

[image: Cover: We Can Do Better, by David Goldbloom]

“Anyone who, like me, has experienced mental illness, whose family has been affected, or who works in this critical field should read this great book.”

BOB RAE, Canadian Ambassador to the United Nations

We Can Do Better

Urgent Innovations to Improve Mental Health Access and Care

David Goldbloom, M.D.

Senior Medical Advisor at the Centre for Addiction and Mental Health








Thank you for downloading this Simon & Schuster ebook.

Join our mailing list to get updates on new releases, deals, recommended reads, and more from Simon & Schuster.




CLICK HERE TO SIGN UP




Already a subscriber? Provide your email again so we can register this ebook and send you more of what you like to read. You will continue to receive exclusive offers in your inbox.








[image: We Can Do Better, by David Goldbloom, S&S Canada Adult]






To my dedicated colleagues and future generations of them—all of whom want to do better for people with mental illnesses and their families






Foreword

◇◇◇◇

This foreword began with a curious bargain. David Goldbloom contacted me to ask if I would write something for his latest book. I was about to accept with alacrity. I had fond memories of reading David’s previous book, How Can I Help?: A Week in My Life as a Psychiatrist. It was inspirational and a guiding beacon for my wife, Sharon, during her seven years at Rideau Hall, where her major public priority was to illuminate mental health awareness and care across the land. But then came the sober second thought. I recalled, with a chuckle, that I have never had a conversation with David without some laughter and usually a joke.

So I reminded David that while he was board chair of the Stratford Festival I had gladly accepted his invitation to join the board. Word has it that the minutes of my first board meeting duly recorded with pleasure “my membership.” The next meeting recorded “my resignation.” Beside that note there was an asterisk. It read: “required to resign by government decree.” One of the conventions of the office of the governor general is a monk-like abstinence from involvement in all external boards and associations.

With this in mind, I proposed to David that if he would remove the asterisk, I would write the foreword. He laughed, and I agreed to his request. I am so glad I did. This book is simply superb. I was completely engrossed and finished it in one sitting. It reinforces three fundamental qualities of David himself: empathy, hope made real, and responsibility.

First, empathy. This is not the same as sympathy—as in, I feel sorry for your fate. Empathy has legs. It means I walk in your shoes. And as I walk with you we come to understand we can do something about fate together.

David was born with empathy genes. He comes from a long line of physicians. While I was at McGill University, when the name Alton Goldbloom was raised, it was almost in a whisper that conveyed respect and awe. He was essentially the father of modern pediatrics there. His legacy lives on decades later in most of the pediatric departments in universities and hospitals across Canada and many in the USA. His two sons were distinguished McGill pediatricians. Richard, David’s father, moved to Dalhousie to head pediatrics brilliantly for many years and only retired in his eighties. He and his inimitable wife, Ruth, were the inspiration for so many public good initiatives in Atlantic Canada. It was natural that Richard and Ruth hosted a gathering of the Order of Canada members in Halifax as we conducted a nation-wide consultation on fostering philanthropy and volunteerism in my first year as governor general.

And then came David who took the road less traveled to psychiatry at McGill. He did so because, in his words, there was so much to be done. He was influenced by his father-in-law, a McMaster University psychiatric luminary in the early pioneering days of its innovative medical school.

As I read through these pages, I remembered reading in my teenage days Dear and Glorious Physician: a book resonating with empathy about St. Luke recording the stories and parables of Jesus. David begins each chapter with a case of a fictional but entirely believable person and their battle with mental illness. Around that particular story, derived from the thousands of real cases he has seen in his career, he builds a scaffold showing that individual’s illness and an innovative approach to diagnosis and care. We, the readers, walk together in that patient’s shoes to find a better way forward.

Hope is the second quality. For David, hope is a verb that means to roll up your sleeves. The work he describes is grounded in innovation, doing things better. Minds, like parachutes, work best when open.

These illustrations of innovation, in response to the challenges of mental health, engender pride in our country and how it can do things better. They also resoundingly reaffirm the proposition that curiosity, courage, and collaboration make a difference. The quest for better mental health travels in unprecedented times in Canada. Peter Drucker’s observations are applicable: “The greatest danger in turbulent times is not the turbulence. It is to act with yesterday’s logic.”

That brings us to the third quality: responsibility. David’s stories and lessons about the last four decades of mental health emerging from the shadows respond to the challenges of Rabbi Hillel’s questions. Asked over two thousand years ago, in modern form they might read, “If not us then who? If not now, then when?”

David’s descriptive journey through recent history, the remaking of psychiatry, and a new perspective on mental health bring us to a point of urgency. His trumpet call for action underlines the fact that every year one in five of us will have a serious mental health concern. It is also a challenge at the community and regional level for a collective voice. From hospitals and health providers to the charitable sector, all are called on to collaborate in scaling up more promising innovations. It opens the curtains on mental health forces in Canada, urging our federation to put aside yesterday’s logic and embrace seeing mental illness through a new and clearer window. Ultimately, his call is triumphantly optimistic.

To return to the title, We Can Do Better, I recall George Bernard Shaw’s words: “Some people see things as they are and ask why. Others dream of things that never were and ask why not.”

David is an officer of the Order of Canada, our country’s highest honour. Its motto is: “We desire a better country.” He lives that motto every day, with authenticity and authority. The authenticity is his deep personal engagement in patient care. The authority comes from his working in and leading some of the collaborative networks that bring mental health innovations to life.

The Right Honourable David Johnston, 28th Governor General of Canada

November 2020






INTRODUCTION


◇◇◇◇

I stroll along La Rambla, the broad avenue in central Barcelona, on a sunny spring day in 2017. I slow my pace along the tree-lined street, giving my mind a chance to wander. It might be the jet lag, but there is something vaguely hallucinogenic about the waves and curves of the city’s modernista architecture. Every building has its own personality and seems to tell a unique story. I pause outside of a century-old home to peer up at the statues adorning it. One figure with a jaunty moustache holds a large, box-shaped camera, while a statue of a stern woman across from him plays a small gramophone—novelty objects now, but ones that would have been at the forefront of technology when the house was built. Sunlight filters through the trees and onto the pavement around me, and I stand still, basking in its warmth and admiring the way the design opens up the streets and gives passersby the ability to see around the corner.

Being open and peeking around the corner are the exact reasons why I am in this charming city in the first place. I am here to attend the twenty-third annual International Conference on Current Issues and Controversies in Psychiatry. Before I am confined to a windowless conference centre for several days, though, I plan to cram in as much tourism as possible. Today is my final day of exploration, so I pull myself away from the streetscape and run to hop on the nearby city bus.

“Where is the stop for Sagrada Familia?” I ask the bus driver after several minutes of staring out the window. He answers in a rapid volley of Spanish that doesn’t seem to include the gesture to get out immediately. I politely repeat the question a couple of times with the same result. Eventually he points to the door, because either we have arrived or he is simply fed up with my pestering.

As I come around the corner, my first impression is complete awe. A grand and unfinished project that has outlived its creator, Antoni Gaudí, the Sagrada Familia has a scope and scale that challenges the imagination. It is massive and fantastical—it has the feel of Disney cartoons where trees come to life in a scary way. My eyes are immediately drawn to the church’s towers—ornate stone structures that pierce the sky. It must have taken such incredible imagination, I think.

As my gaze falls, I am surprised to see cranes and scaffolding dotting the towers and arches of the church’s exterior. The modern technology seems out of place, so I approach a nearby guide.

“Excuse me, but what’s the reason for the construction?” I ask.

“The church isn’t finished,” the guide says. “It was started in 1882, but it won’t be complete for another decade.”

My thoughts go back to the conference, the reason I find myself in this place. The construction of the Sagrada Familia has had to adapt to the rapidly changing urban environment that surrounds the church. Its construction was started at a time when horses were still the primary means of transportation; now a high-speed train runs underneath it. Everything about the church—the lofty ideals that inspired it, the ongoing construction, the mix of old material and new insight—reminds me of our incomplete understanding of and care for people with mental illness. If the church is completed in the twenty-first century, it will be the culmination of two centuries of progress, not all of it smooth. In much the same way, mental health science and treatment have been both controversial and evolving, and the construction is still under way.

The truth is that controversies exist throughout medicine, from the overuse of antibiotics to the value of arthroscopic knee surgery. It is not always easy to find the sweet spot between dealing with uncertainty in medicine and providing hope and reassurance to people who need it. But it’s vital that we try.

To my mind, controversy is, to quote Martha Stewart, “a good thing.” After all, who would want to work in a field where everything is known and agreed upon? It would bore me beyond belief. But more important, where there is controversy, there is room to learn and improve. That said, few other areas of medicine are as shrouded in uncertainty as psychiatry—from what causes mental illness to what are the most effective treatments—or as mired in controversy about diagnosis, its role in society, and even its theoretical underpinnings.

Physicians (psychiatrists, family doctors, and specialists) and other mental health professionals (psychologists, social workers, occupational therapists, nurses, and other counsellors) disagree on many of those things. But there’s one fact on which we all agree: people are suffering. People with mental illnesses, their families and friends, and society at large are all touched by a set of disorders that affect one in five people globally. What is also evident—to every worried parent or partner, to every citizen strolling down a busy downtown street, to every guard working in a prison, to every teacher spending the majority of children’s weekday waking hours with them—is that the status quo is unacceptable.

I came of age as a psychiatrist in 1985, when the field was in a state of major change. A seismic shift had occurred when psychiatry turned its back on its heritage of psychoanalysis (still today the popular public perception of the discipline). As psychiatry made its somewhat delayed entry into the mainstream of scientific medicine, it was finally abandoning the long-held views of the origins of mental illnesses—namely, that they could be primarily attributed to early childhood experience and faulty parenting. It was becoming increasingly clear that those traditionally endorsed views could no longer be propped up—we needed a new paradigm. That change wasn’t just a matter of updating a textbook or changing a few labels, though. A new direction meant new medical standards; psychiatry had to create an entirely new common language to talk about mental illness. And that, in turn, demanded novel tools and systems to diagnose and treat those illnesses.

At the same time, another insurgency was afoot: the neuroscience revolution was in full flower. Breakthroughs in imaging technology were giving us an unprecedented window onto the brain’s structure and function, more refined measures of brain chemistry were allowing us to develop new theories of illness, and genetics was helping us identify vulnerability and risk in new ways.

I was eager to be swept up by and to be a part of this change. When someone has achy joints, headache, sneezing, and a cough, there is a difference between diagnosing the flu based on those symptoms and diagnosing pneumonia based on a chest x-ray and a saliva test. Either illness could fit the symptoms, but better diagnostic tools can paint a deeper, clearer picture. As a young psychiatrist, the breakthroughs in neuroscience and psychiatric practice excited me no end. We were going to be able to help patients better than ever before. Who knew what the future might look like?

I hoped brain imaging might provide an answer. As CAT scans and, later, magnetic resonance imaging became more available technologies—despite the usual Canadian waiting lists—I was eager to order these for patients experiencing their first episode of illness. But no mysteries were ever decoded to guide my understanding or treatment. Although these investigations sometimes provided reassurance to myself and others that I wasn’t “missing something” in terms of a nonpsychiatric cause of symptoms, it also inadvertently reinforced for some families the idea that these illnesses weren’t “real” because they could not be medically visualized. At the same time, these families knew all too well every pixel of the image of pain and struggle that their son or sister was experiencing. No blood test, whether looking for a faulty thyroid gland or a low vitamin B12 level, triggered the “Aha!” moment of Sherlock Holmesian mystery solving. Nevertheless, the tests were dutifully done as part of thoroughness and reassurance of no stone unturned.

By the end of the twentieth century, psychiatry remained virtually alone among the specialties in medicine in its exclusive reliance on clinical symptoms, both observed by physicians and reported by patients, to make diagnoses, to classify disorders, and to guide treatment. Blood tests and brain images were of no help.

Further, the neuroscience revolution did not deliver new treatment tools. Interventions like electroconvulsive therapy, lithium, antidepressants, antipsychotics, and anti-anxiety medications were all available before 1970. While new drugs came along, they generally did not outperform the ones that preceded them but rather offered more therapeutic options and different side effects. And while psychotherapies became briefer in terms of numbers of sessions, more standardized in terms of the actual interventions, and more supported by research evidence, there was no sudden emergence of dramatic superiority of one type over another.

At the same time, progress has been made in medicine more broadly. It has been argued that some of the marked reduction in death rates after heart attack has come not so much from the development of new treatments but rather from the standardization of treatments that we know make a difference. In parallel with neuroscience inquiry into basic underpinnings of mental illness, there has been a significant evolution in developing algorithms and clinical care pathways to guide physicians and patients toward the best evidence-based approaches. While it doesn’t eliminate the trial-and-error approach that permeates much of clinical medicine, it does provide physicians with a rationale for the trial sequence based on something more substantial than “the last guy I saw got better with this treatment, so I think I’ll try it again” or “the drug rep who came by with doughnuts for my staff said this new pill is really good.” Another important element has been measuring change. When we try to quantify the impact of our treatment, it leads to better outcomes because our treatment decisions are not guided by hunches or vague impressions.

Recently, I saw a patient who has struggled for years with a severe depression, at times requiring electroconvulsive therapy. He routinely completes rating scales related to details of his mood. Like many people when they recover from illness, details of his suffering can be mercifully fuzzy for him afterward. His rating-scale score for depression one particular day was low—and well within the range of a healthy, normal mood. He was able to look at his previous scores, and the items he had endorsed, as a way of understanding both how he had once been and the journey he had made. A paper-and-pen test is not expensive technology but rather a ready example of an approach to measurement that can improve care (research indicates that treatment of depression that is data-driven results in better outcomes) as well as patient participation and understanding.

Now, as I approach the latter phase of my career, my sense of the terra incognita of mental health care is even more acute, in terms of both the limits to our understanding and the obstacles to providing better care to more people in need. To put it simply: The status quo is unacceptable. We need to explore new ways of doing things, new routes to people feeling and functioning better. We have good but not great treatments. We have major challenges in accessing help for people who need it. We are nowhere near where we need to be in understanding the brain, the mind, and the interaction of both of them with the environment in ways that would allow us to better predict, prevent, diagnose, and treat. We are beyond choosing between nature and nurture, as we understand increasingly things like how genes can drive our behaviour and how life events and experience can shape our brains. As mental health awareness continues to go up—as it has dramatically in Canada in the last decade—and as stigma recedes, people will rightly expect more and better of mental health care.

For one thing remains constant: people and their experiences of mental illnesses. While clinicians and academics continue to argue over how exactly to use new tools, and quasi-religious schools of psychiatric thought battle for supremacy, people struggling with symptoms continue their journeys, looking for help and for hope.

For me, the core of my work as a psychiatrist has always been trying to understand and help patients and their families. Whether I am acting as a clinician, a teacher, a researcher, an administrator, or an advocate, that has been and always will be the goal. And as much as the first thirty-five years of my career have been rewarding and exciting, I’m still craning my neck around the corner to try to see what could make things better for the people my colleagues and I serve.

What follows is a journey through possibilities. In each chapter, I describe a typical (if there is such a thing when you look closely) case of someone suffering a particular, common illness, although each case is a composite of thousands of patients seen over my career. Each person serves as a springboard for a dive into a new pool of knowledge and treatment. I have purposely not explored those exciting areas of research that may bear fruit in a generation; instead, I have sought out the low-hanging fruit of approaches and models that could make a difference in the lives of patients and families, if accessible to everyone, in the next three to five years. That’s a short timeline for innovation. It has been estimated that the lag from scientific discovery to clinical implementation can be as long as seventeen years. But if you are suffering, even three years is a terribly long time to wait.

This journey through innovation isn’t meant to be comprehensive. The ideas in these pages are selective rather than exhaustive (and I hope not exhausting)—enticing trailers of brilliant coming attractions that I’m privileged to know about. Over the course of a long career, I have been lucky to meet researchers and clinicians doing exciting work, and so the examples here often come from friends and colleagues from all over the world. Mostly though, I’ve selected these innovations because together they point to what mental health care could look like if we only embraced such new initiatives.

Some of the pessimism I hear from people about mental illness comes from personal experience, from deep-seated stigma, and from fear of the threat that such illness represents to our uniqueness and identity. And some of it comes from the real failure of existing treatments to meet our high and at times desperate hopes, even though the success rate of most psychiatric treatments is equivalent to that of most medical treatments.

I began writing this book before a coronavirus transformed our world with the COVID-19 pandemic. As I write this paragraph, I am sitting at home instead of at the hospital where I work, seeing patients via secure televideo link rather than in person, maintaining physical distance while finding new ways to connect. While I am glad that people are talking more about the mental health impact of the pandemic on both people who are ill and people providing care for them, the limitation to the help that currently exists also gets highlighted. We are rightly worried about shortages of ventilators, masks, gloves, gowns, and COVID-19 diagnostic tests. But shortages of effective mental health care also need to be addressed as we cope with the impact of the pandemic and its aftermath.

It is a reflection of the growing public awareness of mental health that everyone in Canada, from political leaders to frontline workers in grocery stores and hospitals, is talking about it in the context of the pandemic. At the beginning of May 2020, Prime Minister Justin Trudeau announced a virtual mental health care tool for all Canadians and a commitment of $240 million to support it. A national online portal, Wellness Together Canada, was quickly created. It offers free of charge wellness self-assessment and tracking, self-guided resources and apps, group coaching and a community of support, and counselling by text or phone. It includes immediate linkage via text to crisis resources for youth, adults, and frontline workers. And it represents a coming together of government, community agencies, and the private sector in common cause to respond to an unprecedented national emergency. Change can happen quickly—within a couple of months of the pandemic disrupting the lives of all Canadians. But what happens when the heat of the crisis inevitably subsides? And what is the impact of COVID-19 on our mental health?

The first hints came from reports of medical workers in Wuhan, China, in February 2020 in terms of overwork, inadequate protection and fear of infection, lack of contact with families, and discrimination, resulting in stress, anxiety, and depression. By late January, guidelines for psychological crisis intervention in the context of the local outbreak had been developed. By March, a review of the evidence of the psychological impact of quarantine and how to reduce it appeared in a major medical journal, again pointing to greater awareness of the mental health impact of a pandemic. At the same time, this is about protecting the mental health of the general population, not that of people who are struggling with a mental illness, and so the solutions are generic and do not medicalize the problem.

Within two months of the onset of the pandemic in Canada, pollsters generated a snapshot of our national mental health through a survey of almost two thousand Canadians. Almost half felt worried or anxious, only 6 percent felt happy, but one-third felt grateful, which may speak to a quality that can help us ride out tough times. Half of Canadians felt COVID had worsened their mental health. That doesn’t mean half of Canadians have become mentally ill. In other words, it is actually normal to feel not normal.

But we cannot lose sight, now or later, of the one in five Canadians with mental illness before the pandemic. The pandemic’s restrictions on “business as usual” incentivize us to come up with new ways of addressing old problems; it is a helpful accelerant in that regard. And we need to be vigilant about the impact of the pandemic on suicide rates; at least one group has identified the risk as “a perfect storm” with regard to the factors that may increase suicide rates: economic stress, social isolation, decreased access to community and religious support and medical care, worsening of physical illness, and increased firearm sales. At the same time, shared experience and digital community may help to combat these forces.

In July 2020, the human resources firm Morneau Shepell issued its mental health index, which showed a significant decline for Canadians, with financial risk and social isolation driving it downward. In August 2020, the accounting firm Deloitte released its modeling report on the potential impact of COVID on mental health, based on modeling from previous crises and disasters. It predicts a profound impact through economic downturn, with particular impact on women when it comes to employment, income status, and mental health. Finally, a survey released in August 2020 by the US-based Commonwealth Fund, comparing the United States with a number of countries including Canada, shows Americans to be the most vulnerable with regard to lack of access to mental health care, negative economic consequences, and confidence in their government’s pandemic response.

COVID has fueled public expectations for faster and better results. Countries are sprinting to vaccine finish lines in months instead of a drug development process that historically was a marathon of many years. Televideo health services have supplanted office and clinic visits. Everything we took for granted about work, school, and social interaction has been challenged. Shaking hands with friends and hugging families now seems so 2019. The need for transformation is urgent, the opportunity is fertile, and the people in need are eager.

What comes next? What needs to change? Are there things already out there that are making a difference beyond our current standards of understanding and care? What holds hope for the future? I’m enough of an optimist—an admittedly incurable one—to believe things can and will be better. We can make a better future. The question is: What will it take?






1 ◇◇◇◇◇ PIERRE AND ATTENTION DEFICIT HYPERACTIVITY DISORDER







INNOVATION: REMOTE COACHING


◇◇◇◇

Hold the Phone

Pierre was a rambunctious young boy, always in motion—a “whirling dervish,” his mother, Eloise, called him. His father, Stephane, recognized himself in Pierre, both with pride and a little bit of dread as he anticipated what school would be like for his son.

By the time Pierre was in grade one, what had seemed like relentless curiosity and exuberance began to clash with rules, schedules, and even learning. He struggled to stay seated in the classroom or to wait his turn when the teacher asked a question. Instead, he often disrupted the class with blurted jokes and laughter, physical restlessness, and a tendency to take things from other children. It meant frequent trips to the hallway and twice to the principal’s office. At times, as the teacher spoke to the students, Pierre seemed a million miles away, staring out the window, seemingly transfixed by a squirrel on a tree branch. When the children were asked to bring something from home for show-and-tell, Pierre frequently forgot or misplaced his items, and he tuned out when reprimanded about it.

Pierre’s teacher and his parents were worried about his ability to succeed in school and to make friends. Keeping him busy was helpful, but it didn’t always translate into keeping him engaged. The teacher suggested that Pierre’s family doctor be involved and that the parents complete one of the common questionnaires used to consider the possibility of attention deficit/hyperactivity disorder (ADHD). “That’s what they said I had,” noted his father, “and so did two of my brothers. They put us all on Ritalin. My parents said it helped.”

Stephane felt guilty that he had passed on to his son a vulnerability to a disorder that wreaked some havoc on Stephane’s own childhood. Like many people with ADHD, Stephane had outgrown the symptoms as an adult—but he had never forgotten them. He suddenly had a new appreciation for his own parents’ struggles in raising him.

The family doctor asked Pierre’s parents and teacher to complete a brief survey. They reviewed the results and noticed the overwhelming number of boxes ticked under the “very much” column describing ADHD symptoms. The doctor decided to prescribe Ritalin for Pierre and encouraged his parents to visit some ADHD websites for further information and support. “I’m afraid that’s all I can do,” she said.

Pierre took Ritalin and the effects were evident both at home and in the classroom within a couple of weeks. Pierre seemed calmer, more able to focus and sit still. He wasn’t sent to the hallway anymore for being disruptive and seemed to enjoy being part of the class more. His symptoms were certainly better, but they weren’t gone, and Eloise and Stephane felt that their son needed more than pills could provide. They wanted strategies that would help them cope better as a family, as well as skills that Pierre could use in situations that brought out the worst of his diagnosis.

But getting in to see the school psychologist or a child psychiatrist would take many months, and seeing a psychologist in private practice was beyond their means. It was hard enough for them to coordinate taking time away from their jobs in the middle of a weekday to meet with the teacher, let alone ongoing sessions with a counsellor.

◇

ADHD, sometimes shortened to ADD, is one of those sets of initials that people now use casually in everyday conversation as a kind of shorthand—“I’m so ADD today I can’t find my car keys.” It’s much the same with how people refer to obsessive-compulsive disorder (OCD)—“I like to keep my DVDs organized by movie genre; I know it’s so OCD of me.” Some could argue that this represents greater literacy or acceptance of mental illness, but I don’t buy it. To me, it is a trivialization of illness, a self-mocking joke that betrays a lack of awareness of just how debilitating, intrusive, and persistent the symptoms can be.

That being said, ADHD is more recognized, diagnosed, and treated than ever before, especially in adults. While some children outgrow ADHD symptoms, long-term follow-up studies show that symptoms can persist into adulthood. For adults I see who are questioning whether this explains their difficulties, the answer is: sometimes but not always. In adults, there is often a clear history of ADHD symptoms persisting since childhood, corroborated by parents and old report cards. For those adults whose symptoms developed only in their thirties, in my experience it is far more likely that their concentration and focus difficulties are aspects of a depression or anxiety disorder—or sometimes a profound dislike of the task that requires their attention.

According to the Canadian ADHD Resource Alliance (CADDRA) 2018 treatment guidelines, clinical descriptions of the behaviour patterns go back to the late 1700s and the benefits of amphetamine drugs for the symptoms were first observed in the late 1930s. So this is not simply a recent fad, despite growing recognition and treatment.

In 2014, a careful review of the previous three decades found no increase in how commonly ADHD occurred among children in community samples. This is opposed to the rise in the number of children being given the diagnosis by health professionals, which, according to the US National Institutes of Health, increased between 2003 and 2011 by 42 percent. That’s a total increase from 8 percent to 11 percent of all children.

This is a cause for concern for many: from parents to policy makers, philosophers to health care providers, ethicists to educators. People worry about overdiagnosis and overtreatment. However, few people argue that ADHD doesn’t exist. So where is the sweet spot between missing cases and overcalling them?

In Canada, while the number of cases of ADHD increased significantly between 1999 and 2012, most of the diagnoses were made by family physicians. Diagnoses of ADHD were made in 3 to 5 out of every 100 children and youth, with significant variability across provinces. And it is estimated that when the diagnosis is made, stimulant medication follows in the majority of cases.

Without a diagnostic blood or imaging test, ADHD remains a clinical diagnosis, often supported by multi-perspective questionnaires completed by teachers, parents, and the people who may have the disorder. The consequences of missing the diagnosis can include a very negative impact on school performance and in developing a social network—the principal jobs of children. On the other hand, overdiagnosis can lead to labeling that may be stigmatizing, treatment that may not be necessary or helpful, and a blind eye to other factors contributing to the way the child is functioning.

Not every person who clicks his ballpoint pen repeatedly, shifts in his chair, or tunes out has ADHD, in the same way that not everyone who burps has acid reflux and not everyone with chest pain has heart disease. But a recognizable pattern of co-occurring symptoms that are both sustained and having a negative impact on school and social performance are at the heart of the diagnosis of ADHD.

I have to admit that in the first half of my career I never used to think about this diagnosis as an adult psychiatrist. I had seen children with ADHD during my child psychiatry training but hadn’t been sufficiently curious to wonder what happens to them when they grow up. In my own dim way, I wrongly saw age eighteen as some kind of magical transformation point and didn’t ask adults about ADHD symptoms. But as public awareness has grown and online self-assessments provided by Dr. Google have proliferated, more adults are wondering whether this explains how they think and function.

That being said, the primary province of ADHD, where it is most likely to emerge and play havoc, is childhood. That’s where most of the help is needed.

Given how long it will take for Pierre to see a school psychologist or a child psychiatrist outside of the school system, it is easy to assume that simply having more such mental health experts available will solve the problem. That isn’t the case, though. We know from studies of psychiatrist supply conducted in Ontario that the problem of accessing services isn’t any better in regions with higher concentrations of these specialists, such as major urban centres, than it is in rural areas. And it’s not always the case that people need the level of expertise of those professionals—not everyone with a headache needs to see a neurologist and not everyone with high blood pressure needs to see a cardiologist. The result is a mismatch between problems and solutions.

We will never have—nor should we—enough child psychiatrists to see every young person with mental health problems and illnesses, even though we could make better use of a larger contingent of them. What we need is a greater range of services for young people of differing levels of intensity and expertise so we can match level of need with appropriate resources, including the most advanced and specialized, at the right time. In fact, that’s what we need throughout our entire mental health care system.

There is an old New Yorker cartoon of someone flailing in water and, on seeing a faithful collie barking on the banks of the river, yelling to her, “Lassie, get help!” In the next frame of the cartoon, Lassie is on her back on a chaise longue, speaking to a therapist. Funny? Sure. But to me, it says we need to broaden our reality as well as our popular cultural conception of what getting help means.

Even if a greater number of psychiatrists would improve access for people like Pierre, it wouldn’t happen overnight. It can take up to fifteen years of postsecondary education and training to launch a child psychiatrist. It’s not just a question of improving access to existing resources but also of connecting people with appropriate new resources. There are opportunities to diversify the mental health workforce, training up much more quickly people who can deliver evidence-based treatments that can effectively meet people’s needs. It means shaking up how we think about care and care providers. It means leveraging existing knowledge of innovative approaches that work. Innovation is what Pierre needs, as long as it is supported by credible evidence that the approach makes a positive difference. Oxford University Press publishes a series of books called Treatments That Work—a sobering reminder that not everything we think of as treatment has evidence to support its benefits.

Not only are wait lists long, and the costs of ongoing treatment too high for many families, but traditional services are typically available during weekday business hours, often when families have the least flexibility to get together. Children should spend their days in school; it is their ticket to chances for a better life—and better mental health—as an adult. And parents are often themselves busy with work commitments, where taking time off for appointments can be a significant challenge. Mental illnesses like ADHD can be a real barrier to the success of children and families, and so we need alternative approaches.

For Pierre’s family and so many like them, there is a need for available, affordable, accessible, evidence-based services beyond the traditional format of office- or institution-based weekday clinical practices. What many Canadian parents like Eloise and Stephane don’t know is that some of these innovative resources already exist. One such program has incredible potential to provide help for families like theirs: the Strongest Families Institute (SFI).

SFI is the brainchild of Patrick McGrath, an academic and clinical psychologist, and Patricia “Trish” Lingley-Pottie, a PhD nurse in Halifax, Nova Scotia. The origins of SFI go back forty years to when Patrick was in Ottawa dealing with children who suffered from chronic pain. He developed a technique of using coaches to help kids and their families via telephone—an early form of e-health long before smartphones, apps, and the internet. It was an academic success but an innovation failure because there was no significant uptake. Canada is sometimes called the land of pilot projects, where great ideas are generated and validated but not scaled up—whether due to lack of political will, funding, technology, or vision to transform the local to the national.

Nevertheless, Patrick knew that many people lived far away from specialized treatment resources or could not meet the demands of daytime weekday appointments that disrupted school for the child and work for the parents. And many more children struggle with emotional and behavioural problems than with chronic pain. So he shifted his clinical focus from pain to mental health, and not long after, SFI was born.

The goal of SFI, and similar programs that would follow, is to help children with symptoms of ADHD, disruptive behaviour, anxiety disorder, and persistent bedwetting by teaching them, and their families, strategies and skills for dealing with specific situations, thoughts, and feelings that triggered their symptoms. When he designed the program, Patrick carefully reviewed the scientific evidence to support those strategies and created manuals that specially trained coaches could use when speaking with families over the phone.

Coaches encourage parents to pay heed to the times when their child is being attentive, making sure positive behaviours at home and in school are reinforced through reward systems. They can help parents break down tasks into specific, manageable goals. And they can teach parents how to use problem-solving strategies that include the child in the plan, that help the child with focus and emotion regulation. The manuals were effectively scripts, and they included prompts to remind the coaches to use role-playing and problem-solving skills with children and parents. The program also provided handbooks for children and parents and complementary audio and video products that demonstrate the skills in action.

Each session between the coach and the family is conducted over the phone. It starts with a conversation in which the coach uses a series of screening tools to identify what the problem areas are and, more important, how to help deal with them. To minimize bias, screening is done by a separate department—evaluation assistants—using validated scales such as the Brief Child and Family Phone Interview (developed by academics at McMaster University more than a decade ago) and the Strengths and Difficulties Questionnaire (well established internationally as a screening tool). All the resulting data is entered into a care plan page and a problem identification dashboard on a computer program that families can access.

The telephone sessions are held in the evenings, when families are most often available—there are no office visits, no travel, and no delays. Of course, in the context of pandemic isolation (as of this writing), families have become even more available together. Coaches also aim to deliver written results in ways that families will understand, preferring short, graphic-heavy reports over lengthy narratives that too often cause patients’ eyes to glaze over.

It’s important to recognize that SFI does not make formal diagnoses, even though it focuses on clinical problems; in most jurisdictions, providing a formal diagnosis is restricted to physicians and psychologists. But you don’t need an MD or a PhD to spot a problem, and sometimes referral to SFI follows a more formal diagnostic evaluation by a health professional. In essence, SFI is focused on addressing symptoms. And that matches up well with what people want from mental health care in general; people are more distressed by specific symptoms than by the labels that categorize them. Symptoms are what people have, while diagnoses are what professionals make.

SFI goes right to the heart of that, teaching skills for handling those symptoms. The process helps parents learn to deal with a range of common childhood behaviour problems, such as temper outbursts, not listening, verbal and physical aggression, and difficulties with focus—common struggles in children with ADHD. The calls aren’t long—typically only forty-five minutes, once a week. And despite the availability of newer forms of communication like FaceTime, Zoom, or Skype, SFI still advocates for the use of telephones. They found that many families didn’t want to “see” their coach, and the visual anonymity of the phone meant that families often disclosed more. They liken it to the confessional screen of the Catholic Church, and it serves as a reminder that while we are easily attracted by the shiniest technology, it is the substance of what is transmitted that counts more than the vehicle for it.
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