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Introduction



From Long Covid to All Long Illness—You Are Not Alone





When the Covid-19 pandemic hit, stories about long Covid started coming out. News reports presented it like this was some new phenomenon: that not everyone is cured or recovers from illness. For those of us who have been sick, this story was nothing new. While some of the manifestations of long Covid may have some unique elements, the experience that people are having, of intense uncertainty, of renegotiating their identity, of rapidly having to discover both the successes and the massive failures of our health care system, those are not at all unique.


Long Covid has provided the health care system with a much-needed wake-up call: that we need a better way to deal with these sorts of illnesses, and the people who live with them need better support, better access to care, better education of our practitioners. We need the medical community to wake up and acknowledge that science doesn’t know the answer to everything yet, and that’s okay. We need more patient-led and patient-centered care. I am hopeful that things can change; I am hopeful that a twenty-year-old today might have a better relationship with illness than I did at that age because of the wisdom gained from others’ experiences.


—JD, long illness survivor





Long illnesses are nothing new. And they can happen to anyone. What you are experiencing is real. Millions of people like you live with illnesses that don’t completely go away. Long illnesses are post-infectious, rheumatologic, autoimmune, neurologic, and inflammatory. Some have a clear diagnosis, and others do not. Many illnesses are “diagnoses of exclusion,” meaning that they fall outside of conventional biomedical categories of understanding. Although not all long illnesses are the same, many manifest themselves in similar ways. They can follow the same patterns in the body as a result of inflammation, trauma, nervous system imbalance, and toxic stress.


We treat and care for patients with long illnesses—illnesses like yours—every day. Using the science of conventional biomedicine supplemented with an expansive tool kit for healing, we watch our resilient clients reduce symptoms, find answers, learn new ways to cope, and reclaim their lives.


For years we have advocated for more attention to long illness and pushed back against a system not built to care for the clients we care for the most. Our specialty is long illness, which includes central sensitization syndromes, autoimmune disease, post-infectious syndromes, chronic inflammation, and pain (to name a few). Long Covid brought other long illnesses out from the shadows. After Covid-19 infections during the pandemic that began in 2020, people weren’t getting better. They got worse, suffering headaches, fatigue, dizziness, shortness of breath, depression, and despair. Millions of previously healthy people were now sick, disabled, and alone. But for the first time in the history of long illnesses, other people started paying attention.


These illnesses require more than a conventional medical approach. Treating them requires addressing the roots of illness, not just the symptoms, and practitioners who view the body as interconnected in both visible and invisible ways.


Who Are We?


We are integrative physician-healers dedicated to working with people with long illness. Our work with long Covid opened the door to sharing our philosophies and practical approaches to recovery with all long illness sufferers.


We trained at top medical institutions, but building a skill set to treat our patients required seeking out experiences beyond the traditional medical tracks. Combined, we have completed three medical residencies, one PhD, three fellowships, and additional training in exercise physiology, mind-body medicine, psychedelic medicine, nutrition, and energy medicine. We have scoured the medical literature and philosophies from around the world. All of this work has been carried out in the pursuit of more answers, tools, and understanding for our patients, for our communities, and for ourselves. We journey alongside our patients. The recommendations in this book reflect what we practice in our clinics and in our own lives. We use integrative medicine in our own health care and in our families.


During the Covid-19 pandemic we developed an integrative medicine skills group for Covid recovery. It rapidly transformed into a group for treating long Covid. One thing became clear: there was significant overlap with the diseases we had treated in our clinics prior to the arrival of Covid-19. When working with this group, we used the skills and concepts for healing that we had put into practice across the full spectrum of disease. It quickly became clear that our group had to reach people suffering from more than long Covid. We needed to give people the experience of our philosophy of care so that they could apply it to any long illness. As in our clinics, the methods of care detailed in this book can be used by anyone struggling with a long illness.


An Integrative Approach


Our approach is anchored in evidence-based integrative medicine. Healing is not dependent on pharmaceuticals. Integrative medicine addresses the whole person: body, mind, and spirit.


In your experience, you might have felt like practitioners focus only on what’s on the surface of your health. We explore what is underneath, helping you to strengthen your nervous system, reduce inflammation, and understand emotional connections.


This book will help you build a recovery tool kit. Recovery is a process, not always a destination. It is about reclaiming your identity, managing your symptoms, and becoming empowered to build the care team you deserve. We gather resources from biomedicine, psychotherapy, traditional Eastern medicines, nutrition, and mindfulness practices. You will also find expert opinions on topics like mitochondrial health, detoxification, brain fog, and self-healing techniques. We acknowledge what is known and what is unknown. You will find no misinformation or “wallet toxicity” (expensive treatments that have little to no benefit) here. We use evidence to inform our recommendations and keep budgets and costs in mind.
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We have also included exercises and journaling prompts. You may want to use a journal, notebook, or app to record your thoughts and respond to the exercises; you can keep a document on your computer or use your phone—whatever works best for you. We offer this book as a different kind of interactive experience. By the end of it, you will be equipped with data, self-knowledge, and integrative medicine skills. From our clinical experience, these are the ingredients needed to accelerate healing from within.


There’s one more crucial ingredient: Healing happens when we feel less alone, so we have made sure to weave survivor stories throughout the book. You’ll find their words anchoring chapters and supporting our suggestions. They are anonymous, but know that these survivors range in age, economic status, race, and sex. They have shared their stories in the hope that you will know you are not alone.


How to Use This Book


You can use this book in any way that feels right for you. If you read it consecutively, chapter by chapter, your knowledge and skills will layer. This is probably the most comprehensive way to build your personalized healing tool kit.


If reading the book this way doesn’t feel right, skip to what you need. If you want help now with fatigue, skip to Chapter 5. If you are looking to make dietary changes tailored to your specific symptoms, open up to Chapter 18. Maybe you don’t want to read medical and scientific explanations. That’s okay. Jump to the journaling and skills sections within each chapter. You may need to process your experiences and gain skills first. If these are the sections that are calling to you, they are probably what you need the most. There is no right way to engage with these materials, only what is right for you. There are no rules to this book, only resources.


If you are sick and not getting better, you are in the right place. We have built a comprehensive resource for you. Join us as we build your tool kit for recovery together.















PART I



FOUNDATIONS


You may already have a diagnosis or diagnoses; you may have been feeling unwell for a long time or your symptoms are new. Regardless of where you are, this part will help you to understand a bit about all long illnesses, as well as look at the big picture of long illness (in short: it affects many of us—and as we’ll repeat throughout, you are not alone), healthcare, and disability. It will also empower you to choose the best healthcare partners for you.















CHAPTER 1



What Long Illness Is, What Causes It, and What It Can Mean for You




In March of 2020, my wife and I both had Covid.


Then, about three months later, I began to have these new experiences: increase in fatigue, shortness of breath, headaches, and memory loss. My emotional state was being impacted by all this; I felt very alone.


Joining a support group had a very deep positive effect on my recovery. Now, two or three times a week, I’ll sit out on the deck. I do meditation practices; I review the exercises. I look at how I cope with the stress and the physical challenges that I’ve been dealing with. And I just try to remind myself of the tools and skills I learned. Having them all [mindfulness, journaling, coping skills] is important. And each of them contributes individually, but doing these activities collectively is what makes a big difference. I say recovery—I’m not recovered yet, but I’m showing signs. I realized that I’m not alone in this. That there are support systems out there. And I think that it’s really the combined efforts.





Before we get to any nuts and bolts, we want to share with you something that guides every page of this book: long illness includes anyone who identifies with the symptoms described here. You don’t have to have a certain diagnosis to qualify. This book is for anyone who is suffering and looking for a whole-body, psychologically informed understanding and treatment of illness.


What You Will Learn in This Chapter:




• The definition of long illness


• Common causes of long illness


• A comprehensive overview of inflammation and its relationship to long illness


• An overview and explanation of the tools and methods you will explore in this book





What Is a Long Illness?


The term long illness represents a paradigm shift. There are hundreds of long illnesses, all with different names, but they can show up in the body in similar ways and be caused by the same underlying problems. Let’s review a list of common diagnoses that fall under the umbrella of a long illness before exploring what this means and how it applies to you:






	
Addison’s disease


Alzheimer’s disease


Ankylosing spondylitis


Arthritis


Asthma


Bipolar disorder


Brain injury/concussions


Cancer


Celiac disease


Chronic and post-Lyme


Chronic kidney disease


Chronic lung disease


Cystic fibrosis


Dementia


Depression


Diabetes



	
Dysautonomia


Ehlers-Danlos syndrome


Encephalitis


Endometriosis


Epilepsy


Fibromyalgia


Generalized anxiety


Genetic syndromes


Heart disease


Heart failure


Hepatitis


HIV/AIDS


Immune system disorders


Inflammatory bowel disease


Irritable bowel disease


Long Covid



	
Migraines


Multiple sclerosis


Myalgic encephalomyelitis (CFS)


Nervous system disorders


Obsessive-compulsive disorder


Post-traumatic stress disorder


Psoriasis


Rheumatoid arthritis


Schizophrenia


Scleroderma


Shingles


Stroke


Systemic lupus erythematosus


Thyroiditis


Trauma


Tremor









You may identify with more than one diagnosis. Many of them overlap and are connected because of underlying inflammation, autoimmunity, or nervous system dysfunction. Or you may be sick without a diagnosis. You too will find answers here.


“Long illness” is a term we use for illnesses that don’t improve on a short time line. An illness may linger for several months, then resolve. It might get better, then worse. It might recur in cycles, or it could last for years. Some symptoms might worsen, while others improve. It could flare with stress or emotional upheaval. All of these patterns are seen across the wide spectrum of long illness.


You may have one diagnosis that supposedly identified a single problem, but it doesn’t fully explain the way you are feeling. For example, you may have been diagnosed with depression, but it’s your body, not your mind, that feels like it’s falling apart. This makes sense to us. Depression can increase the sympathetic nervous system’s fight-or-flight response, which leads the body to be on guard and causes imbalances in multiple organ systems. Depression also increases inflammation and can have symptoms that emerge throughout the body, including bloating, constipation, memory problems, brain fog, headaches, and fatigue (among others). Or your depression may be secondary to another process that has gone undiagnosed. Long illness requires an acknowledgment of the intimate relationship between mind and body and the need for bringing the full force of integrative medicine to treatment. This is a different kind of care than what is typically offered for depression alone.


Another example is arthritis. Arthritis of any kind results from and causes increased inflammation, which has consequences throughout the body. Arthritis pain can worsen your mood and reduce your ability to move your body, which can increase inflammation and cause imbalances in the nervous system. Again, you may have been diagnosed with one problem, arthritis, but it can have any number of symptoms throughout your body. A diagnosis of arthritis alone doesn’t explain why you feel fatigued, have bloating and diarrhea, and can’t get to sleep. A single label doesn’t do justice to your experience. You have a long illness.


We believe that very few illnesses are “isolated,” existing on their own without impacting the whole body. Our health care system is misguided in treating illness as a single entity and taking medication-only approaches. Long illnesses respond best to treatments that consider the whole body and underlying causes.


Why did we choose to call them “long illnesses” and not “chronic illnesses”? The trend of changing the way we look at and define illness began with long Covid, which was named by people who had the disease, not by medical professionals looking for a quick label. “Chronic,” for us, feels stagnant. It also carries an intense stigma from a medical establishment that prizes procedures over personalized care. “Long” acknowledges uncertainty and avoids dismissive terms like “post” and “syndrome,” which can delegitimize suffering. As we said earlier, “long illness” includes anyone who identifies with it. We honor and validate your experience.


One of the first steps is to get a better understanding of the causes or roots of your illness, whether it’s one primary cause with others layered on top or a cluster of causes. It can be useful to reflect on what you suspect or believe are the roots of your illness. Throughout this book we will be explaining these roots further and referring to them. Here we will provide simply a very general overview.


Common Causes of Long Illness




Allergy: Some people are allergic to things in their environment, or to foods. By reducing exposure, their symptoms improve. But for others the allergy system in the body can become overactive and produce allergic responses even in the absence of exposure to a clear allergen.


Autoimmunity: The body can begin to not recognize parts of itself and to treat them as if they are foreign. Autoimmune illnesses can target one organ in the body (isolated) or be widespread (systemic). Autoimmunity can arise spontaneously or after an infection or other illness.


Central sensitization: The nervous system begins to interpret signals from the environment as amplified, resulting in pain from input that wouldn’t normally be painful.


Endocrine: Hormone balance is essential for body regulation (homeostasis). When hormones become unbalanced, the effects are systemic. Common hormone imbalances include elevated thyroid levels, decreased sex hormone levels, and stress hormone shifts.


Environmental: Past or current exposure to environmental toxins can overload pathways in the body and set off a cascade of problems.


Genetic: Genes carry vulnerabilities and predispositions to long illness. This is especially apparent in families with many members who have a long illness. Genes can also change over time and be impacted by the environment in what is called epigenetic change.


Infectious/post-infectious: Long illnesses caused by infections can occur through a number of mechanisms, including ongoing infection, reactivation of the infection, post-infectious damage, and secondary autoimmune reactions triggered by infection. Some infections can be suppressed or cleared by targeted therapies, but many others cannot. Many mystery illnesses are triggered by infection. For example, recent evidence suggests that mononucleosis (EBV infection) may be the leading cause of multiple sclerosis, and it has been implicated in the development of long Covid. With research dollars now being poured into long Covid, we are learning more about all of these post-infectious syndromes every day.


Inflammation: Increased inflammation in the body can come from many different sources and may or may not show up on laboratory studies. Inflammation is the body’s healing mechanism, which can go awry. Inflammation plays a part in most long illnesses. It is a cause rather than a symptom.


Malignancy: Cancer, either occurring presently or in your history, can have ripple effects throughout the body. The same is true of cancer treatments, which are often life-saving but take a tremendous toll on the body.


Metabolic/mitochondrial: Metabolism and energy production by mitochondria are implicated in many long illnesses.


Nervous system dysfunction: Your nervous system runs from your brain to your fingertips and toes. Disruption in your nervous system can affect any part of your body, from memory and mood to heart rate, digestion, balance, and pain. For most people with long illness there is a neurologic element, while others identify a neurologic illness as the root (primary diagnosis) of their long illness.


Post-traumatic response: An accident or an injury in the body triggers a cascade of symptoms that can have an impact long after the initial event. The same is true for psychological trauma.


Psychological: Emotional health is health. Challenges to mental health can increase inflammation and change pathways in the brain that contribute to symptoms throughout the body.


Vascular: Blockages, clots, and inflammation of blood vessels can contribute to or cause long illness.





This is by no means an exhaustive list, but it includes the most common roots of long illness that come up repeatedly in our patients’ experience. Sometimes one clear trigger sets off a cascade of symptoms. Here is a common example:


Infection → post-infectious syndrome → autoimmunity → inflammation → central sensitization


This person experiences fatigue, body aches, painful joints, irritable bowel syndrome, and dysautonomia. Here is another example:


Concussion → nervous system dysfunction → central sensitization → inflammation → post-traumatic pain (migraines)


This person experiences fatigue, dysautonomia, depression, and migraines.


The most common pattern for most people with long illness is a feeling that all of the causes are linked and lumped together, so their recovery plan has to address multiple causes and roots.


Inflammation


Inflammation can be a good thing. It is how our bodies heal when we get injured or develop an infection. Humans’ strong inflammatory response allowed our ancestors to survive. But in modern times we can have too much of a good thing. When the inflammatory system responds too much or for too long, the result is chronic, systemic inflammation. When this happens, instead of helping, inflammation makes us unwell.


Chronic inflammation is like an out-of-control party inside your body. Remember that little party you threw (or thought about throwing) while your parents were away in high school? Although it began with good intentions, after your friends invited their friends and their friends invited their own friends, too many people showed up and the party ended in a big mess (see any teen movie for a refresher). That’s what chronic inflammation does inside your body.


When you get an infection or injury, a signal is released that tells the immune cells hanging out nearby that there is an injury. Once the inflammation signal is sent, your body, focused on survival and recovery, first sends energy and nutrients to the injured area. During this time, you experience symptoms that we call sickness behaviors, like resting more, eating less, and spending less time with others. These symptoms show that your body is conserving energy for healing, and it’s a common experience for anyone who ever got the flu or broke a bone. Our bodies have evolved these behaviors so that we will survive. If that signal doesn’t go away, however, your body will continue to focus energy on the areas of inflammation. If you have a whole-body illness, this could mean that inflammation is happening everywhere. Over time the continued whole-body inflammation can result in muscle loss, thinning bones, anemia, metabolism changes, high blood pressure, changes in blood sugar, and more.


For many who have long illnesses, these symptoms could be signs of a flare of their disease. The good news is that almost no matter what is triggering the underlying inflammation, and no matter how severe it is, there are tools that can help.


Flares


Whether you are flaring or in a state of well-controlled disease, it is important that you take an inflammation inventory periodically to make sure that you are doing what you can to maintain your well-being. Always check with your practitioners to determine whether you are having a flare of your existing conditions or need screening to rule out an alternative treatable diagnosis. You didn’t choose to have a long illness, but you can make choices to decrease your inflammation.


What Causes Chronic Inflammation?


We have little control over some things, like our genetics, exposures to toxins, and illnesses. Moreover, chronic inflammation often has more than one cause or there is more than one contribution to it. Are any of these common conditions familiar to your experience?






	Persistent infection

	Caused either by difficult-to-eradicate organisms or organisms that are resistant to the treatment you were given, for example, fungus, bacteria, or viruses






	Autoimmune disease

	Your immune system sees a part of your body as foreign and attacks it, for example, in psoriasis or rheumatoid arthritis






	Recurrent episodes of acute inflammation

	Caused by repeated or recurrent infections, injury, abuse, or stressful life events (see Chapter 16)






	Irritant or foreign material exposure

	Usually coming from the environment, especially work exposures such as coal, asbestos, or silica






	Auto-inflammatory disease

	Inflammation cells can’t turn off appropriately, as in familial Mediterranean fever or hyper IgE syndrome; rare, usually inherited, and starts in childhood, but can also be acquired later in life






	Mitochondrial dysfunction

	The part of the cell that provides energy can’t work well, causing the cell to send signals that increase inflammation (see Chapter 17)







Inflammation increases as we age because of natural changes in how our cells manage energy. Fat cells release chemical signals called cytokines, which can worsen inflammation. For those with long illness, disease flares and the persistent stress that surrounds illness can increase overall inflammation. The table illustrates some of the different factors that can affect levels of inflammation in your body.






	Increases Inflammation

	Decreases Inflammation






	Poor sleep


	Practice meditation, yoga, or breathing







	High work stress


	Higher level of physical activity







	Poverty


	Lower body fat







	Lower subjective social status


	Greater kindness to self







	Increased loneliness


	Healthy reflective thinking







	Increased social isolation


	Ability to see both sides







	Anger


	Minimal to no substance use







	Low self-esteem


	Nonsmoker or former smoker







	Poor quality of life


	Plant-based diet







	Difficult or traumatic childhood


	A childhood spent with animals in a rural environment








Lists like this can feel overwhelming. The point here is to shine a light on the often unspoken burdens that many of us carry. Some of them can’t be changed. Our message is not that you must address every aspect of your life perfectly; it’s that you can make small changes to your daily habits, thoughts, and routines that can have profound effects on the level of inflammation in your body.


How Do You Know If You Have Chronic Inflammation?


Chronic inflammation is common, but the underlying cause can be different in every person who experiences it. It accompanies many conditions ranging from autoimmune disease to heart and lung disease. If you have been diagnosed with a chronic condition, there is some degree of chronic inflammation in your body already. Even with well-controlled disease or without a diagnosis, there are some common symptoms that people with chronic inflammation experience:






	Fatigue

	Low energy

	Depression

	Anxiety






	Mood issues

	Bad PMS, periods

	Constipation

	Diarrhea






	Acid reflux

	Bloating

	Abdominal pain

	Balance issues






	Weight gain

	Weight loss

	Recurrent infections

	Low back pain






	Rashes

	Swollen lymph nodes

	Difficulty sleeping

	Body pain






	Muscle pain

	Joint pain

	Brain fog

	Difficulty concentrating






	Blurred vision

	Dry eyes and mouth

	Memory issues

	Headaches






	High blood pressure

	Water retention

	Fevers or chills

	Cough and sore throat






	Runny or stuffy nose

	Hives

	Shortness of breath

	Low sex drive







Once chronic inflammation is identified, we focus on integrative treatment, including powerful tools and lifestyle modifications to decrease inflammation.


External Influences on Health


Your health is more than a lab value or a symptom. It is a complex mix of genetics, environment, and personal history. Racist and sexist systems and other factors like education level, poverty, and community characteristics all contribute to the state of your health. Some people argue that your zip code makes as big a contribution to your health as your genetic code. All of these contributions to your health are called social determinants of health.


We wish that all of our readers with a long illness had the same experience navigating it, but they don’t. Any difference in your experience can reduce the chance that you will receive the care you need to heal.


For our readers of color, we recognize that you face additional barriers. Not all books about health are written for you or reflect your experiences. Dr. Rita Crooms, a neurologist and lecturer on racial disparities in medicine at Mount Sinai Medical Center, explains:




We need to emphasize the impact of racism and social inequity on long illness and overall health. Racism may affect many aspects of health, from social and environmental factors that increase the risk of disease to the care that is provided once someone becomes ill. These and other systemic inequities disproportionately affecting communities of color can put them at higher risk for health problems long before they become ill and make it more difficult to return to a state of health.


For people who become ill, racial disparities can affect not only access to health care, but also the type of care they receive, how their illness is managed, and their likelihood of being included in research that will help others with the disease.





Long illness doesn’t discriminate, but this book seeks to empower readers of all racial and ethnic backgrounds to take charge of their health through greater understanding of long illness.


Gender bias also has an impact on people’s experiences with long illness. Women are disproportionately affected by long illnesses such as long Covid, chronic fatigue syndrome, and fibromyalgia. In fact, autoimmunity in general is more common in women. There are also differences for some people of color, who experience higher rates of several long illnesses linked to autoimmunity, most notably systemic lupus erythematosus (SLE), myalgic encephalomyelitis/chronic fatigue syndrome (ME/CFS), and rheumatoid arthritis. There are also risks for LGBTQIA+ individuals, including elevated rates of some cancers and depression.


This book includes diverse survivor stories from people of different racial, gender, and economic backgrounds. The physicians quoted in this book also reflect the diversity we believe is critical to bringing about the changes that need to happen in medicine.


Uncertainty and Invalidation




There’s just so many unknowns. And you’re trying to get a handle on what therapies will actually work for it. That’s trial and error. How long is it gonna take to get well?





Long illnesses linger. They can persist for months, improve and worsen in cycles, or last a lifetime. And often one of the hardest parts of a long illness is the uncertainty. You may be suffering, but have few answers. You may feel a little better, but then you feel worse. Nobody will tell you how long the illness will last. For many, there are no medications specifically designed for their disease. Or the medications and treatments on offer thus far have brought incomplete relief.


In this book, we will work with you to navigate this uncertainty and keep moving toward healing. It will be important as we do so to balance the things we don’t know with the things we do know.




There’s a lot of talk about “it’s in your head.” I had a lot of tests done where everything came back normal. My ANA [antinuclear antibodies test] came back normal. I don’t have these markers in my blood work for inflammation. I had doctors tell me, “You shouldn’t be feeling so bad, because there’s nothing going on.” It’s not just in my head, and it does make you question like: Is it real? Is it in my head? I really don’t think it is.





Another difficulty with long illness is that people are often told, when their symptoms cannot yet be explained, that what they are experiencing isn’t real. You may have been told this in ways that are clear—as when a practitioner brushes off your questions—or ways that are more subtle, as when a family member questions your fatigue again.


These messages are invalidating and demoralizing. Over time you may have stopped trusting yourself. That only makes it harder to hear what your body needs to heal.


We trust that you are the expert on your own body. In this book, we are partnering with you on your path to healing. Listen to what your body needs from this book and move toward it. Use this book in any way that feels right for you.


Defining Medicine


Throughout the book, we’ll refer to different types of medicine:




Conventional medicine: Also called allopathic, Western, mainstream, orthodox, or biomedicine, conventional medicine is a system that uses doctors, nurses, and other health care professionals to diagnose and treat disease with pharmaceuticals, surgery, and various therapies.


Traditional medicine: Also called complementary, alternative, or holistic medicine, traditional medicine refers to practices that have been used for centuries, such as East Asian medicine. Some traditional practices have been so thoroughly tested that they are now considered mainstream conventional medicine. Chapter 20 is devoted to traditional medicine and how it can support you on your long illness journey.


Integrative medicine: The practice of using the biomedical model of evidence-based medicine, with special training in traditional practices. As we mentioned in the introduction, this is the type of medicine we practice and the type that informs this book. Considering the increasing prevalence of people who use what is sometimes referred to as complementary or alternative medicine (CAM), it is important to have physicians who are trained and knowledgeable in these systems. Physicians who fully understand how and when to use CAM in a beneficial way are better able to teach their patients the most healthful way to use this approach.





Why Use Integrative Medicine in Long Illness?


As physicians, we are trained in conventional biomedicine. We use in-depth knowledge of anatomy and physiology to diagnose our patients’ problems. Our primary tool for treatment is medication. This type of medicine works well in many settings, especially places like an intensive care unit or emergency room. But on its own, conventional biomedicine falls short in treating chronic illness.


Integrative medicine centers on the patient. It is open-minded and holistic. While we practice conventional biomedicine, we also use natural products, traditional healing philosophies, and mind-body medicine. This expanded skill set has helped us provide better care for our patients with complex diseases.


We encourage you to explore and learn a variety of techniques. All of our recommendations come from medical evidence and are cost-conscious. You can implement many of the treatments, like mindfulness exercises, at home. We also have a guide to building your own medical team, which is especially helpful if you live far away from a specialty center.


We believe in combining the best parts of biomedicine with traditional medicines. This book integrates both worlds to maximize your knowledge and expand your tool kit for healing.


Foundational Tools


Mindfulness


Mindfulness is a practice of “tuning in” and becoming aware of your body. It is also an opportunity to tune out the rest of the world. You may think that mindfulness is complicated or only for people who have time to do little else. But mindfulness is something you do for you. It can be a moment of breath in your home.


We are confident about recommending mindfulness because of the evidence we have about its impact on multiple long illnesses. Mindfulness has been shown to reduce symptoms of depression, improve energy levels in patients with chronic fatigue, and reduce pain for those suffering from fibromyalgia.


We are also confident about its efficacy because so many of our patients and support group members have told us that mindfulness works for them. Most say that mindfulness reduces stress and anxiety. It gives them a few minutes of quiet and a chance to recharge their system. For many, it also reduces headaches, improves fatigue, and makes breathing more comfortable.


In this book, we will offer you different ways to be mindful. Our exercises are approximately five minutes long. They do not require props or they cost nothing. Mindfulness has no risks or side effects, but it does have powerful effects on the mind and body. For the best results, we recommend that you practice mindfulness daily.


Mindfulness has been used by those with lung conditions like asthma and chronic obstructive pulmonary disease. Some people with shortness of breath, however, hesitate to do exercises that focus on breathing. If you are one of them, listen to your body. If your body says no, listen to it. If you are hesitant about mindfulness but open to it, try making modifications, like lying down or shortening the exercise. It can be hard to be mindful when something about the practice feels difficult, so be gentle on yourself. Try these skills at the edge of your comfort zone, but listen to your body.


If you like the mindfulness exercises in this book, we strongly recommend exploring other resources and deepening your practice. One program we highly recommend is called mindfulness-based stress reduction (MBSR). This is an eight-week program run through some community organizations and universities. We also like several meditation apps. If five minutes feels good, why not try practicing for a longer period? We have information on how to expand your exposure to mindfulness in the resources section at the back of the book.


How Does Mindfulness Work?


When you feel a threat, it revs up the fight-or-flight engine of your nervous system, also known as the sympathetic nervous system.


When the sympathetic nervous system is turned on, almost every organ in your body is affected: your heart rate increases, your lungs expand, your eyes dilate, and your stomach rumbles. Your body also pumps out a stress hormone called cortisol. This system evolved to allow us to escape predators, but it isn’t built for long-term stress.


When stress lasts for months or even years, this system meant to protect you starts to work against your body. When stress hormones remain high, you feel exhausted. Being in a constant state of fight-or-flight causes prolonged stress on your body and prevents you from fully relaxing. Almost every organ in your body is affected. Such chronic stress can weaken your immune system and impair your memory.


Mindfulness strengthens the other half of your nervous system, the “rest-and-digest” parasympathetic nervous system. This system counteracts the fight-or-flight response and brings the body into balance. We spend most of our lives listening to the world outside of our bodies. Mindfulness has us tune in instead. It may feel uncomfortable to slow down. It may feel boring. It may make you aware of how much stress your body is holding. These are normal reactions. As we guide you in exploring mindfulness, remember that you can practice for just a few moments a day. Just keep practicing. It will get better.




EXERCISE


MINDFULNESS


Your inner voice, or what some call intuition, is a guide to healing. Following this inner voice will help you maximize the healing potential of this book. This exercise is designed to strengthen that connection.


We will do this by repeating a simple phrase, what some refer to as chanting a mantra. Mantras have been used in scientific studies to improve well-being and have been shown to produce more relaxed brain waves. We will be using mantras as a way to communicate with your intuition. We chant to tell the body, “I am listening to you. I am caring for you. I am healing you.”


Read through the mantras below. See if there is one that makes you feel more connected to yourself and your healing journey. This choice may be clear, or it may not. That’s okay. You can practice with any of the phrases or make one up for yourself. Here are a few examples:


“I trust”


“I listen”


“I heal”


Once you have chosen a mantra, set a timer for five minutes. Breathe slowly. Every two to three breaths, repeat your phrase, either inside your head or out loud.


When you are done, open your eyes. Know that you have taken another step toward understanding what your body needs. We will continue to strengthen this connection as we move along in this book.








Journaling


Writing in a journal is a way to get to know your own mind. Expressing your thoughts and feelings in writing has been shown to reduce anxiety and distress. You will see journaling exercises throughout this book. You can use the journaling prompt or just write whatever is on your mind. Your thoughts and feelings are important. Those exercises invite you to process anything that comes up for you. Let’s start with these prompts:


What do I need from this book?


How do I plan to use this book?





Psychological Skills and Exercises


Long illness is a complex tapestry; your recovery will be incomplete if you do not pay enough attention to the connection between your emotional life and your physical body. The brain is like a superhighway system. The neural networks that control emotions, pain, and movement are like roads. We think of these networks as separate roads, but they are actually connected. When one of these “roads” is busy and traffic backs up, a car may take an exit it never meant to take. This is how stress turns into headaches, pain, or worsening fatigue.


Not all pain and fatigue stem from an overloaded emotional pathway. Far from it. Emotional overload can contribute to preexisting symptoms in the body. Stress and anxiety can make a headache worse. Suppressed anger and resentment are exhausting. And long illness causes even the most balanced individuals to experience insecurity, anxiety, and feelings of being overwhelmed.


Changing the brain changes the body. Developing your psychological skills can help you offload your emotional pathways, support your ways of coping, and increase your understanding of the connections between your body and mind. We address psychological skills in several ways. One of them is by incorporating exercises from several major schools of therapy, many of them inspired by a form of therapy called cognitive behavioral therapy (CBT).


CBT stresses the connections between your thoughts, feelings, and behaviors, usually by helping you change your thinking patterns, understand how you cope, and set goals for recovery. CBT is the most common type of therapy exercise in this book because we have substantial evidence for its use in treating numerous illnesses, from chronic fatigue syndrome to depression and migraine.




EXERCISE


COGNITIVE BEHAVIORAL THERAPY


Listening deeply to your inner voice can help you heal. Unfortunately, that’s harder than ever to do when you feel sick and find it hard to feel like yourself anymore. You have many strengths, however, and others probably see them readily.


This exercise will help you remember who you are on the inside, reminding you that you have many strengths, even though you are sick. Tapping into your strengths can help you feel stronger and more willing to try new things.


Look at the strengths listed here. Which ones stand out for you? They may be strengths you see in yourself or strengths that other people see in you. If you are having trouble, ask a family member or friend to help. What other strengths do you have that are not listed here? Write them down, and when you are done, look at your list and take a moment to honor these strengths inside of yourself.






	
Trustworthy


Creative


Flexible


Curious



	
Adventurous


Artistic


Kind


Laid back



	
Optimistic


Funny


Open-minded


Thoughtful



	
Wise


Compassionate


Smart


Intuitive

























CHAPTER 2



Your Life with Long Illness


At first, the experience of illness can make you feel like you’ve become the disease. When you first understand that long illness is setting in, you may worry that you’ll never be yourself again. Many struggle with this new existence because initially, compared to life before long illness, it just feels like a struggle. No one wants to be sick, and especially not like this.


With support, self-compassion, and time, you can navigate toward understanding yourself in a new and different way—not necessarily as better or worse, but as different. Some people might see the illness as the most important part of their identity, while for others it’s just one of many aspects of who they are. Disruptions to your identity can alter your self-image, your self-esteem, and your sense of how you fit into the world around you. Illness can make you feel isolated and overwhelmed. For most humans, any kind of change is hard. It’s important to remember that you are not alone, and that there are others having similar experiences.


What You Will Learn in This Chapter:




• The different impacts of illness on identity


• An understanding of how the world around you relates to illness and how it may be affecting you


• That disability applies broadly to anyone with an illness who identifies with the long illness experience, and that there are accommodations for disability


• How to build a health care team around you





Illness identity refers to the degree to which a chronic health condition becomes a person’s identity. There are four main paths that person might take during the course of their illness: engulfment, rejection, acceptance, and enrichment. Read over the descriptions of these four paths. You might notice that you have taken more than one of these paths during your illness, or that different paths have merged to create your experience. Before responding to “Things to Think About,” first ask yourself how you are feeling today. Then think back: How is the way you feel today different from how you felt when you first were sick and at different points in your illness experience? Looking forward, can you imagine how your illness identity may or may not change?






	Dimensions of Illness Identity

	What It Means

	Things to Think About






	Engulfment: Being “swallowed up” by your illness


	
People who are engulfed in their illness feel that their illness has taken over their identity. They visit practitioners more often, experience depression, anxiety, and physical symptoms at higher levels, and are more likely to be hospitalized than similar people with the same illness. These people are more likely to report a lower quality of life and a higher degree of distress, as well as to have severe symptoms and side effects.


Higher emotional distress


More drug side effects and more severe symptoms


Lower health-related quality of life



	How much does your long illness dominate your identity and daily life?







	Rejection


	
Higher levels of rejection make people less likely to optimally self-manage their illness. The most extreme cases deny that they have any health issues. Since they are unlikely to treat their illness, they tend to report more severe physical symptoms. They are also more likely to miss school or work.


Lower life satisfaction


Higher emotional distress


Greater chance of other identity issues (such as around relationship building or education)



	Do you reject your long illness as part of your identity? If so, how much? Why?







	Acceptance


	
People who are able to accept that their health has changed have less severe symptoms and side effects and are less upset by their health changes. They tend to have fewer mental and physical symptoms of disease and are more likely to adhere to their treatment plan.


Fewer drug side effects and lessened severity of symptoms


Lower emotional distress


Higher life satisfaction



	Do you accept your long illness as part of your identity? How much?







	Enrichment


	
Those in the adaptive state of enrichment are more likely to have improved adaptive psychological functioning. Because they are more likely to adhere to treatment over time, they are less likely to feel they are in a state of engulfment. The positive stress-related changes they make are more strongly correlated with positive psychological outcomes.


Increased life satisfaction


Lower emotional distress


More likely to visit their primary care practitioner



	Does your long illness enrich your life? Have you made positive lifestyle changes? Has your outlook on life changed for the better? How?








Your perception of your illness has a greater impact on your condition than other factors such as depression, physical functioning, and pain levels. Working with practitioners, loved ones, and your illness community to modify your perceptions about your illness can significantly improve your well-being.




Journaling


SELF-IDENTITY


Who are you? What are the different roles that you play in your life? Listed here are some types of responsibility you might have in your day-to-day life. Write out this list in your journal and then think about your activities yesterday, last month, last year. What type of responsibility characterizes these activities?


Your activities and responsibilities make up your self-identity, or how you see yourself in the world. Having a long illness can sometimes steal time away from these important aspects of your life.






	Cultural


	Health


	Sexual







	Disability


	Interests and hobbies


	Other







	Ethnic, national


	Occupational







	Gender


	Religious








Take a moment to think about what you spend your days doing and then journal your thoughts. What identities are easy for you to claim? Which ones are harder? How can you spend more time doing enriching activities that highlight the positive aspects of your self-identity?







I think about what it would mean if I wasn’t sick. I think about how much time I would have left if I didn’t have to sleep nine hours a night, if I didn’t have to go to physical therapy, or go to the doctors’ appointments. I think about all the emotional energy I expend thinking about how I feel about the fact that I am in pain, what information should I tell my supervisors at work, what do I need to cover up and when. What shoes can I wear for how long so I can walk? What pants won’t bother my scars? All of the mental math I have to do every hour, it just seems unfair and more complicated than what other people my age are thinking about.


But then I think about what it has given me. I have been able to do research in disability and pain. I volunteer to be a peer mentor for others with my condition, which brings me so much fulfillment. Letting others know they are not alone is big for me, because I didn’t know anyone else like me. My life has been enriched by these experiences. It has made me more patient with myself and others who are going through hard things.





How the World Sees Sick People


Let’s say that you have it all together: you are accepting your illness and it is enriching your life. Now turn on the TV, pick up a book, watch a play, or listen to a song. How illness and disability are portrayed in our culture has come a long way in the last century, but we still have a long way to go. Many of these portrayals are still romanticized versions of what disability and illness look like, and at the end of the story the disabled person often either overcomes an obstacle to fit in with the “normal” crowd or dies. Many plots focus on their differences as a plot twist or as a terrible burden to overcome, and disabled people are rarely featured in rom-coms or scary movies. In literature and films, the sick and disabled are represented largely by outdated tropes. Most annoying for those with long illness is the myth of the ill or disabled person who is miraculously cured or whose mere existence is a moving inspiration to those who cannot imagine living the life of the unwell. Newer media are working on changing these depictions, but it can be overwhelming to see the contrast between your life and the stereotypes of your illness.


During much of the Covid-19 pandemic, the public messages were stressful for people with chronic illnesses, who were told that their illness might make them more likely to get Covid-19 or to have severe complications, including death. Despite the fact that a large portion of the world’s population has a chronic illness or disability, the message from news outlets and officials was that it was safe for people to go without masks unless they were sick. The dismissal of the chronically ill as disposable is all too common, and the pandemic just highlighted some of the ways in which public health messaging could be made more inclusive. Such messaging is often aimed at people who are “healthy” and “able-bodied” and ignores the impact on the growing number of “others.”


As the pandemic’s impact shifted, a new group of chronically ill post-Covid and long Covid patients flooded health care systems, which were already unable to provide adequate care for many people with long or chronic illnesses. The volume and medical needs of those affected by Covid-19 down the road are likely to change how we approach long illnesses.




After my diagnosis I was like, maybe I’ll be one of those people who runs a half-marathon on the one-year anniversary. It’s because those are the narratives that we are given in our society; that the appropriate way to have a different body is to overcome it, to conquer it. Therapy helped me realize, “Oh, no, I don’t get to overcome this. This is me now, and I have to make sense of it.” I gained strength from reading books about people with stories similar to mine. Seeing how they claim their identities and journeys. I met others whose identities were changing from illness and created a support network that way. Learning more about illness and disability studies, reading books and learning about the research, was empowering to me.





Diagnosis




When I got my first diagnosis, I was quite sure it was wrong. But I went from being ignored and treated like I was crazy to my symptoms being taken seriously and treatments being offered. I was so happy I was seen, I didn’t care what they did to me. They were wrong, and I was given harmful, pointless treatments for years until I finally pushed to see a different type of doctor. In the end, the most helpful treatments for my disease are having supportive doctors and therapists and mostly trying to have the healthiest lifestyle I can maintain. Sleep, good diet, happy relationships, a nice walk in the sunshine, and a good therapist have all helped me live a life that reduces my symptoms enough where often I don’t need loads of medication and therapies. This works for every condition, so I am perplexed why they aren’t given to everyone who is struggling with difficult symptoms. Like, why do we spend so much time on naming the disease and no time teaching us how to live a life that reduces the pain our disease brings?





Our whole lives we hear the same beautiful story again and again: a vibrant person experiences changes in their body that limit them, no one knows how to help, a hero figure steps in and solves the problem, and then they live happily ever after. We want to believe these stories because they offer us hope if we, or people we love, are suffering from long illness. But these myths can be harmful when they teach us that differences in our bodies are problems that need to be fixed or solved.


Our current biomedical system of care has developed around these myths. The media’s limited views of illness are reinforced by how practitioners are taught. To be fair, medical students must learn hundreds of years of data in a short time, and using stereotypes and well-known stories is one important way in which people learn. However, putting a person in a box with a diagnosis doesn’t work all the time. Many long illnesses don’t fit into these boxes. When your practitioner can’t fit your symptoms into a diagnosis, you might feel dismissed or misunderstood. On behalf of your practitioner, we apologize. It is not their intention to make you feel that way. That this happens as often as it does is one of the many unfortunate side effects of the way much of modern health care is delivered, but that is beyond the scope of this book.


During your search for the right diagnosis, you might be sent to other medical centers with more expertise in your symptoms or more appropriate testing facilities. Even in these specialized practices you may experience negative interactions with practitioners. You should always seek out second and maybe third opinions. Medicine is a team sport. If only one practitioner thinks you have a particular condition and wants to treat you in a certain way, that should give you pause.


Some people who get the “right diagnosis” might feel happy after experiencing the sometimes isolating symptoms of long illness. Humans like naming things; the name of our illness helps us explain to other people what we are going through. A diagnosis validates our concerns and makes us feel like we were complaining for good reason. But a diagnosis isn’t always all it’s cracked up to be.


A diagnosis isn’t a cure. Even with a diagnosis, illnesses rarely change overnight. You can have a constellation of symptoms that right now we call disease X and treat with treatments A, B, or C. But symptoms and diagnoses can change over time. Your symptoms are just as valid and real as they were before you had a label for them. And for some of you, treatment A, B, or C may not do as much to improve your quality of life as you had hoped.


On the other hand, having a diagnosis is very handy. You can get access and coverage for certain treatments in different health care systems. Maybe you can get a disabled person’s license plate and a care aide or other assistance to help with tasks; maybe a diagnosis makes it easier to get a wheelchair paid for. These things add up. But having a diagnosis doesn’t guarantee that your condition will get better, or that you will receive more respect now that your symptoms have a name.




Without a diagnosis, I am powerless. I’d rather have the wrong diagnosis and be seen, than be ignored and treated like I am crazy or annoying.


I encourage people who are sick to think about a diagnosis as a tool. It is not a life sentence. Getting a diagnosis is the way to get resourced, and that’s a good thing. And I would have wanted my younger self to know other people who are going through complex medical issues, and to find someone I can talk to about my illness, not necessarily the same illness, but someone I can share a similar language with. That has been really helpful and has left me feeling less alone. It helped me realize you can be two things at once. You can wish you didn’t have to deal with the inconveniences of having a different body, while also accepting it as being an important part of who you are.





“The question is not how to get cured, but how to live.”1 Post-diagnosis, you are the same person with the same symptoms. Hopefully, the treatments and support from your community will improve your quality of life. But there is a reason that we focus so much of this book on how to improve your daily choices and habits and how to manage complex symptoms. These changes will get you back on track and help you no matter what symptoms you have. Whether or not you have a diagnosis, and whether or not you’re in treatment, you can improve your quality of life and your feeling of control and understanding of what is going on in your body.




Journaling


DIAGNOSIS




Have you been diagnosed?


How did the diagnosis make you feel? Did it change how you saw yourself?


What could have been different about how you were diagnosed that would have made it better or easier for you?


Did you feel like the diagnosis was right? If it wasn’t, why not?


What do you wish you could tell your practitioner about what your diagnoses or lack of diagnoses mean to you? Would you have this conversation with your practitioners? Why or why not?








Ableism




Before my diagnosis, I knew people with disabilities, but I didn’t think of myself as able-bodied. I just didn’t think about it. When I was diagnosed, I very much rejected the idea of being someone with a disability or a disabled person. I didn’t like it, I didn’t want to interact with other people in chairs, I didn’t want to go to support groups. I thought, “That’s not me.”


It took time, but I became more comfortable with the idea of having a disability. I had to work through a lot of my own internalized ableism. I rejected the idea of disability because I was taught that disability was bad.


I started opening up to having friends in chairs. I found this group of people that have changed my life so much. To have people around that just get it, who I know I don’t have to explain if I need to cancel plans, my body’s just not working well that day, who understand the difficulties and the challenges that come with being a wheelchair user in a world that is not super-accessible. I went from not thinking about disability to rejecting it to really embracing it. I am now proud of my identity as a disabled person. It is just part of being a human.





Ableism is prejudice and discrimination against people who have a disability. It relies on the construct that people who are “healthy” or have certain abilities are superior to others. Ableism is embedded in how we were educated as children. Much of the focus in perfection-driven cultures is on being good, achieving, fixing, excelling, being the best—being a “productive member of society.” We deeply absorb the message that we are only worth what we produce.



Internalized Ableism


Being different runs counter to societal norms. Our own internal ableism—when we are afraid to ask for help or don’t want to or can’t acknowledge our disability—can prevent us from getting adequate care, forming and growing relationships, and living our best lives. When people with long illness feel themselves in a flare, their instinct may be to push harder (stay at work later, or take on a caregiving role for others) rather than tend to their own needs.


There is no benefit to ableism. Here are some wise words from some people living with long illness and disability. Everyone we talked to brought up their own ableism or discomfort with seeing themselves as sick, regardless of whether or not they accepted that they have a long illness.




Early on, I was honestly scared of other patients; I didn’t want to be like them. I was ableist is what it boiled down to. And I had no idea. I just hadn’t confronted those issues at all. I didn’t want to be sick, like them. I didn’t want to stay sick. It was really scary to see people whose lives were ruined by illness. I didn’t want to think that that could be me. And, frankly, I bought into some of the prejudice. I thought, “I’m sick for real, but I don’t know about those other people, maybe they’re just crazy.” I lost out for feeling that way, for not confronting my ableism sooner than I did. I lost out because other patients, in many ways, have been so helpful in my illness in a way that my doctors were unable to be.


I was so determined to say that my disease didn’t change me. I was ready to put it all behind me, to go back to school and continue with my life exactly as before. But illness did change me. It put me into heart failure. It left me weak, winded, and weary. What I didn’t realize is that this change wasn’t a bad thing. I was more empathetic, took more time to care for myself, and was a better friend. Ultimately, it didn’t matter that my body needed more care.






Are You Disabled?


Most long illnesses fall under the definition of a disability. Almost everyone will temporarily or permanently experience disability during their lifetime. In the United States, the Americans with Disabilities Act (ADA) defines a disability as having a physical or mental impairment that limits one or more major life activities. This definition includes many types of illness and is intentionally broad so that it can provide protection against discrimination for the greatest number of people.


This book is also addressed to those anywhere on the full spectrum of long illness. You may identify as disabled, or you may not. For many people, referring to themselves as disabled is an important part of their identity. Others acknowledge that they meet the criteria for disability, but the label doesn’t resonate for them. You choose what fits you. Just remember that you have rights and access to support that is ready for you when you need it.




I remember coming out of surgery and saying to the guy who was wheeling me into the recovery room that I had my mother there, so that I would have someone to take me home. And he was like, “Oh no, she’s not going to be allowed in there because of Covid,” and I said, “Well, they said that they would allow her because I have a disability.” He said, “Don’t say that you’re disabled,” and I was like, “But I am, and disability is not a bad word.” Even in my half-conscious state I was trying to tell this guy who is bringing me into the recovery room that disability wasn’t a bad word.


I think a big part of the reason why some people do not consider certain conditions as a disability mainly has to do with ableism, and the idea that having something be a disability is inherently a bad thing. When I first was diagnosed with my condition, I did not identify with disability at all. In retrospect, I think it definitely had a lot more to do with ingrained ableism than it had to do with my condition.






Invisible Disability


Invisible disabilities, or “hidden” disabilities, are those that you are experiencing but that cannot be seen by others. If you have an invisible disability, you have a right to high-quality care and accommodations. Unfortunately, this does not always happen. People looking at you from the outside presume that they know what is happening inside of you. They often say things like, “You don’t look sick,” or “You look fine to me.” These statements can be well intentioned, but end up feeling invalidating. Suffering worsens when it goes unseen.


Some people with invisible disabilities suffer alone and experience repeated invalidation from their communities and medical practitioners. This doesn’t have to be your reality. Finding your community can be an empowering way to understand resources for your illness and what you may be entitled to.
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