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PRAISE FOR

The Autoimmune Wellness Handbook

“Packed to the gills with applicable solutions, The Autoimmune Wellness Handbook is my new favorite resource for today’s #1 emerging health challenge. If you or a loved one suffers from autoimmunity and aren’t sure where to begin—START HERE.”

—Russ Crandall, New York Times-bestselling author of Paleo Takeout and The Ancestral Table

“It is normal to meet an autoimmune diagnosis with a tremendous sense of confusion, loss, and betrayal, and the information overwhelm can leave the initiate tumbling in its wake. This is where Mickey and Angie’s book comes in. The Autoimmune Wellness Handbook is an elegant and encouraging guide that not only succinctly reviews the nuts and bolts of autoimmune disease management but also leads you through an often tumultuous inner journey with loving wisdom. In its own unforgiving way, autoimmune diseases force us to honor human design, not society’s (often shaming) version. The autoimmune patient must learn to rest, self-advocate, love and be loved, self-nourish, move appropriately, release toxic people and situations, and lift the veil on buried shadows. Like all of life’s best rewards, autoimmune management is hard-won. But, as this handbook shows you, the autoimmune journey can also be an enriching path to a more authentic you.”

—Datis Kharrazian, author of Why Do I Still Have Thyroid Symptoms? and Why Isn’t My Brain Working?

“The Autoimmune Wellness Handbook offers a powerful—yet safe and drug-free—approach to the millions of people now suffering from autoimmune diseases. Mickey and Angie recognize that diet is the the cornerstone of managing autoimmune disease, but they also know that stress management, sleep, pleasure, and living a rich and rewarding life can be just as important. I can’t recommend this book highly enough.”

—Chris Kresser, MS, LAc, New York Times bestselling author of Your Personal Paleo Code

“When I think of a guide book, I think of a fishing guide, a travel guide, a study guide…a book that shows me the way to do something. As the title lists, The Autoimmune Wellness Handbook is a do-it-yourself guide to living well with chronic illness. I would take exception to this title. As I read this book, I found it to be not only a masterfully written guide but much more. It’s more than a journal and personal inside-scoop of two people who have found the path back to health. This book is in a category of its own.

“It’s not just a guide; it’s more of a health missal-a book containing all instructions and texts necessary for the celebration of life when addressing a chronic illness.

“In my opinion, they’ve found the right path back to health that has the potential to help hundreds of thousands. Read this book and you will understand what it takes to put a disease into remission and keep it there. Thank you to Mickey Trescott and Angie Alt for this inspiring road map to living well in this toxic world we have inherited.”

—Tom O’Bryan, DC, CCN, DACBN

“An autoimmune diagnosis can knock our world on its side, leaving us hurting, scared, and confused. This book is a guide through that darkness, back into the light again. Mickey and Angie have walked this path themselves and helped thousands of others do the same. They’ve taken all of their personal experience and professional knowledge and created a thorough workbook for creating a healthy, vital, joyful life again. Our story doesn’t have to stop with our diagnosis. In many ways, it’s a new beginning.”

—Eileen Laird, author of The Simple Guide to the Paleo Autoimmune Protocol

“Mickey and Angie have created something wonderful: an unapologetically empowering guide to everything autoimmune that lets you know you’re not alone. The Autoimmune Wellness Handbook is a true companion, friend, and advocate for anyone wanting to live vibrantly in the face of autoimmune disease.”

—Rachael Bryant, author of Nourish: The Paleo Healing Cookbook
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Introduction

Most people’s autoimmune stories start the same way, with a trickle of strange, seemingly disconnected symptoms—things like increasing fatigue, joint pain, or more frequent headaches. In time, the trickle becomes a steady stream that exists as background noise in our daily lives. After repeated and desperate attempts to explain the symptoms to dismissive doctors, most of us resolve to silently suffer. Later, the steady stream becomes an undeniable flood, and with it comes the sensation that you are drowning in an unnamed illness. At this late stage, doctors may finally have a diagnosis, but follow-up, if it is even offered, consists of limited treatment options with disabling side effects. Feeling hopeless and demoralized is standard for those with autoimmune disease, and it is probably why you have this book in your hands right now. If you follow the conventional approach, living well with autoimmune disease is rarely achievable.

We are proposing an alternate way of thinking about autoimmune disease and health care in general: patient-centered, guided by self-discovery, informed, and proactive. This is a stark contrast to the typical experience that leaves patients feeling fearful, anxious, and demeaned. In order to live well with chronic illness, you need to become a new kind of patient, one who is savvy enough to know that a whole-body approach is necessary. You can redefine the process by empowering and informing yourself, combining the best of medical care with dietary and lifestyle modifications. Despite the current standard of care, it is possible to live vibrantly in the face of autoimmune disease!

With five autoimmune diseases between us, this is exactly the process we, the authors, have used in our own lives with astounding results. Through years of experience, we have refined the tools and resources we used and aim to share that knowledge with you, someone who is ready to take personal responsibility for your health and wellness. But where do you start?

The Autoimmune Wellness Handbook encompasses seven key steps on the autoimmune path: inform, collaborate, nourish, rest, breathe, move, and connect. These verbs elegantly describe the simple actions that you can take to achieve wellness, despite autoimmune disease. This book is about demystifying and breaking down what can be a very complex, overwhelming, and isolating process, and replacing it with one that is clear and liberating. Through the use of practical tools, resources, and self-assessments, you can begin your own journey of recovery by setting yourself up for success.

First, you’ll inform yourself by determining where on the spectrum of illness you lie. You’ll recognize the importance of diagnosis and educate yourself about your autoimmune disease, including testing, treatment options, and prognosis. You’ll then learn how to collaborate, educating yourself on the difference between natural and conventional approaches, as well as how to assemble your health-care team. You’ll go on to prioritize each step of your journey, including how to approach your own medical situation, and identify when medications, treatments, and surgery are necessary.

Once you complete the steps of informing and collaborating, you move on to a central part of the process, in which you nourish your body in order to recover from autoimmune disease. Here, you’ll discover the relationship of the gut to autoimmune disease, why there is no one-size-fits-all approach to diet, and why an elimination and reintroduction protocol, in the form of the Autoimmune Protocol, is the best place to start to get to the root of food-driven symptoms. We’ll show you how to transition your diet, how to explore food reintroductions, and why balance matters when approaching what’s on your plate.

Continuing your journey, you’ll put the pieces together and grasp how to truly rest and breathe. Details will be uncovered about why sleep and stress management matter. In the next section, you’ll learn how to optimally move, with assessments designed to pinpoint if you are under- or overdoing activities and how to come up with a plan that supports your goals. To tie it up, you’ll connect, both with others and the natural world. This section of the healing journey is often overlooked, but you will learn why it is a crucial part of recovery.

As much as we’d like to give you all the answers, what we have found is that there is no standard formula. Self-discovery and individuality are the missing ingredients in most gurus’ schemes. Instead, we are presenting a handbook for uncovering solutions that will be specific to your unique healing journey. As Bruce Lee famously said, “Absorb what is useful, discard what is useless, add what is essentially your own.” We are advocating a way to take the best of a broken system and combine it with self-empowerment. The path we are suggesting is challenging, but also rewarding; by following it, you will find a true sense of balance and allow the joy of discovery to transform your life.

The Autoimmune Wellness Handbook combines knowledge with action and pioneers a new era in how autoimmune diseases are viewed and treated. You can join us by taking ownership of this phase of your life. From participating in your medical care to deciding what is on your plate, empowerment can guide you to make the choices that spark true health. The tide is already turning, the shift is under way—what you stand to gain from this book is vibrant health that will outlast the hype!

WHY WE WROTE THIS BOOK

Living well with autoimmune disease can seem daunting or downright impossible, but our healing stories prove otherwise. Like you, we’ve also been at the base of this mountain gazing at the pinnacle and wondering if there is a route to the top. While we coach people through recovery using diet and lifestyle in our professional lives, it is actually our personal journeys as patients that breathe heart into this book. We’ve been in your shoes with autoimmune disease, and first, we’d like to share how our experiences inspired this unique approach.

Our own paths to diagnosis were long and complex. After experiencing troubling symptoms, Mickey worked with five different doctors (all of whom told her everything was “normal”) before getting her primary diagnosis of Hashimoto’s thyroiditis. Angie developed symptoms 11 years before her primary diagnosis of celiac disease. It took doctors on three continents and eventually some of the most advanced medical centers in the United States to get an answer. Sadly, these runarounds are often the norm for autoimmune patients.

Even though getting a diagnosis helped us understand what was going on in our bodies, it didn’t change the severity of the symptoms we were experiencing. Mickey was undergoing a major health crisis and was no longer able to work. She was dealing with unrelenting fatigue, brain fog, dizziness, vertigo, insomnia, neuropathy, and joint pain. Angie was so ill that her family had to relocate from their dream position overseas. She, too, was unable to work and dropped out of school because she was experiencing symptoms like numbness all over her body, slurred speech, anxiety, panic attacks, muscle wasting, and extreme bone pain. These symptoms were powerful motivators for us both to seek deeper answers. We came to the realization, on our own, that we had to rely on ourselves to come up with a more comprehensive recovery plan.

At the time, we both felt isolated, defeated, and overwhelmed looking at the road before us. Through searching online, we discovered the Autoimmune Protocol, and in our desperation, became two of the first people to try it. Once we started making dietary changes, it was clear almost immediately that this was going to be a powerful component to healing, and we both started blogging about those early “wins.” Later, we discovered that recovery was not only about food but also it needed to involve collaboration with our health-care teams and adopting a healing lifestyle. Through finding the right combination of conventional, natural, and DIY approaches, implemented gradually over the course of 4 years, both of us have completely regained our health and happiness and are able to live full, vibrant lives.

We’ve had a chance to look back on all the things we tried: what worked, what didn’t, and what we wished we had known sooner. Now, we get out of bed every morning with one thing on our minds, “How am I going to make this easier for the next person?” The way we view and treat autoimmune disease in this country and all around the world is undergoing a revolution, and you can be part of it! We wrote this book to put the innovative tools we use in your hands and to convince you that living well with autoimmune disease is more than a possibility—it can be your future, too.


OUR EXPERIENCE

If we chronicled all of the details of our journeys, it would be a whole separate book! Instead, we’ve decided to give you glimpses into our experiences through these boxes in relevant areas throughout the book. It is our hope that through honest, open sharing, we can help you feel less alone in this process, provide a realistic lens for viewing autoimmune wellness, and help you recognize that this approach was not always simple or easy for us.
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The Manifesto

You’re about to get into the details and begin applying the principles we lay out in this book. Before we go there, perspective on the larger health movement you are about to join can provide a welcome sense of community and motivation before you embark.

1.TRUST YOUR INTUITION. You don’t need a guru to navigate this process successfully.

2.EMBRACE THE TEMPLATE. The Autoimmune Protocol is not one-size-fits-all; it’s a template that promotes individuality and self-discovery.

3.INFORMATION IS POWER. Learn enough to be an informed and proactive advocate for your health.

4.START SIMPLE. Begin with the foundations of diet, sleep, stress management, movement, and relationships before delving deeper.

5.TAKE IT SLOW. Don’t be afraid to make changes in phases—it was the tortoise and not the hare that won the race!

6.FOOD IS YOUR FRIEND. It provides nourishment to every single cell in your body!

7.SET YOURSELF UP FOR SUCCESS. Planning and preparation are the keys.

8.BE A NUTRIENT SEEKER. Don’t ignore the foods that accelerate healing and restore health.

9.FOOD OVER SUPPLEMENTS. Nutrients are often synergistic and more potent in nature’s packaging.

10.DON’T DIET “HARDER.” Resist the temptation to further restrict instead of troubleshoot.

11.SEEK HELP. When necessary, thoughtfully add practitioners to your team who don’t undermine your authority.

12.TEST, DON’T GUESS. Always use testing to reveal root issues, if progress is not as expected.

13.BE SKEPTICAL. “Magic bullets” that only the elite can afford are not the solution to our health-care crisis.

14.STRIVE FOR BALANCE. Restoring your health is a worthy pursuit, but it is not a religion.

15.SUPPORT IS CRUCIAL. If your networks aren’t strong enough, explore ways to add to your human connections.

16.REFRAME THE NEGATIVES. Find areas where your life has been expanded by your experience with illness.

17.PRACTICE GRATITUDE. Give thought energy to what is good in your life.

18.KEEP YOUR EYES ON YOUR OWN JOURNEY. The path to wellness is unique for all of us. Resist the urge to compare.

19.HEALTH BEFORE IMAGE. Value wellness above numbers on a scale or reflections in a mirror.

20.VIBRANT HEALTH IS A LIFELONG JOURNEY. Nobody ever regrets investing in his or her own wellness. Enjoy the process of restoring your health!
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CHAPTER 1

Inform

“Nothing in life is to be feared, it is only to be understood.”—MARIE CURIE

The first step to living well with autoimmune disease is being informed about your illness. We have chosen this as the first step, because the burden of truly understanding lies with you. Although there is a lot of information to be gained in working with a skilled doctor, relying on him or her to also be your teacher detracts from your personal responsibility in healing. You may find learning the details about your disease to be unnerving, because knowing makes it hard to hide from your new reality. After the initial fear subsides, understanding inspires a level of courage you previously didn’t have and empowers you to take control of your health and start on the path toward healing. In this chapter, we aim to give you an overview of what autoimmune disease is, how to get and cope with a diagnosis, the different treatments you might expect, and how to gather and store information.

WHAT IS AUTOIMMUNE DISEASE?

Simply put, autoimmune disease occurs when your immune system, which is designed to protect you from foreign invaders (pathogens like viruses and bacteria), starts attacking your own tissue. This is done through the creation of antibodies, which are ordinarily used to identify and destroy pathogens and help you recover from an illness. In the case of autoimmunity, however, these antibodies target your own healthy tissue, which leads to inflammation and destruction of your cells. This is like your own team playing against you—not fair!

The American Autoimmune Related Diseases Association (AARDA) estimates that more than 50 million Americans (roughly 1 in 6) suffer from autoimmune diseases, 75 percent of which are women. Medical science has identified more than 100 autoimmune diseases, with another 40 suspected to have an autoimmune component. Autoimmune disease is one of the most significant health-care issues facing our world today. According to the AARDA, in the United States alone, more than $100 billion is spent annually on the conventional treatment of this condition. Its incidence is on the rise, with some disease prevalence tripling in the last decade. It remains poorly understood, with no medical specialty to support it and a severe lack of research funding, as well as treatment options that only manage symptoms, but do not produce lasting wellness.

Autoimmune disease can involve any organ or system in your body, including joint, skin, digestive, hormonal, connective, nerve, and muscle tissues. If you have rheumatoid arthritis, your joints are affected; if you have Hashimoto’s thyroiditis, it’s your thyroid; and if it’s multiple sclerosis, the myelin, the protective layer around your nerves, is destroyed. While it may seem that these conditions are vastly different, the common thread of an immune system gone haywire links them together. Often, autoimmune disease affects multiple organs or systems, which can cross medical specialties and make getting proper treatment extremely difficult.

Some autoimmune diseases cause chronic, consistent symptoms, while others are characterized by periods of remission (little or no disease activity) and flare (more disease activity). Autoimmune diseases commonly present with nonspecific symptoms like pain and fatigue, which are not easily identified with a particular condition and make diagnosis difficult. Symptoms can also vary widely from person to person, making a correct diagnosis tough to nail down.

The symptoms of autoimmune disease can range from life-threatening and serious, rendering a patient in need of round-the-clock care, to a mild annoyance that barely disrupts a person’s life. Most of us, however, fall in the middle of the spectrum—we live with chronic symptoms that impact our productivity and abilities, yet our health-care providers and those in our support network often don’t understand and are unable to provide lasting relief.

If you have an autoimmune disease, it’s likely you will find the diagnosis process and treatment options challenging, at best. There is no medical specialty focusing on autoimmune disease in general. As a patient, you are treated by a specialist focused on the organ or system involved in the condition, rather than your whole body. If you are feeling isolated and lacking support, you are not alone—many of us have felt this way. If we have you worried, it’s not all doom and gloom! There are ways of using the conventional system to your advantage and tools at your disposal for living well despite autoimmune disease.

WHAT TYPES OF AUTOIMMUNE DISEASES ARE THERE?

Autoimmune diseases are usually classified into two categories. There are organ-specific diseases, like Hashimoto’s thyroiditis (which affects the thyroid gland) and type 1 diabetes (which affects the pancreas) and non-organ-specific diseases, like rheumatoid arthritis (which affects the joints) and lupus (which affects connective tissue). The most commonly affected organs are those of the endocrine system, such as the thyroid, pancreas, and adrenal glands. The most commonly affected non-organ tissues are those of the blood, like red blood cells, or connective tissue, like muscles and joints. Some diseases seem to occur between the two types and some people may experience several autoimmune diseases at the same time. Additionally, many autoimmune diseases commonly coexist with others, for example celiac disease and Hashimoto’s thyroiditis. If you have three or more autoimmune diseases, you have multiple autoimmune syndrome.

The autoimmune process itself can also take different forms. Specific cells or tissues might steadily be damaged, an organ might grow excessively large, or the function of an organ may be disturbed. Some diseases are life threatening, others are disabling, and still others, if they are recognized early, can be successfully treated or managed relatively easily.

[image: ]

WHAT ARE THE RISKS FOR AND CAUSES OF AUTOIMMUNE DISEASE?

Autoimmune disease affects millions of Americans and many more people worldwide, but there are particular groups who are most at risk. In addition, research has identified three contributing factors that interact with each other to cause the development of autoimmune disease.

1. GENETICS—The genes you inherit from your parents play a part in determining your predisposition for developing an autoimmune disease, and because of this, it is very common for them to run in families. For instance, the incidence of celiac disease in the general population is 1 in 100 people, while the incidence in those with a first-degree family member who has it, like parents, siblings, or children, is 1 in 22.

Unlike genetic diseases, however, where one or two gene mutations are responsible for the disease, there are countless genes that affect your risk for autoimmune disease. Instead of inheriting one specific autoimmune gene, you inherit a larger collection that puts you at risk for developing an autoimmune disease. This may place you at more or less risk for certain diseases and it is why specific diseases are not always inherited in families, but many members of the same family suffer from different related autoimmune diseases. For instance, your mom may have type 1 diabetes, while your aunt has Crohn’s, and your sister has Hashimoto’s thyroiditis. Similarly, those who already have an autoimmune disease are at a higher risk for developing additional diseases, because they most likely have acquired the collection of genes that predisposes them to autoimmune disease.

Disproportionately 1 of the greatest risk factors is gender, with females making up 75 percent of the diagnosed autoimmune population, most likely because of the hormonal differences between the sexes. Your ethnicity is also a factor. African-Americans, Native Americans, and Latinos are at a greater risk than Caucasians.

2. ENVIRONMENTAL TRIGGERS—Although it can be handy to blame autoimmune disease all on genetics, it only accounts for about one-third of your risk of developing one. It is often said that while genes load the gun, environment pulls the trigger. Pathogens, chemicals, and substances your immune system is exposed to in your daily life can have an impact on whether or not you develop an autoimmune disease.

Certain bacterial and viral infections, both acute and chronic, have been linked to the development of autoimmunity—most likely because they contain proteins that closely resemble your own, confusing the immune system. Exposure to toxins and chemicals can similarly trigger autoimmunity. You are exposed to these components through pollution, the water supply, pesticides and herbicides in foods, cleaning products, personal-care products, chemical exposure in your home or in your workplace, and more.

3. DIET AND LIFESTYLE—A poor diet contributes to the development of autoimmune disease by exacerbating intestinal permeability, creating nutrient deficiencies, and overactivating the immune system. Similarly, sleep issues, lack of movement, and drug exposure, both prescription and recreational, can also increase your risk of developing autoimmune disease.

Stress also plays an important part in the autoimmune disease process. People experiencing acute and unmanaged stress or chronic stress are often at higher risk for developing autoimmune disease.

Finally, your geographic location may play a role. For example, in the United States, it has been shown that those living in the Pacific Northwest have a higher incidence of certain autoimmune diseases, which may be in part due to lack of natural sunlight at higher latitudes, contributing to vitamin D deficiency.

While you can’t do much about your genetic inheritance and exposure to infectious disease, you can do something about managing your dietary and lifestyle choices, as well as limiting your contact with toxins and chemicals, and we’ll get into this in more depth in Chapters 3 and 6.

DOES HAVING ONE AUTOIMMUNE DISEASE PUT YOU AT RISK FOR DEVELOPING OTHERS?

Roughly 25 percent of those of us with 1 autoimmune disease will go on to develop additional autoimmune diseases. Having 3 or more diagnosed autoimmune diseases is classified as multiple autoimmune syndrome (MAS). This syndrome usually includes one skin disorder, such as psoriasis or vitiligo. Awareness of the autoimmune diseases related to your current diagnosis can be helpful if signs of new diseases become apparent, as it can make these new diagnoses easier for health-care providers by pointing them toward likely disorders and allowing for earlier identification of multiple autoimmune syndrome. For instance, celiac disease is associated with type 1 diabetes, Hashimoto’s thyroiditis, Graves’ disease, and Addison’s disease. Delay in diagnosis allows more time for further autoimmune diseases to develop, which is a second reason that awareness of MAS is so important.
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I have multiple autoimmune syndrome (MAS), which is defined as having three or more diagnosed autoimmune diseases. Mine are celiac disease, endometriosis, and lichen sclerosus. Lichen sclerosus (LS) is an autoimmune skin condition, and due to its nature (affecting the genitals and causing discomfort, tearing, and bruising of the skin), most sufferers are incredibly private about their diagnosis. When I received mine, I had no idea that it was an autoimmune disease, that my risks of developing further autoimmune diseases were heightened, or that MAS existed and how it often includes a skin condition. LS was my very first autoimmune diagnosis, and I learned about it many years before my next. Had I understood and been fully informed, perhaps I could have taken more preventative measures in my health care or proactively advocated for myself with doctors in order to be vigilant about developing new diseases. I might have even discovered the new diseases more quickly, if I had been able to point out my existing condition as autoimmune and help direct my doctor’s suspicions as I grew more ill with autoimmune disease. I decided several years ago to begin speaking about LS publicly in the hope that others would feel less ashamed in seeking treatment for skin conditions, even ones that were difficult to reveal, in order to catch disease progression early and possibly prevent going on to develop additional autoimmune diseases.




List of Confirmed Autoimmune, Suspected Autoimmune, and Autoimmune-Related Conditions

While some diseases have a clear autoimmune component, many are suspected to have an autoimmune component, and in some cases, that has yet to be proven. Other conditions are known to be pathogenic in origin, but the initial infection can trigger an autoimmune response (such as Lyme or Chagas disease). We’ve compiled this list to include all conditions on the autoimmune spectrum ranging from specifically autoimmune to those that are suspected to be autoimmune in nature.

Acute disseminated encephalomyelitis (ADEM)

Acute necrotizing hemorrhagic leukoencephalitis (AHL)

Addison’s disease

Agammaglobulinemia

Alopecia areata (AA)

Amyloidosis

Ankylosing spondylitis

Anti-GBM/Anti-TBM nephritis

Antiphospholipid syndrome (APS)

Autoimmune angioedema

Autoimmune aplastic anemia

Autoimmune dysautonomia

Autoimmune hemolytic anemia (AIHA)

Autoimmune hepatitis (AIH)

Autoimmune hyperlipidemia (AIH)

Autoimmune immunodeficiency

Autoimmune inner ear disease (AIED)

Autoimmune myocarditis

Autoimmune oophoritis

Autoimmune pancreatitis (AIP)

Autoimmune retinopathy (AIR)

Autoimmune thrombocytopenic purpura (ATP)

Autoimmune urticaria

Axonal and neuronal neuropathies

Balo disease

Behcet’s disease

Bullous pemphigoid

Castleman’s disease (CD)

Celiac disease

Chagas disease

Chronic inflammatory demyelinating polyneuropathy (CIDP)

Chronic recurrent multifocal osteomyelitis (CRMO)

Churg-Strauss syndrome (CSS)

Cicatricial pemphigoid/benign mucosal pemphigoid (MMP)

Cogan syndrome

Cold agglutinin disease

Congenital heart block

Coxsackie myocarditis

CREST syndrome

Crohn’s disease

Dermatitis herpetiformis (DH)

Dermatomyositis (DM)

Devic’s disease/neuromyelitis optica (NMO)

Discoid lupus

Dressler’s syndrome

Endometriosis

Eosinophilic esophagitis (EoE)

Eosinophilic fasciitis (EF)

Erythema nodosum (EN)

Essential mixed cryoglobulinemia

Evans syndrome

Experimental allergic encephalomyelitis (AEA)

Fibrosing alveolitis

Giant cell arteritis/temporal arteritis (GCA)

Giant cell myocarditis

Glomerulonephritis

Goodpasture syndrome

Granulomatosis with polyangiitis (GPA) (formerly called Wegener’s granulomatosis)

Graves’ disease

Guillain-Barré syndrome (GBS)

Hashimoto’s encephalopathy (HE)

Hashimoto’s thyroiditis

Henoch-Schönlein purpura (HSP)

Herpes gestationis

Hypogammaglobulinemia

Idiopathic pulmonary fibrosis (IPF)

Idiopathic thrombocytopenic purpura (ITP)

IgA nephropathy

IgG4-related sclerosing disease

Inclusion body myositis (IBM)

Interstitial cystitis (IC)

Juvenile arthritis (JA)

Juvenile diabetes (type 1 diabetes)

Juvenile myositis (JM)

Kawasaki syndrome

Lambert-Eaton myasthenic syndrome

Leukocytoclastic vasculitis (LCV)

Lichen planus

Lichen sclerosus

Ligneous conjunctivitis (LC)

Linear IgA disease (LAD)

Lyme disease, chronic

Mèniére’s disease

Microscopic polyangiitis (MPA)

Mixed connective tissue disease (MCTD)

Mooren’s ulcer (MU)

Mucha-Habermann disease

Multiple sclerosis (MS)

Myasthenia gravis

Myositis

Narcolepsy

Neonatal lupus

Neutropenia

Ocular cicatricial pemphigoid (OCP)

Optic neuritis (ON)

Ord’s thyroiditis

Palindromic rheumatism (PR)

Paraneoplastic cerebellar degeneration (PCD)

Paroxysmal nocturnal hemoglobinuria (PNH)

Parry-Romberg syndrome

Parsonage-Turner syndrome (PTS)

Pars planitis (peripheral uveitis)

Pediatric Autoimmune Neuropsychiatric Disorders Associated with Streptococcus (PANDAS)

Pemphigus vulgaris

Peripheral neuropathy

Perivenous encephalomyelitis

Pernicious anemia

POEMS syndrome

Polyarteritis nodosa (PAN)

Polymyalgia rheumatica (PMR)

Polymyositis (PM)

Postpericardiotomy syndrome (PS)

Primary biliary cirrhosis (PBC)

Primary sclerosing cholangitis (PSC)

Psoriasis

Psoriatic arthritis

Pure red cell aplasia (PRCA)

Pyoderma gangrenosum

Raynaud’s disease

Reactive arthritis/Reiter’s syndrome

Reflex sympathetic dystrophy (RSD)

Relapsing polychondritis (RP)

Restless legs syndrome (RLS)

Retroperitoneal fibrosis (RPF)

Rheumatic fever

Rheumatoid arthritis (RA)

Sarcoidosis

Schmidt syndrome

Scleritis

Scleroderma

Sjögren’s disease

Sperm and testicular autoimmunity

Stiff person syndrome (SPS)

Subacute bacterial endocarditis (SBE)

Susac’s syndrome

Sympathetic ophthalmia (SO)

Systemic lupus erythematosus (SLE)

Takayasu’s arteritis

Temporal arteritis/Giant cell arteritis (GCA)

Thrombocytopenic purpura (TTP)

Tolosa-Hunt syndrome (THS)

Transverse myelitis

Type 1 diabetes

Type 1, 2, and 3 polyglandular autoimmune syndromes (PAS)

Ulcerative colitis (UC)

Undifferentiated connective tissue disease (UCTD)

Uveitis

Vasculitis

Vesiculobullous dermatosis

Vitiligo



SEEKING DIAGNOSIS

Why Do You Need a Diagnosis?

In order to prevent complications from the damage caused by autoimmune disease, early diagnosis is essential. A correct diagnosis helps you to connect with the specialists and other medical providers you need, weigh treatment options, and think about how you want to navigate dietary and lifestyle modifications. Unfortunately, obtaining a proper diagnosis is often the most difficult part of the process for those of us suffering from autoimmune disease.

According to the American Autoimmune Related Diseases Association (AARDA), those with an autoimmune disease spend an average of 4 years seeking diagnosis, with visits to more than 4 physicians in the process. Some go undiagnosed for years, while others get misdiagnosed with other conditions. The undiagnosed and misdiagnosed rate for just 1 of these diseases, celiac disease, can be as high as 83 percent, which shows how difficult it truly can be to obtain answers. Autoimmune disease symptoms can be nonspecific, mild, and gradually build over time, making it difficult for you to determine if you need to see your physician about them. Often, when you do, you are told everything is fine and further testing that could uncover early warning signs isn’t ordered.

One of the biggest issues with the treatment of autoimmune disease is that there is no medical specialty to serve these diseases as a whole. In combination with them being poorly understood by the medical profession, in general, this leads to patients being bounced around between primary-care physicians and specialists before obtaining proper testing and treatment. An AARDA study showed that 46 percent of autoimmune patients were told they were complainers or too obsessed with their health, instead of being offered the medical testing and treatment they needed.

Many of us who suffer from autoimmune symptoms wonder why we should even bother seeking a diagnosis, especially if our symptoms can improve just by making dietary and lifestyle changes. However, as you can see from the following list, there are benefits to having a clear diagnosis.

The benefits of having a diagnosis

1. It helps you connect with the right medical specialist for your condition.

2. It helps medical practitioners decide which testing to pursue regularly to gauge progress.

3. It helps you and your doctor decide which treatment option (medication, surgical, or other) is best for you.

4. It helps you connect with others who are suffering from the same condition.

5. It helps complementary care practitioners tailor their programs and protocols specifically to your needs.

6. It enables you to research and educate yourself about your disease.

7. It helps you and your doctor practice good preventative care, order testing to gauge progress, and anticipate potential issues.

8. It helps you understand what disease progression might look like as well as signs and symptoms to be aware of.

9. It gives you peace of mind knowing what is causing your symptoms.


Where Are You on the Spectrum?

Autoimmune Status Self-Test

You cannot get anywhere if you don’t know your starting point. We’ve designed this test to help you evaluate where you are right now. Think of it like the big map in the center of the mall stating, “You are here.” The point is not to dwell on your current experience, but to inform you about where you want to go next in terms of diagnosis, treatment, and lifestyle changes.

We were inspired by the idea that autoimmune disease often occurs on a spectrum, instead of being black or white (first talked about by Amy Myers, MD, in The Autoimmune Solution), as well as the ideas of Datis Kharrazian, DC, regarding “silent autoimmunity.” This test blends their material with our experience in order to empower those who are suffering from autoimmune disease or chronic illness by providing a starting point.

INSTRUCTIONS: You will find two sections, the first with the same scoring for each question, and the second with an individual scoring system per question. At the end of the test, you will add the scores from both sections to come up with your AUTOIMMUNE STATUS. From there, you will have some information to guide the next steps in your healing journey. You can also come back to Section 1 of this test once you have made some changes to gauge your healing progress over time.


DISCLAIMER

A quick disclaimer—some of the symptoms listed here can indicate serious medical issues that absolutely do require intervention from a medical doctor. If you find yourself here, please see a qualified professional about these symptoms soon. Now, on to the test!



SECTION 1

SCORING

0 = never occurs

1 = occurs rarely (monthly)

2 = occurs occasionally (weekly)

3 = occurs frequently (daily)

__Fatigue and lack of energy

__Chronic pain—muscles, joints, and bones

__Heaviness in limbs, loss of muscle tone

__Morning stiffness

__Weakness and/or tremor

__Headaches

__Feeling puffy or inflamed

__Rashes, hives, and skin issues of unknown origin

__Dry eyes, mouth, or skin

__Dermatitis or itchy skin

__White patches on skin or inside of the mouth

__Mouth ulcers

__Trouble maintaining a healthy weight

__Difficulty with exercise

__IBS, or irritable bowel syndrome—constipation, diarrhea, or both

__Abdominal pain or stomach cramps

__Blood or mucus in stool

__Trouble falling or staying asleep

__Cold hands or feet and trouble staying warm

__Heat intolerance and/or sun sensitivity

__Rapid heartbeat

__Night sweats

__Difficulty swallowing, hoarseness, or lump in the throat

__Decreased sense of taste or smell

__Difficulty concentrating or focusing (brain fog)

__Thinning hair or hair loss

__Loss of outer third of eyebrow

__Numbness or tingling in extremities

__Dizziness or lightheadedness

__Food allergies/sensitivities

__Dark circles under eyes

__Unexplained low-grade fever

__Periodontal infections or gum issues

TAKE NOTE OF YOUR TOTAL FOR SECTION 1 (keep this handy to add below)

SECTION 2

This section is scored a little differently—follow the instructions on each question and total them at the bottom.

WOMEN ONLY

__I am a woman (0 = no, 10 = yes)

__My period is heavy and I cannot make it through without disruptive pain. (0 = no, 1 = yes)

__Infertility (0 = no, 1 = yes)

__Multiple miscarriages (0 = no, 1 = yes)

EVERYONE

__Anemia of any type (0 = no, 1 = yes)

__Osteoporosis or osteopenia (0 = no, 1 = yes)

__History of chronic viral condition (Epstein-Barr, mono, herpes, shingles, chronic fatigue syndrome, hepatitis, or other chronic viral condition) (0 = no, 5 = yes)

__A doctor has told me I was too sensitive. (0 = no, 5 = yes)

__Members of my immediate family have autoimmune conditions (0 = no, 5 = one, 10 = more than one)

ANSWER ONE OF THE FOLLOWING, IF IT APPLIES TO YOU

__I have a diagnosis of one autoimmune disease. (0 = no, 30 = yes)

__I have a diagnosis of two autoimmune diseases. (0 = no, 40 = yes, in addition to the previous question)

__I have a diagnosis of three or more autoimmune diseases. (0 = no, 50 = yes, in addition to the previous two questions)

TAKE NOTE OF YOUR TOTAL FOR SECTION 2

Now add up the values from Section 1 and Section 2 to discover your autoimmune status.

SECTION 1 TOTAL + SECTION 2 TOTAL = YOUR AUTOIMMUNE STATUS

Compare your autoimmune status score with the categories below:

SCORING


1-29, STATUS 1: It appears your risk for having an autoimmune disease is low, however if some of the symptoms you are experiencing are bothersome, you should make it a priority to speak with your doctor to find out if they could be caused by other conditions.

30-59, STATUS 2: It appears your risk for having an autoimmune disease is average. This is the phase practitioners sometimes refer to as “silent autoimmunity.” This means that there may be antibodies present, but you are not experiencing disruptive symptoms. If you are suffering from autoimmune disease, this is the best time to seek diagnosis and take action although it can be difficult because many symptoms are not yet present so your doctor may not agree to order antibody testing. If you are having trouble working with your health-care providers on this, we provide more insight in Chapter 2.

60-99, STATUS 3: It appears your risk for having an autoimmune disease is high, and it is possible that some of your symptoms could be caused by an autoimmune reaction. However, seeking diagnosis may be difficult—although symptoms are present, they might not point to a clear diagnosis. Intervention at this status can significantly improve your quality of life.

100+, STATUS 4: You’ve been diagnosed with an autoimmune disease already, or your combination of health history and current symptoms make diagnosis very likely. Diagnosis at this stage is usually quick, due to multiple and clear symptoms pointing to a specific disease. It is necessary to form a health-care team (if you don’t already have one), start treatment, and consider changes immediately in order to regain quality of life.

WHAT TO DO WITH THIS INFORMATION

Don’t get derailed by the specifics of your symptoms or your autoimmune status according to this test—instead, use this information as a starting point for conversations with your health-care team. In Chapter 2, we will give you suggestions on how to assemble this team and quickly move forward with plans to restore your best health.





What If You Can’t Get a Diagnosis?

Sometimes patients suffer from chronic symptoms that could be autoimmune in nature but can’t obtain a diagnosis for one reason or another. This might be because of poor-quality medical care or a lack of access to medical care, lack of financial resources for medical care, or not being able to find a collaborative physician who is willing to do the proper testing to make a diagnosis. If you find yourself in this situation, don’t fret! We give you lots of information about how to find a collaborative health-care provider who can assist you in Chapter 2.

Overlapping Diagnoses

It is common for someone who has one autoimmune disease already to get a diagnosis of additional autoimmune diseases during his or her lifetime. Adding to this, symptoms of some autoimmune conditions are often similar to others, which is known as overlap. This occurs most in the autoimmune conditions that affect connective tissue, such as rheumatoid arthritis, scleroderma, Raynaud’s disease, mixed connective tissue disease, Sjögren’s disease, and lupus. Some autoimmune conditions frequently coexist with others, like Hashimoto’s thyroiditis and Graves’ disease.

These symptom and disease overlaps can make it difficult to obtain an accurate diagnosis and proper treatment. Patients with multiple autoimmune conditions often see different specialists to manage each one. In the case of multiple autoimmune diagnoses, the disease with the most severe symptoms is usually given treatment preference. If you find yourself here, make sure that you are connected to providers who are well equipped to track all of your conditions, even the ones that may not be causing the most severe symptoms.

Common Misdiagnoses

Because autoimmune disease can cause nonspecific symptoms that overlap with many conditions, patients can often be misdiagnosed with other, nonautoimmune conditions, or they may not be suffering from an autoimmune condition in the first place. It is important to be aware of these diseases that can produce similar symptoms, in addition to the fact that a person can suffer from autoimmune disease in combination with other nonautoimmune conditions.

Here is a list of conditions that are commonly confused with autoimmune disease.

● Alzheimer’s or Parkinson’s disease

● Chronic fatigue syndrome (CFS)

● Chronic infection (can trigger autoimmunity)

● Fibromyalgia

● Irritable bowel syndrome (IBS)

● Lyme disease (can result in autoimmunity)

● Mental disorders like depression, anxiety, and bipolar disorder

● Migraines

● Nutrient deficiency (like anemia)

● Sleep apnea

How do you know if you have been misdiagnosed? This can be tricky to pinpoint


How Do You Cope with a Diagnosis?






Practicing Resilience
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What Is the Treatment for Autoimmune Disease?













Is There Anything Else You Can Do?
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Keeping a Symptom Journal
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Tracking tips








WHAT IS THE PROGNOSIS FOR AUTOIMMUNE DISEASES?





CALL TO ACTION
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