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About the Book


Early in the Covid-19 pandemic, the shocking mortality figures obscured the fact that death is not the only adverse outcome of the virus. Today, as many as 30 percent of Covid-19 survivors still experience symptoms long after their acute illness has passed, with cognitive and mental health problems especially prominent. For long haulers, this struggle with Long Covid has irrevocably changed their lives. Many have lost their ability to work, attend school, and look after their children. They often feel misunderstood and dismissed by others. Their once-full lives are now filled only with doctors’ appointments that seem more and more futile.


In Clearing the Fog, neuropsychologist Dr James C. Jackson offers people suffering from Long Covid and their families a roadmap to help them manage their ‘new normal’.


Focusing on cognitive impairment and mental health issues, he shows readers:


- The ways in which they can manifest and disrupt


- How and when to seek professional evaluations


- Science-based treatment options and strategies


Through moving stories, as well as hands-on guidance, Clearing the Fog will help long haulers understand their current situation while offering multiple ways to address it, make sense of it and move through it with the goal of thriving instead of merely surviving.









To Michelle, who tends the garden of my heart and enriches
the world with faith, exuberance, and love.









Author’s Note


First and foremost, this is a book about patients, real people whom I’ve been fortunate to know and who have courageously revealed their stories to me, both while thriving and while barely surviving. In every instance, they have been eager to share their personal journeys in the hope that they can help someone else who may be struggling. Out of an abundance of respect for the privacy of my patients, members of support groups, and those I consult with, I chose to create composite characters throughout the narrative, but while key details have been changed, they are all based in truth.


Further resources for patients and families can be found on the website for the Critical Illness, Brain Dysfunction, and Survivorship (CIBS) Center at www.icudelirium.org. We are an independently run, non-industry-funded educational resource, and we post all our resources free of charge.









Introduction:
Long Covid: An Epidemic


As the Covid-19 pandemic unfolded, the world watched in horror as grim tallies of daily death counts ticked steadily upward, reaching numbers that stunned us. The tragedy of lost lives cannot be overstated, but it obscured the fact that damage inflicted by the virus was measured not only in mortality rates but also in the unsettling persistence of debilitating symptoms long after the initial infection. Data emerged from numerous studies and clinical encounters with patients around the world showing that dying was not the only outcome to fear. On the contrary, long-term symptoms were present, and often life-shattering, in never-hospitalized individuals with “mild” disease as well as in those who had battled critical illness. These symptoms—more than two hundred have been recorded—are now universally known as long Covid and defined by the World Health Organization (WHO) as a syndrome “occurring in individuals with a history of probable or confirmed SARS-CoV-2 infection, usually three months from the onset of Covid-19, with symptoms that last for at least two months and cannot be explained by an alternative diagnosis.”1 This clinical definition, while useful, does not fully show the devastating impact that the condition can have on people and their loved ones as it turns their lives upside down. Estimates suggest that up to 200 million individuals around the world may be experiencing long Covid,2 more than those with cancer and dementia combined.3 If these individuals represented a country, it would be the eighth largest in the world4 and, as variants continue to appear and disease spreads among populations, these numbers will only increase. Long Covid can affect cognitive, physical, and mental health functioning and occurs in many different demographics, including the young and the old, those from low, middle, and high socioeconomic circumstances, and from across a wide range of educational backgrounds. No one is immune.


Just a few months into the pandemic, I started a weekly support group for long Covid patients at the Critical Illness, Brain Dysfunction, and Survivorship (CIBS) Center in Nashville, Tennessee.5 At first, we welcomed Covid survivors after an ICU stay, helping them to pick up the pieces of their lives after critical illness. Then, as we increased the number of support groups due to demand, we noticed a shift—many of our new attendees had never been admitted to a hospital. We began to realize how insidious this condition might be.


I was struck by the way our patients were battling both an illness and also the disbelief of the medical establishment. I had seen this happen over the years with survivors of critical illness who grapple with life-altering cognitive, psychological, and physical symptoms that prevent them from returning to the lives they once had. Their condition, known as post intensive care syndrome (PICS), has long been misunderstood and dismissed and patients often struggle in silence. I was determined to let my patients with long Covid know that they were heard and seen, and that treatments were available to them. Over time, it became clear that there were similarities between long Covid and other illnesses that occur after viruses such as myalgic encephalomyelitis/chronic fatigue syndrome (ME/CFS), postural orthostatic tachycardia syndrome (POTS), and long Lyme disease. In fact, around half the people with long Covid are estimated to meet the criteria for ME/CFS.6 Research into these conditions had already provided a knowledge base and I began to see that the way forward lay in collaboration and community, in using tried and true treatment methods while searching for new and creative approaches.


Susan tested positive for Covid after attending a bar mitzvah in early 2021 but experienced just a low-grade fever and a few days of malaise. Now, however, she is a Covid long hauler, as those with long Covid are often called, and grapples with cognitive problems so severe that they may end her career. A high-achieving attorney, she graduated from an Ivy League law school and vaulted to partnership status at a midsize urban law firm. Once renowned for always being on time and usually ten minutes early, she now routinely misses meetings if she remembers how to log on to them at all. She can no longer handle complex documents and makes errors drafting standard wills and contracts. Occasionally she forgets the names of clients whom she has worked with for years. For months, she has relied on her administrative assistant to run interference for her, but lately her deficits have become so obvious that there is no disguising them anymore. During a recent session of our support group, she told us, through tears, that in the days before she caught Covid, she had watched a news show about long haulers and scoffed at the specter of long Covid. She remembers saying under her breath that this illness might impact “weaklings” but not people like her. She added that she sleeps only fitfully now, worried about losing her job and how she will pay the mortgage on her spacious craftsman bungalow. Her old life—one she had worked hard to achieve—seems so distant, so unattainable. It’s as if it belonged to somebody else.


Jose, another regular at our support group, is a grizzled former firefighter who switched to teaching middle school social studies a few years ago. He often reports that his brain is “working just fine” but it is cold comfort to him. This once fearless man used to run into burning buildings with a confidence that few of his fellow firefighters had seen before, but now he battles different demons—an unholy trinity of delusions, hallucinations, and depression—and on our Zoom calls he often sits at his desk, his attention far away, a vacant look on his face. Unlike Susan, he was profoundly ill with Covid, contracting it at a barber shop and rapidly “crashing” before waking up on a ventilator sixty-seven days after being admitted to a hospital in Mississippi. Disoriented and confused, he remembers little of the events that swirled around him over two long months, but one thing remains crystal clear in his mind—his graphic nightmares brimming with images of torture, rape, and carnage. He knows—on most days, at least—that these dreams cannot possibly be real but his recollections of them are visceral and vivid, and he often shares that these memories haunt him late at night, robbing him of any hope of sleep. His students, not knowing better, tease him when he falls asleep in class from exhaustion, and he agonizes about resigning from his job. Recently, when a balloon popped at a birthday party in the teachers’ lounge, he almost jumped out of his skin, conjuring up reminders of his chronically anxious father, a Vietnam veteran whose mental health issues Jose once prayed he would never have to suffer. Post-traumatic stress disorder (PTSD), Jose tells us, is “supposed” to be a condition that impacts people after events such as war and sexual assault, but he’s gradually embracing the idea that it visits survivors of Covid-19, too.


Zoey, a once-gregarious world traveler in her early forties who trekked across the Italian Alps the year before the onset of the pandemic, occupies a spot somewhere between her friends Susan and Jose. When she contracted Covid, she was sick enough to spend five days in the hospital but mercifully avoided the ICU. Yet this former college track athlete is so wracked by fatigue, anxiety, and discomfort that she rarely leaves her one-bedroom apartment. She’s bewildered by the ways her body rebels against the commands she gives, and she has a hard time imagining, much less believing, that her life could ever be meaningful or rich. A newcomer to the group, she logs on to weekly Zoom calls, but while most of her peers are vertical, she is usually horizontal, lying on a bed or couch, or even stretched across the floor with her phone next to her head. Occasionally, when we talk about the value of processes like “acceptance,” she crosses her arms and rolls her eyes, barely concealing her disgust for the idea that there might be value in making peace with a “new normal” that she can’t abide. She has gone down a rabbit hole of speculative, unproven, and costly long Covid cures, spending money she can’t afford, in a frantic effort to avoid a painful reality—that she may not get better at all.


At times optimistic and ebullient and at other times intensely sad, these survivors—in many respects the “lucky ones” as they have access to care—wrestle with cognitive problems ranging from humorous to concerning to life-threatening (putting a television remote control in the freezer, constantly forgetting to make mortgage payments, driving through red lights in crowded intersections, and nearly overdosing from taking the wrong medication), struggle with mental health challenges (intense health anxiety, depression, obsessive-compulsive disorder, PTSD, and suicidal thoughts), and sometimes battle fatigue so profound that a walk to the mailbox feels like a hike on the Appalachian Trail. They struggle under the weight of layers of guilt and shame, feel the pain of loneliness and isolation, and wish for the past lives to which they fear they will never return. They fight to maintain a modicum of hope as they see well-meaning physicians—both generalists and specialists—who shrug their shoulders and offer little guidance, meet with HR representatives at work who warn that they are approaching the limits of their time off or advise that their requests for long-term disability have been denied, and visit with family and friends who tell them they just need to “try harder and stop complaining” if they want to get better. Their stories are replicated millions of times over in long haulers in this country and around the world. Perhaps you see your own struggles reflected in their stories. Or maybe those of a family member, coworker, or friend. Exhausted by complex challenges, stung by the apathy of others, and confused by limited and often conflicting advice, people living with long Covid want to know they are seen and heard, and need guidelines on how to manage their illness and improve their functioning. In many ways, they are looking for hope.


Over the course of my many years of work as a psychologist helping patients to rebuild their lives after illness, I have been struck by the importance of my role as a guide—as someone who tries to meet my patients where they are in their lives, listens to their goals, communicates in ways that are accessible and relatable, creates a plan, and supports them in reaching it. I believe this is the most effective way to help my patients through these difficult times in their lives. In the early days of 2021, I became especially aware of the importance of guides for patients navigating illness when I struggled with my own mental health. Stoked by the challenges of the pandemic, my obsessive-compulsive disorder—previously well managed and under control—began raging, taking me to terrifying places I’d never visited. My guide was a clinical psychologist in a little stone cottage on Nashville’s Music Row who helped me in transformative ways and to whom I often think I owe my life. She steadied me during hard days, gave me tools and fostered skills to help me face challenges, and outlined a vision for a brighter future and a road map for how to get there. On other occasions, I have found the steadying support of guides beyond the realms of illness: a mountaineer, a fitness coach, and, once or twice, an expert angler. Whether you are a long hauler yourself or are trying to support someone else, my goal in writing this book is to be your guide, helping you discover solutions, providing answers to your questions, and offering a path forward as you find your way through long Covid.


The chapters that follow address the primary concerns I have observed while engaging with long Covid patients and their families in clinical and research environments, during phone calls, in emails and social media conversations, and in consultations with colleagues. Namely, that a high percentage of patients feel that their brains don’t work anymore, that they experience suffocating trauma and anxiety about the future, and that they feel as if they’re stuck in an endless labyrinth as they seek treatment and resources. I have found that patients are happy to describe their priorities if only you ask them. This approach of empowering patients (and their families) to articulate what they perceive to be their problems, as opposed to doctors in starched white coats making these decisions, is known as patient-centeredness and is key to working with long Covid patients. Our patients are experts in their own condition, how it affects them, and what they need, and the values of patient-centered care inhabit every page of this book and inform my recommendations for patients and readers.


With a focus on cognitive impairments and mental health challenges—shown to exist in up to 50 percent of all long Covid patients7—my hope in writing Clearing the Fog is to offer support and information to help long haulers with many aspects of their new lives, from their first inklings that symptoms they are experiencing may be attributed to long Covid and beyond, as they seek and implement treatments. This is not an easy journey, and my aim is to accompany you, knowing that you may have felt discounted, shunned, and ignored at times by friends, family, and wide swaths of the medical establishment. Using my own experience with chronic illness, I offer suggestions on how to accept that life going forward may be different, not as a kind of resignation but as a foundation from which to build a new approach. In addition, I offer comprehensive, cutting-edge guidance, educating patients on the likely causes of long Covid and the complex scientific mechanisms that undergird it, as such knowledge is empowering. In this way, I hope to combat widely held misunderstandings about the condition, to demystify it, and take away some of its power.


I imagine that many people will come to this book looking for cures, for a way to get back to their pre-Covid lives. As I write, I am reminded of a story that my great-aunt Lurene, keeper of our family’s genealogy, once told me about a distant relative of mine—Dr. R. V. Pierce, founder of the sprawling Invalids’ Hospital and Surgical Institute in Buffalo, New York, and the most famous of the many turn-of-the-century hucksters who offered “snake oil” disguised as medicine to the masses. Positively Barnumesque, he convinced more than 2 million people to buy his thin paperback book, The Common Sense Medical Advisor, and sold even more bottles of his Golden Medical Discovery tonic—including one pristine example, slightly faded with the years, that sits on the mantle in my office. He preyed on people with late-nineteenth-century maladies who were desperately looking for a cure. Instead of a cure, Dr. Pierce offered a counterfeit, one unable to give relief despite hundreds of extravagant testimonies to the contrary contained in his many pamphlets. I am aware that many long haulers, just like my patient Zoey, are looking for a similar cure, a quick fix, perhaps, hoping for that one doctor who will finally understand them and their illness and launch them back to full health. While that route to healing may not be possible, I am able to offer multiple proven treatments and strategies that, over time, have helped many of my patients to see real improvement and transformation in their lives.


I offer evidence-based insights on how to address, treat, and manage cognitive dysfunction and mental health disorders, answering questions such as: When is it time to contact a specialist? What red flags might suggest that you or a family member is struggling with cognitive impairment? When is feeling sad a symptom of clinical depression? What treatments are available for my family member’s cognitive impairment or exhaustion? My aim is to help long haulers and family members understand specific symptoms and conditions, know how and when to set up an evaluation, and be aware of different kinds of treatment options. These are complicated, often stressful processes, and having a guide to turn to can make a crucial difference.


In addition, I give information on navigating byzantine and often opaque healthcare systems that intimidate even sophisticated healthcare users, as I have seen the additional level of frustration they bring to my already exhausted patients. I offer practical guidance on whom to talk to—that is, advice on specialists to see, resources to pursue, and evaluations to consider as well as how to successfully engage in hard conversations with doctors, employers, and even family members. I find that having step-by-step advice to follow can ease such encounters, and I provide examples that can be used in many scenarios. In addition, you’ll find practical information to assist in making decisions about returning to work, asking for work- and college-related disability accommodations or, alternatively, pursuing other options like short- and long-term disability. These everyday concerns are part of the new reality for many long haulers.


As someone who manages my own chronic illness, I am aware of and grateful for the support of my family. Long Covid is a condition that affects both the person with the condition and the people—usually family members and friends—who help them navigate their daily life. It was important to me to include a chapter that acknowledges this fact and provides tools and hands-on help for family members, too. According to research, family members experience rates of anxiety and PTSD comparable to those of patients8,9—their lives have changed irrevocably, too.


One day, while writing, I found myself listening to the radio playing in the background, and, as a child of the ’80s, I immediately recognized the husky voice of Welsh songstress Bonnie Tyler amid a cascade of drums and piano riffs. Her iconic song “Holding Out for a Hero” from the movie Footloose was familiar to me, as were the song’s lyrics that wondered why a “white knight upon a fiery steed” wasn’t coming to save the day, and I thought about them through the lens of someone caring for long haulers. As was true of most diseases before the emergence of long Covid, such as cancer and Alzheimer’s, there is no knight in shining armor, no breakthrough miracle cure, and, for that matter, no wizard with a magic wand who can cure every Covid-related ill with a whispered incantation. What there are, though, are strategies, treatments, and approaches that can make a substantial and, with time, even a dramatic difference in the lives of many people living with long Covid, leading to journeys of growth, recovery, and transformation. There are no shortcuts—but as poet Robert Frost said, “the best way out is always through.” I feel privileged to accompany you on your journey of healing.









CHAPTER 1


WHERE TO BEGIN: A Road Map for Starting Your Long Covid Journey


For many people, long Covid begins with not feeling well in many different ways. Some may have experienced symptoms during a Covid-19 infection and, weeks later, are still struggling to improve. Others may have seemingly recovered from an initial bout of Covid but weeks or months later are beset with health problems again. Some may have spent time in an ICU and been discharged home, and yet they may not feel at all like themselves. And still others may have never known they had Covid at all, and yet now experience a multitude of physical, mental, or cognitive symptoms (or some combination of the three) that make it difficult to participate in life in ways they once had. There is no clear cause and no test for this ill-defined disease, and many people self-diagnose based on their experience of long-term effects that continue for weeks, months, and years after their initial Covid infection.


You, or someone you know, may have the feeling that something is wrong and that you’re just not getting better, despite rest, or sheer strength of will, or the passage of time. Reluctant though you may be, it is time to turn to a healthcare professional.


Some of you may have come to this book because you have already been diagnosed with long Covid and, while you may not need advice on making a first appointment, the suggestions that follow are intended to be helpful for the first visit as well as for ongoing visits to other healthcare practitioners who may become part of your treatment plan.


For the first appointment, it is a good idea to see your primary care physician (PCP) or, if you live near one, to schedule a visit with a post-Covid clinic for an initial evaluation. (I go into more detail on these clinics on page 23.) Wait lists at post-Covid clinics are often long and you may need to wait several months for an initial evaluation. In this instance, it can make sense to schedule a post-Covid clinic appointment and, in the meantime, to see your primary care provider. I know the idea of making that first call or going online to set up an appointment can be daunting, as it may lead in a direction you’re not ready to acknowledge. But making the call is key, and once you have gathered the courage to do so and made a note of the date in your calendar, it is a good idea to start planning for your visit.


PREPARING FOR YOUR APPOINTMENT


Many of my patients have told me how hard it was to get an initial doctor’s appointment, especially at post-Covid clinics, and that, once booked, the visit took on mythic proportions, as if it held the key to the rest of their lives. This perspective, while understandable, is often unhelpful, as the diagnosis and treatment of issues related to long Covid is a process and rarely unfolds in a single encounter. Nevertheless, an initial appointment is critical and, while results can never be guaranteed, preparation is often the foundation for a successful outcome. This is especially true when symptoms of long Covid—such as cognitive dysfunction, anxiety, and exhaustion—threaten to undermine the appointment before the patient has even set foot in the doctor’s office.


Recently, I met a patient with a diagnosis of mild cognitive impairment who was scheduled to see me at 9:30 in the morning. He arrived at the clinic thinking his appointment was at 7:30 and, by the time I saw him two hours later, he was frustrated, tired, and angry. Although we managed to work through these issues, they added to the stress of his already challenging day. In order to set yourself up for success at your first appointment, consider taking the following steps.


BEFORE YOUR VISIT


Think about this planning as a way to get the most out of your visit. You’ll want to make sure that you arrive for your appointment on the right day, a little early if you can, with everything prepared and organized so that you can let your doctor know how your various symptoms impact your life, how your health has changed, and what you are hoping to address.




•Set reminders for the appointment on your calendars, phone, etc.


•Order or otherwise obtain any pertinent medical records if you are seeing a healthcare provider who doesn’t have access to them. I’ve often had patients visit me who have received treatment at other hospitals, even in distant states such as Maine or California, and they haven’t brought their medical records. This oversight makes it hard for even the best physician or diagnostician to have a full understanding of what is going on. Try to do this well in advance of your scheduled visit, as it may take some time for records to be accessed.


•Think about how you plan to travel to the appointment and how long it might take, and allocate ample travel time.


•If your appointment is not close to home, and if you have the resources, consider traveling the day or evening before to minimize the impact of time management problems prior to your visit.


•Ask a family member or friend to accompany you (I elaborate on this on page 28) and clarify how they can be most helpful during the visit. Do you want them to take notes, be an emotional support, or nudge you to ask questions you have forgotten? Make sure the appointment is on their calendar, too.


•Write up a brief history of your illness, including a timeline. Avoid long paragraphs and communicate simply with lists and bullet points. Your history must include details about your pre-Covid baseline level of functioning to help your healthcare practitioner better understand your current situation and how much you’ve declined. If you never had the ability to walk long distances and can’t walk long distances now, you haven’t appreciably declined. If you walked to the neighborhood park with your partner every evening after work and doing this now leaves you exhausted, your functioning has eroded. Similarly, if you used to finish a crossword puzzle every day and now can’t get past the second clue, your cognitive functioning has changed. In the absence of accurate information about your usual capacities, your doctor may draw inaccurate conclusions that minimize the changes you are experiencing now.


•Keep a journal or notebook handy and track your symptoms, writing them down each day—or have someone help you do so. Make a note of when your symptoms occur and whether there seem to be any triggers.


•Keep note of your daily activities and how your symptoms affect you. Does unclear thinking make it difficult to drive, for example, or does it prevent you from speaking confidently during weekly team meetings at work? Are you too tired some days to get out of bed?


•Create a current medications list with details including medication name, dosage, and times it should be taken. Include vitamins and supplements on your list.


•Come up with a list of questions for the visit (see “Using a Script” on the next page as well as “During Your Visit” on page 19).


•Ask family and friends if there’s anything you have missed that they think is important. Bear in mind that they may raise concerns about your functioning and/or highlight symptoms that you’re not aware of. This can be hard to hear but try not to get angry or take it personally, and strive to receive their feedback in a nondefensive manner. Your loved ones are hoping to help and may have useful insights.


•Create a folder with all papers, forms, notes, etc., connected with the visit and make sure to take it with you. Include your journal or notebook and a pen for taking notes.


•Go through your folder before the visit to make sure the papers are labeled and organized for easy reference.





Using a Script


Sometimes it can be helpful to practice or role play a visit, especially if you are feeling anxious about it. The following script may be useful, allowing you to see what may be difficult for you to navigate. It highlights a few areas where patients often struggle—including the need to be specific in describing your symptoms, the importance of making sure you know exactly what your healthcare provider means and they know exactly what you mean, and the importance of being assertive in asking for the services you need—and it provides sample language that you could use at an appointment.




Clinician: Hi, Ms. Khoury, I’m Dr. Margolis. It’s lovely to see you today. I’m glad we were able to get you on the schedule. I read your chart and it sounds like you’ve been struggling for a while.


Patient: I have. I’m having a really hard time after contracting Covid.


Clinician: What’s going on?


Patient: All sorts of things, so many things, one struggle after the other.


Clinician: I’m so sorry. Can you tell me more?


Patient: Yes, my brain—it doesn’t seem to be working as well as it did and I’m anxious a lot.


Clinician: These are very general concerns. Can you be more specific?


Patient: I think a lot about the eight days I spent in the ICU after getting sick with Covid. Every day I have disturbing memories of waking up in restraints and having no idea where I am. Honestly, I find myself ruminating about this experience all the time, and whenever something reminds me of it, my heart races and I feel panicked. And my memory—I’ve been having issues remembering the names of people close to me, and twice in the last week, I’ve forgotten to turn off the stove. I’m afraid that I might burn the house down if I keep this up.


Clinician: It sounds like you’ve got some neuropsychological issues in play.


Patient: Neuropsychological? I’m not sure what that means. Can you please clarify?


Clinician: Oh, yes, I’m using fancy terms. I meant to say that it sounds like you are dealing with memory problems and perhaps some mental health concerns. I see that you saw a psychologist at the hospital here a few years ago.


Patient: I did, yes, very helpful. But I want to clarify that the struggles I’m having are new and different. They’re specific to my hospital stay, and they feel intense, not like general anxiety. I’m worried that I have PTSD after my hospital stay.


Clinician: I don’t think you need to worry.


Patient: I am worried, I’m very worried. I know it’s not your intention, but when you tell me not to worry, I feel sort of minimized and dismissed. Does that make sense? I would like a referral for a mental health professional, actually, a psychologist who can help me with these new concerns. Can you please give me such a referral?


Clinician: Thanks for telling me this. I’ll contact our social worker and she will refer you. Now can you tell me more about what’s going on with your memory?





In this example, the patient was able to name specific concerns and illustrate how they were impacting her life. She asked the doctor to clarify the meaning of “neuropsychological” and was able to reiterate that her symptoms were new when it seemed that the doctor was about to fold her concerns into an older diagnosis. When the doctor brushed aside her worry about her new symptoms, she stood her ground, politely and firmly, and advocated for a referral.


If, before the appointment, you can think about what you are hoping for from your visit, it will help you to navigate potential sticky areas while interacting with your doctor.


DURING YOUR VISIT


Your aim is to share the information you have prepared for your appointment, highlighting the most critical issues you would like to discuss, and to leave with a well-articulated plan of care. Bear in mind that many of the tasks described here are often best achieved if you are accompanied by someone who can take notes, nudge you to ask questions, and serve as your advocate. Most physicians welcome the involvement of such a person and if they are reluctant to do so, this may be a red flag. Here are ways to optimize your visit:




•Use your notes so you don’t forget anything and try to be organized in your presentation.


•Tell your doctor your main symptoms, issues, and concerns, going through them one by one, with the most debilitating first. For example, “I’m exhausted all the time. I can’t make it up the stairs and so I am sleeping on the couch.”


•Answer the doctor’s questions as succinctly as possible. Try not to get bogged down in small details.


•Share your medication list with your doctor.


•Listen carefully when the doctor explains their plan for next steps and if you don’t understand anything, say so. Do not worry that you are bothering your doctor—you are there to receive their help and guidance, and they are there to give it.


•If your doctor does not seem to be planning for testing or follow-up, ask for clarification. (One to two follow-up visits with your doctor over twelve to fifteen weeks is standard in the treatment of most people with long Covid, so you almost certainly will have more than a single visit.) Your doctor may make referrals to specialists after the first visit or at a later time. If they don’t—and you think a referral is important—seek to understand their reasoning and feel free to ask for one, if you believe it could be informative and helpful. If there are specific tests or experimental treatments that you think might help you, say so. If your doctor indicates that these are unnecessary or not appropriate, ask why.


•Clarify expectations about communication. Will the doctor reach out to you with test results, or will you be available to view them online? What kind of timeline should you expect? How is it best for you to get in touch with them after the visit?


•Ask about any clinical trials or research opportunities—either locally or nationally—that you may be eligible to participate in.


•Ask whether there is a social worker or case manager available who can help manage aspects of your care and assist in finding and accessing key resources.


•Query your doctor about their referral network. If you can have such a conversation before an initial visit, this is ideal but not always possible. Common questions might include: do they have close professional relationships with rheumatologists, immunologists, mental health professionals, cardiologists, and occupational therapists, just to name a few? Seeing such specialists is often a key building block in a comprehensive treatment plan, and access to a referral network is crucial. It is painful when help—in the form of a cardiologist who specializes in the treatment of postural orthostatic hypotension, for example, or a psychologist with expertise in PTSD—is available but cannot be accessed.


•Find out if your doctor will help you set up referrals. What about insurance preauthorization for testing or seeing specialists? Is that your responsibility?


•Is your doctor willing to provide support by completing paperwork related to job or school disability accommodations, disability insurance, or workers’ compensation? Are they willing to advocate for you? Do they seem personally invested in this? Is it seen as part of their job? Patients have told me that some healthcare providers charge quite high fees for such services, so make sure you are well informed.


•Before you leave your appointment, check in with yourself. Stop, think, and reassess. Are you feeling confused or dismissed? Does it seem as if there are questions that haven’t been answered? Now is the time to ask them, or say you’re unclear. Your family member or friend, if one has accompanied you, can be invaluable here and can ask anything that doesn’t seem to have been covered.


•Ask for an appointment summary that describes concisely what was discussed and concluded and sets out planned next steps. This typically cannot be provided at the time but could be given to you after the visit, usually within seven to ten days.


•If your doctor, or a member of their team, gives you paperwork or appointment cards, make sure you put them into your folder immediately—or take a photo of them on your phone, if you can.





After your appointment, if you have the time and energy, it can be helpful to take a moment to recharge, maybe to hydrate and have something to eat. The visit will probably have drained you physically and emotionally. If someone came with you, you could debrief while the visit is fresh in your minds but plan to go over the details with them or alone later that day or the next. Resist the tendency to second-guess yourself and worry that you should have detailed your symptoms a little more clearly or been a bit more explicit in describing your history. Practice self-compassion, realizing that you probably did a good job and will have other opportunities to tell your story.


AFTER YOUR VISIT


There will likely be a variety of key tasks to attend to after your initial visit. It can be useful—and quicker—to enlist someone to help you so that your to-do list doesn’t feel overwhelming. Follow-up items may include:




•Making a note in your calendar to follow up with your doctor about test results from your initial visit, if you are expecting any.


•Making appointments for testing or with specialists, as recommended and referred by your doctor.


•Keeping records of these appointments in one location or, for example, in an online calendar and, if possible, setting alerts and reminders. I’ve had many patients write appointment times on scraps of paper (I’ve done this many times myself) or even on their hand—don’t do this!


•Making sure that someone else is aware of your appointment schedule.


•Filling prescriptions that your doctor may have given you and updating your medications list. If you have many different medications, get yourself a pill organizer. There are a variety of excellent ones to choose from.


•Following your doctor’s instructions as closely as possible. These could include recommendations about diet, exercise, driving long distances, and not over-exerting yourself.


•Notifying your doctor of any new symptoms or changes to old ones and continuing to fill out your symptom tracker so you have a written reminder of all symptoms to share during a future visit.





In an ideal world, visits to healthcare practitioners go according to plan and result in a deeply satisfying partnership where issues are addressed, referrals are made, problems are resolved, and symptoms are managed. In the real world, especially with long Covid, things don’t always unfold this way. The process isn’t tidy, is rarely linear, can be slow, and can involve several trips down a blind alley on a road to greater understanding and, ultimately, progress. This is, in part, because long Covid remains a relatively new syndrome and can be challenging to healthcare workers who are unfamiliar with its many nuances and expressions. Sometimes primary care doctors are uninformed, overwhelmed by large caseloads that make personalized care difficult, and attribute medical problems to psychological causes in ways that are unhelpful.


If you feel that you are not being heard or taken seriously by your doctor, or that they are out of their depth and lack relevant expertise, or are reluctant to make referrals, an effective option—as described earlier in the chapter—is to go to a post-Covid or long Covid clinic. These one-stop shops are led by an interdisciplinary team of healthcare providers who specialize in the care and management of patients battling the lingering effects of Covid. At the time of this writing, 297 such clinics exist in the United States, with many more around the world, and their number is growing.1 If your primary care provider doesn’t know of one, you can easily find one via an online search for “post-Covid clinic” or “long Covid clinic.” Their specialized services vary from center to center but often include a comprehensive array of diagnostic tests or workups, opportunities to participate in experimental therapies or clinical trials, access to experts from typically hard-to-find specialties such as neuroimmunology or integrative medicine, and clinicians who have had significant experience working with complex cases of long Covid, enabling them to more quickly get to the heart of the matter. It is often in these clinics where patients receive a diagnosis of long Covid for the first time, or one of many diagnoses that are deemed a Post-Covid Condition such as postural orthostatic tachycardia syndrome, a disorder of the autonomic nervous system, or myocarditis, inflammation of the heart muscle.


COMMUNICATING WITH YOUR HEALTHCARE PRACTITIONER


It’s important to note that when you have a conversation with your healthcare provider—whether before, during, or after your visit—you always have the right to ask as many questions as you want. These might include questions about a provider’s philosophy of care, or their views on long Covid, including whether they have had Covid themselves, or about your care plan. If you have doubts about their answers, consider raising these misgivings, and remember that differences of opinion, and even conflict, can be healthy and constructive as long as you feel that you are on the same page. Brushing concerns aside, while often an effective way to avoid tension in the moment, is rarely a successful long-term strategy. If your worries are of a nature that can’t be resolved, consider finding another provider. Patients are typically reluctant to do this but speaking from experience, I prefer it—in my practice, if you are unhappy with my care or have decided that we are not an effective fit I want to know that, and I want to help you find a provider who may be better for you. Most physicians feel the same way.


As an aside, if you find yourself feeling frustrated by your doctor or offended by a comment they made, consider taking a minute to make sure you’ve correctly understood where they are coming from. Many years ago, I did a sabbatical in the United Kingdom, where I studied cognitive rehabilitation at a treatment center in a sleepy little hamlet outside of Cambridge. I loved my time there, but I particularly missed the delicious Southern barbecue that is a passion of mine. One weekend we were in Trafalgar Square in London, and I saw a sign in the distance. It appeared to say “Barbeque Festival” and although I thought this was odd, my interest was piqued. My heart sank when, on closer inspection, it said “Baroque Festival.” As a famous sage once said, “Don’t believe everything you think.”


RECEIVING A DIAGNOSIS


Receiving a diagnosis of long Covid from your healthcare provider—or post-acute sequelae SARS-CoV-2 infection, as it is also called—can be a straightforward process for some and more complicated for others. If the difficulties you are experiencing months after contracting the Covid-19 virus did not previously exist, are well defined, and cannot be better explained by other factors, then they probably reflect long Covid. If, however, the symptoms are subtle and may have previously been present in some form (e.g., a patient with multiple sclerosis with a long history of waxing and waning fatigue reports feeling “pretty worn out” weeks after their Covid infection), determining whether they are due to long Covid is challenging. In addition, many conditions that emerge after contracting Covid present in atypical ways or as normal on standard tests, making them difficult to diagnose. Despite these challenges, accurate diagnoses can usually be made over time when age-old principles of clinical medicine (such as physical examinations, exhaustive history taking, and careful listening to patients and families) are utilized in concert with results from diagnostic testing.


A diagnosis is not the end of the road. Far from it. Instead, it is the beginning of the next part of the journey. As a general rule, receiving a diagnosis can be difficult and upsetting, and patients and their families experience it in vastly different ways. Over the last twenty years, I’ve performed thousands of diagnostic evaluations of veterans at our local VA hospital, and I’ve noticed that upon learning that they have PTSD, to name just one example, some of them cry tears of joy, relieved that their problem has a name and has finally been acknowledged. Others are horrified, believing that they are “damaged goods,” their new diagnosis a giant scarlet letter that they’re destined to wear around their neck like a millstone. Having a healthcare provider lean in and gently say, “I think you have long Covid” or an array of post-Covid conditions evokes similar reactions. For some, it is a welcome answer to a mystery that helps explain why they put their car keys in the refrigerator, battle with balance, or bend under the weight of crushing fatigue. For others, it is a source of great shame, and, unfortunately, an opportunity for self-blame. Many of my patients with lingering issues ruminate over the fact that they went to a birthday party, a work conference, or a hair salon and caught Covid and criticize themselves harshly, telling themselves that if they had only been more fastidious or used better judgment, they wouldn’t have symptoms of long Covid today. For others—perhaps most of the patients I see—a diagnosis is confirmation of their worst fears. They believe the bright future they once imagined may be unattainable now, that their life journey may be irrevocably changed. This moment of knowing is pivotal, fundamental, and likely hard. It is a crucial step for you, and for your family members, and taking in this news that you have an illness that affects many, if not all, aspects of your life can be overwhelming. You may feel anger, sadness, fear, relief, numbness, and myriad other emotions, as you realize you have a new normal to contend with. This is to be expected and it’s okay to express these feelings.


In recent years, I’ve experienced my own new normal, a chronic condition that I don’t want, that I didn’t ask for, and that I’m learning to live with every day. I have obsessive-compulsive disorder (OCD). Not the charming version that people joke about that results in perfectly folded napkins, sparkling countertops, and exquisitely organized closets. No! Like millions of others with OCD around the world, my chronic malady is far from benign, generating twisted thoughts and fears that are sometimes primal and all-consuming. Such as worries that I will lose control of my car and run over the man who directs traffic at the crosswalk I drive through every day, thoughts that I might have robbed a bank (or two or three) in the distant past and that the police will be arriving at my house to arrest me sometime soon, or beliefs that I had impregnated a close friend even though we had never been remotely intimate. These are the types of symptoms that started emerging several years ago and led me to a psychologist, knowing there was something wrong that I hoped could be fixed.


For a long time, we searched for a diagnosis. We explored the usual suspects over a number of months—anxiety and PTSD—before moving on to other possibilities, including psychosis, but nothing seemed to explain my symptoms or help me with them. Finally, we landed on a chronic psychiatric condition that accounted for my many challenges. Though I had desperately wanted a diagnosis, upon learning that I had OCD, I felt utterly broken, bewildered, and ashamed. This wasn’t supposed to happen to me—I was a psychologist, and I had carefully cultivated the garden of my mental health for decades, wrongly believing, at least unconsciously, that this would insulate me against pathologies of various kinds.


I told my psychologist that we needed to eradicate my OCD because with it, I—and my life going forward—could not possibly be okay. To my profound dismay, my psychologist didn’t play along. She didn’t offer any greeting-card slogans, tiresome bromides, or platitudes, but instead calmly introduced a few realities. She gently told me that I had a chronic illness, one that could likely be effectively managed (while acknowledging there were no guarantees) but wouldn’t disappear anytime soon despite my best efforts at wishing it away or scouring the internet looking for miraculous cures.


With this diagnosis, I was looking at a new normal that I had to reckon with and find a way to fold into my life. I had a choice—I could deny it or try to accept it. As I contemplated my decision, I remembered my tendency to kick the can down the road while avoiding hard truths that demanded a response. I recalled a day, decades earlier, when the check engine light came on in my trusty white Mazda and I covered it with a sticky note and kept on driving. A few short weeks later, my car gave up the ghost on the side of the road on a humid Tennessee evening. As I waited for the tow truck, I wished I had not been so avoidant.


In many ways, as you grapple with your new normal of long Covid, you have a similar reality in front of you, one that demands you accept that your brain and body are not working as they once did, asks you to respect new limitations, and calibrate accordingly while knowing that this acceptance is not a kind of giving up. Instead, it is a base, a foundation from which to navigate your new situation, to find treatments and resources, and to manage your condition as effectively as possible.


SUPPORT SYSTEMS


The value of a good support system is often underappreciated until you need it, and nowhere is this truer than in the case of long Covid. When I look at the many patients I interact with, whether in our research studies, or in my clinic, I’ve noticed that those who have more support tend to do better. Some are blessed with large and nurturing networks such as tight-knit extended families, caring neighbors, longtime work colleagues, or friends from the Rotary Club or from faith communities, and they can more readily leverage support for themselves when illness strikes. Even in such situations, however, people are often slow to respond unless they are aware of your needs. Against this backdrop, learning to ask effectively for support is crucial, especially because data from social science research suggest that most humans are eager to answer the bell when called upon. To be most successful in your requests for help, follow these guidelines:




•Communicate your needs clearly and specifically. (For example, “Can you drive me to my cardiology appointment next Tuesday at ten a.m.? It is eighty miles away in Ann Arbor. I am exhausted, and I don’t believe I can drive that far.”)


•Whenever possible, ask for assistance ideally in person or, if not, by phone. Asking for help via email is less effective. Research has demonstrated that requests for help made during face-to-face encounters are up to thirty-four times more likely to succeed than requests for help made via email.2


•Don’t be afraid of inconveniencing people. Frequently we reject overtures of help because we worry about imposing. When someone offers help, assume they are operating in good faith, even if it is potentially challenging for them, and accept!





Nearly thirty years ago, my wife, Michelle, and I moved to Los Angeles to attend graduate school. We had left behind family and friends in Kalamazoo, Michigan, and we felt intensely lonely and unmoored. We hoped to find friends at a nearby church and each Sunday we made our way there, believing that this would be the day when we’d be embraced by people who had been waiting for us their entire lives. It never happened. One morning, while feeling especially discouraged, I stood up in our little Sunday school class and announced that we were flailing. As Michelle sat beside me crying, I talked about the isolation we felt, and made a plaintive request for help. This was decades before Brené Brown made vulnerability acceptable, when appearing needy was an unforgivable sin, especially for people, like me, invested in being perceived as competent and capable. When we arrived home later that day, our answering machine held more than a dozen messages—requests to go to the movies, to come over for dinner, to share life. The support we received from our newfound friends in the months and years that followed transformed our lives, saved our marriage, and altered the course of our future.


Among your friends and family members, you may find that different people are good at providing different kinds of support. If possible, you should try to assign people to the various types of help you may need. One friend may be excellent at coordinating your medical records and paperwork but less comfortable in offering a shoulder to cry on.



Emotional Support



Sometimes you may want to talk with someone about how you feel, about your emotional response to your illness, your capabilities, and your limitations. Within your network of people, you’ll want to identify someone (or several people), if possible, who is at ease with listening to you and validating you, without necessarily jumping in to fix anything. If you feel you need additional—or confidential—emotional support, you may consider talking with a trained professional such as a mental health practitioner or social worker. I provide more details on mental health specialists in Chapters 4 and 5.


Informational Support


You may appreciate help in navigating the flood of paperwork, appointments, and logistics that may accompany your diagnosis. Ask someone to assist you with such tasks as organizing your calendar, making medical appointments, handling health and disability insurance forms, and following up on prescription refills. It is easier, if possible, to tackle these jobs in small increments of time, with assistance, before they pile up and becoming overwhelming.


Medical Support


Your medical support system, namely a community of medical providers who act in ways that reflect empathy and respect and who align with your needs and values, is crucial on your journey. While ivory tower pedigrees can be proof of expertise, they are of little practical value if the physicians possessing them don’t return your calls or emails, prioritize your care, or display a consistent willingness to go the extra mile in treating your various conditions. When choosing members of your medical support system, look for expertise combined with the attributes that cause you to feel heard and understood. It can be hard to know if this is the case before a visit, so asking for recommendations and referrals can be important, as can paying some attention to online reviews. Find competent providers who care for you deeply and you will generally be well served.


You may also need a medical support person or two among your family members or friends, someone who can help you make sense of your interactions with doctors and your medical test results and can even stay informed on recent research findings on long Covid.


Support Groups


Currently I lead three long Covid support groups weekly—two for patients and one for families—as well as a weekly support group for survivors of critical illness that includes many patients who were hospitalized due to Covid. Such groups, long relied on as literal lifelines for certain patient populations, have proliferated during the pandemic and exist in both in-person and online contexts. They typically are available at no cost, and, in the words of many patients, can be one of the single most valuable aspects of long Covid treatment. I elaborate further on the benefits of support groups in Chapter 8.


We’ve covered a lot of ground in this chapter and, as I’m writing on the first day of summer, I’m reminded of times as a boy when twenty or thirty of us piled into an old yellow bus and went to the beach at Lake Michigan for the day. We were usually hot and sticky by the time we arrived from sitting on black vinyl seats, and a few of us would run down the steep dunes and straight into the water. But not me. I still remember how cold the water felt, frigid even in July or August, and I was usually reluctant to jump in, hanging back on the beach. But once in, I never regretted it.


The first step is always difficult to take. You may still be standing on the shore, not wanting to make that initial appointment or to move beyond being given a diagnosis. But I believe that if you make the decision to find out more, you’ll be better able to move forward, face the future, no matter how uncertain it may feel, and start to find some answers.
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