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What people are saying about

Living Beyond Lyme

Living Beyond Lyme is an excellent addition to the Lyme disease library of those who have tick-borne illness in their families, as well as the doctors and mental health practitioners from whom these patients seek help. Dr. Trunzo’s extensive knowledge of Lyme disease and ACT (Acceptance & Commitment Therapy) provided the foundation upon which he developed a new and effective model for working with those who are suffering. I applaud him for the fine job he has done explaining this complex illness, and how ACT can help those who are attempting to cope with the functional issues that produce a second source of trauma for these patients.

Sandy Berenbaum, LCSW, co-author: When Your Child Has Lyme Disease: A Parent’s Survival Guide

Living Beyond Lyme is a much-needed and extremely welcome book addressing a specific approach to helping those with chronic Lyme disease manage the psychological and interpersonal effects of this life-altering illness.

Falling ill with chronic Lyme disease is very often a true medical nightmare. It is more typical than not for sufferers to be ping-ponged between a myriad of medical specialists before ever being given a proper diagnosis. Once diagnosed, which can take place years and even decades after the first symptoms appear, chronic Lyme sufferers are then plunged down the rabbit hole of medical treatment which is definitely not for the faint of heart.

All this to say that being struck by this multi-system, neurological, immunosuppressive illness often causes sufferers no end of psychological and emotional struggles and requires a complete paradigm shift about many things including: being repeatedly let down by the medical system; the ways in which friends and family may or may not ‘show up’ as needed; as well as the sufferer having no option but to dig deep to find their own wellspring of strength and resilience which is an absolute requirement for them to go the distance in their healing journey.

In order to cope with this chronic illness, Lyme sufferers require a psychological framework that will help them address the myriad of symptoms that they must endure from moment to moment, hour to hour, day to day, as well as the loneliness, fear and isolation that Lyme disease often creates.

In Living Beyond Lyme, author Joseph Trunzo, PhD, has provided us with a very important psychological framework which teaches mindfulness skills and a values-based understanding in order to help sufferers create a more integrated, accepting and supportive approach to co-existing and living more amicably with the daily pain and challenges of chronic Lyme disease.

Lori Dennis, MA, Registered Psychotherapist, and author of Lyme Madness: Rescuing My Son Down the Rabbit Hole of Chronic Lyme Disease
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To all who suffer from the ravages of Lyme disease or any devastating illness. Your courage in the face of adversity inspires the work that follows.
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Introduction

If you’re reading this book, chances are that you are suffering. Living Beyond Lyme is all about finding a way to redefine your emotional and physical pain so you can live your life in a rich, vital, and meaningful way while you overcome seemingly insurmountable obstacles regarding your health. In the following pages, I will give you practical tools that have the potential to transform your present experience and ultimately your life. I’ve seen time and again the scientifically supported psychological approach, called ACT, have powerful and profound effects on my clients, and I’m hopeful that they will help you. Before we begin, however, there are several points that are important for you to keep in mind as we move forward on this journey together.

This book is designed to help readers improve functioning and quality of life while on the journey to getting well. That said, as you will see, the symptom profile for Lyme disease is remarkably similar to a number of other illnesses—so much so that Lyme has often been called “The Great Imitator” because it can look like so many other things—Multiple Sclerosis, Chronic Fatigue Syndrome, Fibromyalgia, depression, and anxiety, just to name a few. While Living Beyond Lyme is geared towards people with Lyme disease, it is my sincere wish that people with other chronic illnesses will use the approaches described in this book to improve their lives or the lives of those they love. I hope that those treating people with Lyme or chronic illness—psychologists, therapists, social workers, physicians, nurses—will find it useful in their work as well. The ACT approach can help anyone develop more psychological flexibility and weather any of the storms of life with more resilience.

In terms of how best to read this book, I would recommend reading it in order, at least once. After you’ve gotten the full picture of the ACT model, feel free to jump around and re-read parts that you think might be useful in the moment. There are multiple exercises throughout the book that, if you find them to be helpful, you can refer to as frequently as you like. While I recognize that many people will simply read the exercises and will not actually do them, I still want to encourage you to engage as much as you can. You can probably get something out of just reading them, but ACT is fundamentally an approach of doing. The more you do, the more you’ll get out of it.

Some books are meant to be read, others are meant to be experienced, and the book in your hands is the latter. I don’t think reading it as quickly as you can will give you the most you can get out of it, so take your time, read, re-read, savor, and experience it. I wrote this book from a place of compassion, and I hope that shows in obvious ways. But turning it over in your head and your heart a few times might help you connect with that intention.

I also ask that you read this book with patience and an open mind. The ACT model is a bit paradoxical. It challenges preconceived notions and presents some ideas and approaches that may feel unfamiliar or unexpected to you at first. Please, read on and see where it goes. You might be pleasantly surprised at where you end up.

What should you expect to get out of reading this book? Well, I hope it’s nothing short of a transformative experience that sets you on the path of leading a rich, vital, and meaningful life while you work towards wellness. These are big expectations of course. My own experience with these kinds of books is that while I may not find everything in them to be of use, I almost always find something in them that is. Even if that’s the most you get out of reading Living Beyond Lyme, I will have, in some small way, done my job.

It is critically important to understand that this is not a “Lyme Cure” book. I’m not a medical doctor, so I can’t write that book. There are, however, many books on the market that deal with curing this illness, and I strongly encourage you to read the ones that may be useful to you. Unfortunately, despite everyone’s best efforts, many people experience longer-term symptoms of Lyme. Even in its acute phase, it could take weeks or months for Lyme symptoms to remit. If Lyme becomes chronic, symptoms can linger for extended periods of time, dramatically affecting your life. In other words, even as you’re working at curing your Lyme, there will inevitably be a period of time where it is profoundly affecting your ability to live the life you want to live. Reading books focused on curing your illness may be essential to improving your health and wellness, but they often do not address the fundamental issue of how to deal with your immediate difficulties. This leaves you in the position of waiting for your illness to be cured instead of living your life. This is the precise issue Living Beyond Lyme was designed to address.

As you may or may not know, Lyme disease has a complex medical-political history that is quite controversial. Many people who are regarded as experts in treating Lyme disease would bristle at the very title of this book, which characterizes Lyme as a chronic disease. In no way do I thoroughly address these issues. While I discuss them in Chapter 1 in a very “this is what you need to know” sort of way, there are well-investigated, comprehensively written books that cover this topic in great depth. You should read them (there is a recommended reading list at the end of the book). However, I don’t believe that adding to this conversation is absolutely necessary to helping you live well right now.

The diagnosis of Lyme disease can be a very tricky and convoluted process, making you feel like you’re on the worst possible roller-coaster ride. Is it Lyme? MS? Chronic Fatigue? Depression? Medicine may not have answered those questions for you yet. But you don’t need them in order for this book to be helpful to you. What’s NOT in question is that things aren’t how you want them to be and that you’re suffering. The purpose of this book is to help you reclaim your life—right now—regardless of what may be happening with your illness.

Much of what’s in this book is built on material generated by the scientists who founded ACT. I put my own spin on things and tailor the approach for people dealing with Lyme, but almost everything I share with you has its roots in other people’s work. Turn to the back of the book and look at the extensive reference list. It’s there for a reason. I am standing on the shoulders of proverbial giants here, and I am eternally grateful to them (see the Acknowledgments).

ACT is a relatively new therapeutic approach in the behavioral sciences, but it’s grounded in solid scientific research and has been developed by top-notch behavioral scientists. While the ACT model has solid scientific merit, its use in a Lyme disease population has not been scientifically studied. The content of this book is based on my clinical experience using a scientifically based treatment approach in a specific population. It is my sincere hope that this work serves as a springboard to doing the scientific work needed in this area.

If you find the tools presented here to be helpful to you, please seek out the extensive ACT resources available and expand your knowledge of this approach to living your life. While I didn’t create ACT, I have been trained in it, I use it with my clients, and I try my best to practice and use it in my own life. Like most people, I’m not always successful in this endeavor, but that’s okay. I encourage you to be gentle with yourself on this front. Change doesn’t always come easily.

As a psychologist who knows a good bit about two worlds, the world of ACT and the world of Lyme disease, I think ACT has a lot to offer people who are suffering from Lyme and other chronic illnesses and vice versa. This book is my attempt to introduce these two worlds to one another. I believe that good things will come of it for everyone. My hope is that in the process, you will experience something transformative. You deserve to live a rich, fulfilling, meaningful life right now in this moment—today, tomorrow, and for the rest of your life—regardless of Lyme disease or any other illness. It is my sincere belief that what follows in the pages of this book will help you do this, to reclaim your life, and set you on a path to Living Beyond Lyme.

If you are interested in participating in a research project regarding your experience of this book, please go to LivingBeyondLyme.com and click on the “Research” link. Thank you!


Chapter 1

The Lyme Trap


When life kicks you, let it kick you forward.

Kay Yow



You’re Not Alone in the Lyme Trap

If you’ve had to manage chronic symptoms of Lyme disease, you understand the title of this chapter perfectly. There are hundreds of thousands of people worldwide stuck in the Lyme Trap—working to get well and trying to live a meaningful life despite having a debilitating disease that robs them of everything they hold dear. For these people, Lyme leads to untold pain, loss, and suffering—with little consensus from the medical community on how best to help. The purpose of this book is to show you how Acceptance and Commitment Therapy (ACT, said as one word) can help you escape the Lyme Trap and lead a richer, more vital, and more meaningful life while you’re on your journey to wellness.

Lyme is a tricky disease that’s surrounded by controversy in all facets of the illness—transmission, diagnosis, and treatment. You may be all too familiar with these issues already, but it’s worth reviewing them for newcomers, professionals, caregivers, and family members. This chapter alone could be an entire book (several books in fact), but I’ll do my best to present the most important information in a clear, concise, and unbiased way. I strongly encourage you to educate yourself about this disease as much as possible. I have included a list of excellent resources later in the book to help you do this. However, in the spirit of escaping the Lyme Trap, this chapter will give you a sufficient overview.

Because the medical and political aspects of this illness are incredibly complex, the best way to understand them is often through case examples. The case of Diane illustrates why Lyme can be so difficult to cope with, diagnose, and treat.

The Lyme Trap in Action: Diane


Diane is a 34-year-old woman who has worked in an advertising agency since she graduated from college 12 years ago. She is married and has two children, a 4-year-old daughter and 2-year-old son. Diane was an energetic, intelligent woman who was highly valued for her skills by her employer. She had a wide network of friends and was close to her family. She loved to hike, camp, bike, run, and spend time outdoors. She was fit, healthy, and had no history of any medical or mental health problems. She was, for all intents and purposes, perfectly healthy and quite happy with her life.

Like any mother of two young children, she was often tired by the end of the day. However, she noticed that her fatigue was worsening. She became increasingly tired earlier in the day, often to the point of almost falling asleep at her job. She struggled to maintain her regular exercise routine. Where she used to run 3 miles without a problem, just walking around the block became a painful chore for her. Her thinking was clouded. She had difficulty finding words, couldn’t concentrate, and her creativity had all but abandoned her. She was feeling soreness and pain in her joints and often had tingling sensations in her limbs, hands, and feet. She felt irritable, despondent, and anxious, sometimes having full-blown panic attacks that would last for extended periods of time.

Diane finally sought the advice of her primary care physician with whom she had a long and trusting relationship. Her doctor ran all of the usual blood tests, including a Lyme test, all of which came back negative. Her doctor could not seem to find any evidence of a medical cause for her symptoms. She sent Diane to a series of specialists, including an infectious disease doctor, all of whom ran additional tests. None found any medical reason for her symptoms.

Diane grew increasingly frustrated. She was forced to take a medical leave of absence from her job and wasn’t sure when—or if—she would return. She was less and less able to be involved in the day-to-day care and activities of her children. These responsibilities fell more and more to her husband who was feeling distressed and overburdened. Diane and her husband began fighting frequently, a dynamic that had never really existed in their relationship before her illness.

Finally, Diane’s doctor suggested that some of her symptoms might be psychiatrically based and referred her to a psychiatrist and a therapist, both of whom diagnosed Diane with major depression. The psychiatrist prescribed antidepressant medications and the therapist worked hard with Diane to improve her symptoms, but she did not experience any real progress or feel any better.

She and her husband began researching her symptoms and were coming to believe that, despite her negative lab work, Lyme disease might be at the root of her problems. She raised this issue with her primary care and infectious disease doctors, both of whom informed her that because she tested negative for Lyme, that simply couldn’t be the problem. When Diane questioned the accuracy of the tests, she was referred back to her psychiatrist. But Diane felt strongly that her symptoms were not psychiatrically based.

Further research on Diane’s part uncovered the existence of a controversy in medicine about the diagnosis and treatment of Lyme disease. Apparently, some doctors believed current testing methods to be inadequate. Moreover, they claimed that some instances of the disease could be chronic in nature, often requiring long-term high doses of antibiotics, sometimes intravenously, for adequate treatment. This was in direct contrast to the established guidelines for the treatment of Lyme, which were being followed by her medical providers.

Diane was at a loss. She was receiving one set of advice from her current doctors that seemed contradictory to what some other doctors would recommend. She wanted to seek advice from some of these other Lyme specialists, but their waiting lists were very long, most of them did not take insurance, and their fees were often very expensive. Money had been tight since her medical leave, and she could not afford to see one of these doctors for a second opinion.

In the midst of all of this, Diane’s symptoms continued to get worse, not better, and she was experiencing unpleasant side effects from the psychiatric medications she was taking. She didn’t know what to do or where to turn. It seemed as though everyone who was treating her had the best of intentions, but she simply wasn’t getting better and couldn’t afford the possibility of other treatment.

Diane was stuck in the Lyme Trap.



Lyme Disease: Controversies and Confusion

Diane’s case may seem extreme, but unfortunately it is all too common. She is very much caught in the Lyme Trap—unable to get the treatment she may need and feeling unable to live her life until she gets well. The division in medicine regarding this illness is a significant contributing factor to Diane’s circumstance. While it’s possible that her symptoms are psychiatrically based, there are factors that are inconsistent with this diagnosis (lack of history, no triggering events). Moreover, as any responsible behavioral health professional would tell you, always rule out medical causes for psychological problems first. Diane tested negative for Lyme disease, so why would any reasonable health professional advocate pursuit of further treatment for an illness she did not have? If doctors agreed to every patient request based on what was read online, health care costs would skyrocket even higher than they have already. Yet, there are respected medical professionals who question the accuracy of the testing used and the conclusions Diane’s doctors have reached. Who does she believe? What should she do?

There are no easy answers to these questions. Clearly, there are multiple medical, scientific, and political factors that affect the diagnosis and treatment of this illness. It’s not the purpose of this chapter to argue one point versus the other, nor is it my intention to convince you of any particular point of view. My goal is to simply put forth factual information to highlight the overall problem. You need to decide what the best course of action is in your particular circumstance. This can be hard, but I’ll talk a lot more about how best to make decisions later in the book. For now, let’s cover the basics and begin building the foundation for escaping the Lyme Trap.

Transmission of Lyme

People contract Lyme disease when they are bitten by ticks that carry the Lyme bacteria, technically referred to as Borrelia burgdorferi (B. burgdorferi), named after Willy Burgdorfer, who discovered the bacteria in 1982 (Burgdorfer, 1993). Ticks are a type of arachnid, and they feed on the blood of small and large mammals, such as mice, squirrels, other rodents, and of course deer and people. As ticks attach themselves to these animals, they can both pick up and transmit B. burgdorferi through the blood of the host (Embers et al, 2013). There are many types of ticks, but Lyme is mostly associated with the deer tick. There is some debate as to whether or not other types of ticks, such as dog ticks, transmit the infection. But
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