Medicine, McGill University
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Introduction


After I finished medical school in Montreal and completed a six-year general surgical residency there, I had more than a month to kill in 1985 before I would start training for two years in Michigan as a transplant surgeon. To put food on the table, because I was no longer earning anything, I accepted a temporary job where I would be the only general surgeon in Canada’s eastern Arctic. Being in a small community hospital with one operating room was quite a change from working in downtown Montreal’s world-class cluster of research and teaching hospitals. I was somewhat apprehensive about the challenge that would be presented by three types of emergencies in the Arctic, and sure enough, I encountered all three.


The last day I was there, I had to do my first cesarean section. The procedure was very different from surgeries I was accustomed to because opening a full-term uterus causes blood and fluid to fly all over the place, and the surgeon’s priority is not to stop the bleeding but to focus on the baby and the umbilical cord. My discomfort must have been obvious to those assisting, as word spread afterward that “mother, baby, and surgeon are doing fine.” I also was worried about not being equipped to deal with a vascular injury. Someone who came in with a dislocated knee fracture had an obstructed artery, and while I could relocate the knee, we urgently had to fly the patient down to Montreal for vascular surgery, which did not happen soon enough. My third fear was treating a head injury, but that ended up with a fantastically positive outcome.


An 11-year-old girl had fallen off the back of a three-wheel all-terrain vehicle and was brought in comatose and barely breathing. Our choice was to let her die or open her head and try to deal with what was going on. But this wasn’t a real hospital, and I was a general surgeon, not a neurosurgeon. The last time I’d seen the inside of somebody’s head was in the anatomy lab in first-year medical school 10 years earlier. I took her to the operating room, and an anesthesiologist who was also doing a temporary stint at the hospital put her to sleep. I did what I knew by rote to do, opening up part of her cranium, identifying a bleeding artery, and tying it off. The next day we created a makeshift intensive care unit for her in the back of a commercial airliner. A pediatric resident from Montreal was there with me, and he flew back with her to Montreal with the girl on a respirator. I heard nothing for about 12 weeks, by which time I was in Ann Arbor engaged in my transplant fellowship. Then one day I got a phone call telling me that the girl had walked out of the Montreal Children’s Hospital as if nothing had ever happened to her.


We associate the miracles of modern medicine with hospitals, especially the leading university hospitals where I spent the rest of my career once I got out of the eastern Arctic. I could regale you with triumphant stories from the operating room, but I have a more urgent message to get out in this book, and it involves healthcare more likely to take place in your living room or over a videocall as in a hospital. The purpose of this book is to help readers connect the dots between parallel developments in technology and in healthcare delivery. These connections bring inevitable changes affecting all of us, everywhere in the world. I expect readers will find this book enlightening regardless of whether they work in healthcare delivery or policymaking. Anyone who goes to a doctor, clinic, or hospital or is wondering about new self-diagnostic technology, virtual visits, and other online tools will learn how and why disruptive changes in healthcare are happening.


It used to be that certain technology resided only in large medical centers and could be used only by certain people. You’ll learn all about why that’s no longer true. Similarly, medical knowledge that used to reside in the minds of medical specialists has been democratized and often is available to less credentialed providers or even to anyone skilled at searching intelligently for it online. I’ll put these developments into historical perspective in chapter 1 to show why they are happening outside our control in somewhat predictable ways.


Healthcare delivery has long been described as a system, which can imply that institutions and individuals have preordained, set roles, but this book calls for reimagining those roles. The system is evolving, and people who understand what is happening are better positioned to take advantage of the changes. The opportunity for individuals to take ownership of their healthcare is unprecedented. For those of us who deliver healthcare or administer various aspects of the system, the message will be that it’s time to reset our expectations for what we can control. Doctors will no longer have the near monopoly on medical knowledge that imbued the profession when I earned my MD in 1979 and began teaching surgery at McGill University in 1987.


Over the past decade since I became a hospital and health-system director, my own role has evolved. I became president and CEO of the Integrated Health and Social Services University Network for West- Central Montreal in 2015. That experience informs my view that the evolution of healthcare described in this book can be a positive development if people understand it and take appropriate responsibility for themselves and others. I will be telling some dramatic stories that show why individuals will have to help their less technologically savvy friends and family, and policymakers will have to embrace a more holistic sense of healthcare delivery. We also will explore how our medical systems are being recognized as complex organizations that can address nonclinical health factors, such as nutrition and environment, with the aid of digitalization.


Human nature gives us comfort in the familiar and can blind us to changes that are happening in front of us. I remember sitting in my basement after dinner one night in 1994 showing relatives how I had home access to the internet earlier than most people because I was on the faculty at McGill University. They thought what I was doing online with this electronic mail system was ridiculous and would never catch on. Not surprisingly, one of their sons is in information technology today. The transformation of computing from mainframe to mainstream and its exponential growth in power are both a cause and a pattern for the emergence of a more people-centered healthcare system. People are being empowered with knowledge that allows all of us to take unprecedented personal responsibility for our health. The pages ahead will explain why personalized healthcare both empowers us and hands us new responsibilities we must all learn how to manage successfully.
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