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Several years ago, I1 heard Kate Sheridan speak to a roomful of physicians and healthcare executives about how she was able to make her patient experience more human-centered. Here’s what I took away from her talk.


Kate was a healthy, athletic middle schooler when she started to develop vague pain, limb swelling, and fatigue. As is often the case with such symptomatology, there was no obvious disease process that could easily explain what was going on. Without a clear cluster of symptoms or a definitive diagnosis, there was no course of treatment that could provide relief. Kate spent several years seeing various specialists, but her episodes continued to wax and wane; she was in and out of the hospital and became a regular at emergency departments around town.


Kate became what is sometimes pejoratively called a “frequent flier.” With her numerous visits to the ED and her occasional ambulance rides, she learned that she couldn’t always expect to see the best side of her caregivers. Doctors and nurses didn’t always make eye contact when they were speaking with her. Imaging techs sometimes talked about her as if she wasn’t even there. Registrars might just skip the small talk and ask to see her insurance card, thank you very much. As Kate put it, she was a patient, not a person.


A patient, not a person. It’s sad to think that healthcare could come to this, but it’s true. I recognize the inclination in myself, even though I haven’t seen a patient in a professional context in a while. Sometimes when I was working in urgent care, I remember wanting to just get through the night. As my shift progressed, there might be fewer jokes, less chitchat. Just the facts, ma’am. When did the rash start? How many times did the child vomit? Just let me get the data points I need so I can figure out what, if anything, can be done. Then, onto the next patient. I hope this was an infrequent occurrence for me, but I know it happened.


Kate observed that she was sometimes able to snap a healthcare provider out of their funk. Sometimes the IV nurse was a bit more gentle. Sometimes she was able to get into a bed on the floor a little quicker. Sometimes the doctor snuck her the good snacks that were more difficult to obtain. These magic things happened when she connected with those caring for her. But to make that connection, she needed a spark. And she needed it to be something that would work every time.


She found what she was looking for: painted sneakers. Kate is an artist, and she liked to decorate her sneakers with wild colors and designs. Paramedics noticed; triage nurses noticed; surgeons noticed. They all saw her shoes and commented on them. “Hey, cool shoes. Where’d you buy those?” When she heard that, she knew she was in.


Her cool hand-painted sneakers turned her from a patient into a person. A twenty-second conversation about being an artist and how she liked to customize her footwear was the connection that she needed. She was no longer a cog or a widget; she was a person just like her caregivers, and her caregivers could suddenly see themselves lying on that gurney. Her painted sneakers successfully shocked her doctors and nurses back to the reasons they had gone into this business in the first place: to help people.




And that is, after all, why those of us in healthcare choose to work here. Human beings are sometimes sick, or frail, or have a physical need that calls for the touch of a professional. Whether we attend to those needs directly or support the enterprise in some other way, we are all here to ensure that care is given when needed, and to whomever needs it.


 




ENDNOTE


1. The brief sketches of issues in healthcare that precede each chapter are provided by Joseph alone. Pagani was too busy searching the stacks for obscure references to ’80s rock bands to lend a hand. That might sound thoroughly unreasonable, but Rush fans will thank him later.
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EVERYONE KNOWS THAT THE US healthcare system is broken. The parts that work well, like taking care of very sick people who have insurance, work very well. The United States has some of the best health outcomes and lowest wait times in the world. But the parts that don’t work—healthcare access for the poor, equitable outcomes, chronic disease management, and medical bankruptcy—are really very bad. And no matter what kind of insurance you have or don’t have, the health system is difficult to use. It’s hard to know where to start, where to go next, and what will actually help you maintain or regain your health.


Everyone hates the healthcare experience, even when outcomes are good. The result is that people only engage when something is broken. Once it’s fixed, they put health in their back pocket until the next time something stops working. For clinicians, meanwhile, there’s the threat of never-ending work, a need for perfection that is at odds with reality, and, in some cases, a mismatch between generating revenue and doing what’s best for their patients, creating a moral hazard that is often impossible to resolve.1


So, who designed such a load of crap? Well, no one. And that’s the problem. Almost no part of US healthcare was constructed with the people giving and receiving care in mind. The broader care ecosystem emerged by necessity, with a bunch of differently shaped parts snapping together like a puzzle designed by lottery. At the level of individual health services, the idea of serving the patient is the banner everyone rallies under. But in reality, workflow and process design are typically driven by shorter-term goals, like cost savings, labor efficiency, or just keeping the system afloat from one day to the next.


How can we start fixing what’s broken? A quick look at US health policy over the last two decades tells you what the answer isn’t. A health Czar? Not in this universe, pal. As for ditching the fee-for-service model, give us a break. That millstone isn’t going anywhere right now.


So, does that mean there’s nothing to be done? Do we just throw our hands up in despair, accept the status quo as if it’s natural law, and keep on keeping on as best we can? Heck no. There might not be any ecosystem-wide solution that’s ready to be handed down to us on a silver platter, but that doesn’t mean we can’t build something better for ourselves from the bottom up.


Starting with our own systems, we can lay the foundations for more effective and more equitable healthcare. We can improve the health experience, and we can engage patients and doctors in a vision of health as a lifelong endeavor. We can reshape our own systems so that they fit more neatly into an ecosystem model, and we can encourage others to do the same.


To start on this journey, we need to take a human-centered approach to managing health, preventing disease, and treating illness. We need to build our systems around the people who receive care and the people who deliver it. We need to provide healthcare for humans.


And there has never been a better time to start than now.




THE CHANGING FACE OF HEALTHCARE


So why now? What’s so special about the current moment? We’re sure you’ve heard that the best time to plant a tree is twenty years ago, but the second-best time is now. Yeah . . . that’s not the reason. It’s not wrong, of course: we always need to start from where we are. But where we are right now is a unique time for making change happen.


Four catalysts for change are currently overturning the established models of healthcare in this country, and the pressure from each is only going to increase in the coming years. Whether we like it or not, healthcare is moving into a new era. The only question is whether we shape the change ourselves or follow along as others shape it for us.
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In the technology sector, innovation is moving at a scorching rate, and that pace will only increase as time passes. The first wave of the digital revolution has reached maturity, and now rapid advances in areas like machine learning and Big Data are opening up new frontiers of possibility. In the field of medicine, we are seeing advances that would have been unthinkable a generation ago, from the rapid development of mRNA vaccines to tele-surgery, personalized cancer therapies, and clot-busting drugs that improve outcomes for ischemic stroke. Electronic health records (EHRs), tele-health consultations, and remote monitoring capabilities are also overturning the way healthcare workers interact with patients, speeding up communication, and moving previously sacrosanct functions out of the office or hospital and into the home.


A host of non-traditional health businesses have demonstrated that they aren’t content to just sit on the sidelines and feed new advances into the healthcare sector. Instead, they are entering the market themselves, leveraging advances in connectivity, logistics, and data analytics to create more consumer-friendly versions of the care experience that people can access without leaving their homes. And they aren’t alone. Physical retailers are increasingly keen to support their brick-and-mortar operations by giving customers extra reasons to visit, offering expedited and wallet-friendly versions of basic medical services like tests and vaccinations. Meanwhile, entrepreneurs within the healthcare industry are also carving out new markets for themselves, establishing specialist services such as ambulatory surgery centers that compete with traditional health providers in high-margin areas.


The entry to market for these new players has been made possible by changing attitudes to the delivery of care from both clinicians and patients. Thirty years ago, healthcare was something provided by physicians, with a few rare exceptions, like a visit to the optometrist. After years of gradual change, we now have a much more democratized view of care. For instance, we accept that routine advice and procedures can be provided by trained technicians who don’t need the “whole person” understanding a licensed physician acquires at medical school. Nurses have been empowered to take on greater responsibilities than ever before, and the idea of a pharmacist monitoring and adjusting high-risk meds is an everyday reality now rather than something unthinkable. With this shift in our attitude toward people has come a parallel shift in relation to place. We are increasingly comfortable with services provided outside the traditional framework of a doctor’s office or a hospital visit. The pharmacy and the mall are convenient sources of day-to-day care and increasing numbers of people prefer an online consult to the hassle of an in-person visit (particularly in the area of mental health treatment).


As if all that wasn’t enough to handle, healthcare is also experiencing a dramatic change in the understanding of what “health” itself means. For much of the modern era, health has been something we think about only when it is absent, a default setting that is so normal it fades entirely into the background. But now, as we learn more about why health can break down, we are starting to situate our understanding of what it is to be healthy in a broader context. Instead of just feeling well or sick, we see our health and well-being as part of a lifelong story that includes behaviors, social determinants, and environmental factors. And with that change comes a shift in our understanding of what healthcare is for. Increasingly, people no longer want to just fix the problem when they are ill. Instead, they want to be proactive about maintaining their health and preventing it from breaking down in the first place. The global wellness market is now valued at $1.5 trillion, and that figure is only going to increase.2 In the traditional healthcare sector, we haven’t yet built the systems needed to catch up with this changing paradigm—as Dr. Farzad Mostashari puts it, we won’t have value-based care until doctors get paid more to prevent a stroke than to take care of a patient who had a stroke3—but preventive care will soon be just as important a part of the health continuum as restorative care.


THE MARKET FOR HEALTH


Despite, or perhaps because of, the patchwork of payers in the United States, opaque market forces continue to shape the delivery of healthcare. The somewhat confusing character of the industry will only intensify as newcomers enter the field: more health businesses will bring more competition to more areas of the healthcare landscape. Existing markets will become attractive to investors and innovators, providing new pools of resources to the industry. At the same time, new markets will emerge to meet the needs of our broader understanding of health, commoditizing preventive care and incentivizing the creation of new services in this sector.
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For many who work in the traditional health systems that currently dominate the industry, the prospect of competition will seem ominous. There isn’t much real risk of a market-driven rush to the bottom that replaces quality healthcare with purveyors of snake oil. But it’s only natural to be concerned that a new wave of commercially minded competitors will undermine the public service ethos that defines the traditional healthcare mission. If these new players increase the prevalence of “microefficiencies,” we risk further fragmenting healthcare and draining revenue-generating procedures that fuel other parts of a system’s mission.




There’s no getting away from the fact that in a decade’s time established healthcare systems will no longer be providing the same mix of services as they are now. And it’s equally true that newcomers with an eye on the bottom line will compete energetically in the most profitable areas of the market, potentially undermining the ability of traditional health services to subsidize more expensive areas of care. These threats are real. But they aren’t the only way to view the changes that are coming. We can also think about the power of the market to orient us toward what people really want. From this perspective, the business side of the equation becomes a motivating engine for providing seamless and convenient care that optimizes lifelong health outcomes. Ultimately, competing with entities that are excellent at putting the consumer first is going to force the rest of us to up our game and serve people better.


The real danger as we move into a new era of care isn’t competition—it’s that we end up replicating the unplanned systemic evolution of previous generations. If we don’t want our legacy to be more half-broken systems that don’t really work for humans, we need to step up and make a conscious effort to do things better this time around.


MISSION IMPOSSIBLE?


With the industry changing, traditional healthcare providers are faced with a choice: either redefine their place within the care ecosystem or have their competitors redefine it for them. The danger here is that traditional providers will find key elements of their business model progressively stripped away. And if this happens, there is a significant risk that they will no longer be able to achieve their core mission.


The mission of traditional healthcare providers is one worth preserving. Both for-profit and non-profit hospital systems have evolved with a public service ethos at their heart, a shared goal of delivering the best health outcomes to as many people as possible. The fundamental mission of these services is human-centered in a way that just may not be the case for the newcomers to the industry.


While retail- and tech-led providers can compete on convenience and price, sometimes nothing short of a visit to a traditional health provider will do. As any OB-GYN will tell you, every delivery is routine until it isn’t, and one of the things that sets traditional healthcare apart is the depth and breadth of knowledge that makes it possible to deal with non-routine problems. This is something the newcomers won’t be able to replicate for the foreseeable future.


So, it’s important that traditional providers survive in this changing market to preserve both their mission and their unparalleled expertise. Doing so means finding a sustainable place in the evolving ecosystem and finding it fast. With the speed of change picking up, there’s no time to hang around waiting to see what happens next.


MAKING HEALTHCARE WORK FOR HUMANS


Managing systems with thousands of employees and budgets ranging from the hundreds of millions to the tens of billions means juggling a lot of moving parts. The managers responsible for the provision of care are also responsible for broader institutional goals, like delivering efficiency savings or meeting outcome targets. And while money, metrics, and the outcomes of specific procedures are easy to measure, the human experience of healthcare has never been trickier. It’s no surprise, then, that strategic planning and system design tends to focus on the former and neglect the latter.


The goal of this book is to put the spotlight back on the people involved in healthcare: the patients who health systems serve, the clinicians who provide the care, the non-clinical staff who support the enterprise, and the administrators who keep everything running. Putting these people at the center of how we do healthcare isn’t just a nice idea that we can park with the unicorns and rainbows of positive thinking. It is important for two very practical reasons.


First, the mission of optimizing human health is not served best by a narrow focus on the outcomes of individual episodes of care. As we move toward a conception of health as something that requires lifelong care and attention, we need to think more deeply about how healthcare fits into the life story of every individual. Improving long-term outcomes means focusing on prevention as much as on fixing problems, and that means engaging both clinicians and patients by making sure the care experience fits with real human lives.


Second, unless established health systems put the human experience at the center of everything they do, they will continue to lose ground to commercially motivated healthcare providers with expertise drawn from other industries in designing the consumer experience. The sidelining of the traditional healthcare mission that results will come at a long-term cost for the humans who use these services. Traditional providers are in a unique position to offer the highest standards of care for the patients who are most in need. But unless they align themselves successfully in the new ecosystem, they will lack the resources needed to achieve that mission. Providing human-centered care isn’t just the right thing to do, it is something we need to do to remain competitive.


Established healthcare systems are in a unique position to shape the broader structure of the next-generation health ecosystem. Putting the needs and experiences of patients and care providers first will lay the foundations for a more effective system of care at the national level. Health is varied and complex, and its management is going to require highly personalized solutions that will be provided by people and technology from across a wide array of sectors. A commitment to human-centered care will help systems determine the niches they can fill, think carefully about the people on both sides of that delivery, and then figure out who else in the ecosystem they need to connect with to share and/or receive information. In other words, putting humans at the center of our systems will help create a consistent experience across the entire care continuum, not just the parts we manage.


THINK GLOBAL, ACT LOCAL


The nature of the US health system makes a top-down redesign as fanciful as anything from the works of J.K. Rowling or Frank Herbert. But just because there will be no master plan doesn’t mean zero thought should go into the design of the health ecosystem. We need to make it easy for all the participants in the healthcare ecosystem to do the “right” thing. And we need to make it slightly more difficult to do the “wrong” thing by not pouring time and resources into connections that don’t make sense for those who give or receive care. We need to get rid of the stupid stuff that creates barriers to cooperation by finding our own niches within the ecosystem. And we need to locate our place in the landscape by thinking about the needs of the end user as they walk the path of their lifelong health journey. We need to commit to predictability and transparency in dealing with other systems, and we need to listen to the experts who can help us navigate the epochal changes we are facing. At the same time, we need to recognize that we won’t get there all in one leap . . . that maybe we won’t get there at all (we’re looking at you, Zeno’s tortoise) . . . but that a continuous-improvement mindset will keep us moving in the right direction and help things get better and better as time goes on.


The way out of the frustrating, expensive, and frequently ineffective morass of the US healthcare ecosystem is to take a step back and bring intentional, human-centered design to its individual parts. The principles in this book won’t solve all the systemic problems we face, but they can serve as a starting point—a common conceptual framework—for bringing systems together around this shared goal.
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When young children develop asthma or other forms of reactive airway disease, we often prescribe bronchodilators such as albuterol. Other children and adults typically use inhalers to deliver the medication to where it’s needed: the lungs. But since younger kids don’t usually have the coordination to use an inhaler, we instead use a nebulizer to create a mist of sorts that achieves the same outcome.


Home nebulizers used to be an expensive proposition: the insurance company would need to pre-approve the patient for the device. Once approved, the physician would write prescriptions for the albuterol, as well as the normal saline that was used to dilute the active ingredient. A home health company would deliver the nebulizer and explain its use to the patient (or in this case, the parent).


To deliver the medication, the parent would use the “eye dropper” that came with the albuterol and measure out the requisite amount. They would combine the medication with an ampule of the normal saline, place the solution in the nebulizer, turn it on, and give a five-minute treatment.


One particular patient returned to my office a few times after failing to improve with the treatments at home. When we gave a treatment in the office, the patient quickly responded. The first few times it happened, we thought the child just needed a bit more albuterol than is typically required, but by the third time, it was apparent something was wrong.




My medical assistant figured out the problem. She asked the mom to show her exactly how she delivered a treatment. It turned out that mom either didn’t understand the instructions that the home health tech gave, or those instructions were not good. In any case, the mom was giving treatments not with albuterol diluted with normal saline, but instead with just the normal saline. In other words, she was giving breathing treatments with no medicine in them. And that explained the lack of response to the home nebulizer.


When my assistant told me what had happened, I was genuinely puzzled at first. How could someone not realize that they weren’t even giving the medicine? That they were only delivering the diluent? This was a lesson for me. I spent so many years learning how to diagnose and treat people that I had forgotten that what was second nature to me might be complicated to everyone else. I suppose this is the same feeling that comes over my auto mechanic when he tries to explain to me what’s happening with my car. All I hear is “Blah blah radiator blah blah leaking.” The only part that’s clear to me is how much it’s going to cost to fix. Whether it’s car repair or pediatrics, systems need to be designed for use by the humans that will be at their core. And the first step in that direction is making sure that communication is possible, and messages can be understood.


Nowadays, there is no need to mix concentrated albuterol with normal saline: the medication is dispensed in pre-mixed ampules with the proper amounts of medicine and diluent. This is a much more usable medication delivery system, and one that I would have loved to have had access to decades ago.
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SO, WHAT DOES IS IT MEAN to take a human-centered approach to healthcare design? At least some people are going to see the title of this book and think, “What the heck are they talking about? Healthcare is all about helping people. How can it not be human-centered?” That’s a reasonable question, so let’s start by defining our terms. In this book, when we talk about systems, processes, or workflows being human-centered, we mean these systems, processes, or workflows are intentionally designed for the experiences of the humans who interact with them. A process isn’t human-centered just because it is about humans, or because it aims at good outcomes for humans, or because the institution in which it’s based is dedicated to caring for humans. All these things can be true, and a system can still provide a terrible experience for its users.


The common thread that runs through every chapter of this book is the claim that intentional design matters. We can see this in the example of the humble door. The door is something we all encounter every day, both in healthcare contexts and in pretty much all other areas of our lives. Most doors exist specifically for humans. They enable human actions, allowing people to pass from one room to another or to move in and out of a building or some other structure. At the same time, doors can serve humans by keeping warmth in or noise and intruders out. Doors are designed by humans as well, often as integral parts of the infrastructure of human institutions. But none of that means they are intentionally designed with the experience of the human user in mind. Often, they are not.


Doors that don’t work well for their users are so common that they have a special name, “Norman doors,” after Donald A. Norman, the godfather of user-centered product design. Norman doors come in all shapes and sizes. Some are thoughtlessly designed, like the door that has a handle on both sides, leaving newcomers to guess whether they have to push or pull. Others are designed with a specific goal in mind . . . just not the experience of the humans who use them. A slick wall of glass doors with no visible hinges, handles, or doorplates might look amazing to a viewer and leave an architect feeling all warm and fuzzy. But for the users who bash their shoulders on the wrong side or those who have to watch another person pass through before making their own attempt, the aesthetics of the flawless expanse of glass are neither here nor there. (For these and many other examples, see Norman’s The Design of Everyday Things.1)


Making something work for humans is a specific design challenge, and one that requires deliberate thought. It’s not enough that some thought was given at some point in the design process to what certain humans might need. Unless the designer started with the user experience in mind and then moved forward keeping that experience at the heart of the design project, the result will not be human-centered.


The principles we share in this book are a starting point for building health systems that work for their human users. Healthcare is, of course, much more structurally complex than a door, and there’s no simple checklist that can guarantee it will meet its users’ needs. There is also no single preferred user experience in healthcare. Different people need different things at different times, and individual processes and workflows need to be able to accommodate, if not the full range of these needs, then as many of them as possible. That’s a tough ask. As we’ll see, compromises between the requirements of different users are essential in making our health systems more useable. Humility is vital as well. We can’t expect to get everything right the first time. In fact, our systems will probably never reach perfection. But that doesn’t mean we stop our efforts to make progress. We can move forward, inch by inch, aiming to improve things for our human users, even if we never get them just right. As a past US president recently said about the democratic process, “That’s the history of progress in this country—not perfect, better.”2
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