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To all who dare to hope. 

And to those we lost

who could not bear to hope any longer.

This is for the warriors.
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Preface

What is Myalgic Encephalomyelitis (M.E.)?
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Myalgic Encephalomyelitis (M.E). is a serious and complex systemic disease. Common symptoms include extreme fatigue, flu-like symptoms, cognitive and memory issues, tachycardia, widespread pain, sleep disturbances, and sensory sensitivity. Severe cases can lead to paralysis and may require feeding tubes. According to the CDC, approximately 836,000-3.3 million people suffer from M.E. in the United States. Statistics vary because the majority of those suffering never receive an official diagnosis.

M.E. is diagnosed through evidence of Post-Exertional Malaise (PEM). PEM is a profound level of fatigue and malaise that occurs after any type of exertion: physical, emotional, mental, social, or sensory. PEM typically sets in 24 to 72 hours after exertion. The only relief comes from “aggressive rest therapy”, which involves lying down motionless for days, weeks, or months. This is why individuals with M.E. are often not seen in public and are referred to as the “millions missing”. 

Most M.E. patients have comorbidities, with the most common being Fibromyalgia, Postural Orthostatic Tachycardia Syndrome (POTS), Hashimotos Thyroiditis, Mast Cell Activation Syndrome (MCAS), Sjogren's syndrome, Ehlers-Danlos syndrome (EDS), Irritable Bowel Syndrome (IBS), and Depression & Anxiety. 

While M.E., itself is not directly fatal, it does increase the risk of developing or not recovering from fatal diseases, and the suicide rates among patients with M.E. is high. The recovery rate for M.E. is extremely low, with only 5% of patients fully recovering, while 95% remain symptomatic. Approximately 25% of M.E. patients experience severe symptoms. 

The cause of M.E. is unknown, with some researchers suggesting trauma as a trigger, while others point to viruses like Epstein-Barr. There is currently no treatment or cure, though patients can try full-time rest and “pacing”, to avoid PEM, but these approaches do not work for everyone. 

Despite the large number of people suffering from M.E. in the United States alone, there is very little funding for research on the disease. For example, M.E. receives 20 times less funding for research than Multiple Sclerosis (MS), even though M.E. can cause similar or more severe symptoms. The NIH spends $115 million on M.S. research annually, while only allocating $5 million to M.E. 
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Why I Am Writing This Book
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This book will provide a vulnerable account of the year following my departure from home in search of safety and proper healthcare. You will read about my experience with declining health, including poverty, estrangement, complex grief, relationships, learning how to live within my limits, small victories, hope, and more. 

My story is not unique by any means to the millions of other patients living with this illness. By the end of the book, you will gain a deeper understanding of M.E. and the immense challenges faced by individuals like me to survive. 

While much of this book reflects the American experience of living with Myalgic Encephalomyelitis, the author has attempted to incorporate themes and information that could resonate with M.E. patients in other countries.

	[image: ]
	 	[image: ]


[image: ]

My hope for this book is to inspire you to advocate for people like me—to your doctors, representatives, and benefactors—so that we may find treatment or even a cure. 

(Find tips on how to help at the end of the book)
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Part 0.5: The Beginning
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Imagine one day, waking up but unable to get out of bed. You need to leave your home in Florida due to inflation, lack of healthcare, and a lack of social benefits to move across the country to Oregon where your friends promise to take you in. What’s worse? There is no time to plan. You must leave now but your friends will not be ready to help for months. You have to find another place to go until your friends can take you in. 

You find a horse farm in Ohio where you can live and your husband can work while you get treated at one of the biggest hospitals in the country. When you get there, the farm owner refuses to pay your husband what was promised and is intensely critical and verbally abusive of both of you for no reason. As survivors of child abuse, this behavior triggers both of you to feel extremely suicidal, and you start making plans on your anniversary to end your lives. Luckily, you call the Suicide Prevention & Crisis Hotline instead and the person you talk to convinces you both to leave the situation immediately. Your husband and you take off in the middle of the night to save your own lives. Your friends tell you to come to Oregon. “We will figure it out,” they say. So you start driving.

As you keep driving, you get sicker, so you stop in the closest major city, Indianapolis, IN, to rest and get medical attention. The doctor tells you that you are too sick to travel and to stay in town at least until you can see a rheumatologist. Less than a month later, the rheumatologist tells you that you have a disease that has no cure or treatment. Additionally, many doctors do not even recognize it as a real illness, even though the Centers for Disease Control and Prevention (CDC) identified it in the 1980s and has considered it a serious illness since 2006. The first case was suspected to be identified in the 19th Century, according to #MeAction. 

Your new rheumatologist tells you that your best chance at not getting worse is to stay in Indianapolis to rest and get medical care. Continuing to travel to Oregon will make your illness a lot more severe and possibly cause paralysis. This terrifies you because you have no contacts in this city and no idea how to start over. The stress of figuring this out will not help with recovery. Moreover, you are out of money because you spent everything you had to get to Ohio and were not paid the wages you were promised. However, you have to figure something out as soon as possible to survive.
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Part I: The Journey
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August 11, 2023 (Journal Entry)
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The sun is peeking out through the blinds as I lie awake in my bed for the last time. Today, I am leaving the only state I have ever called home - Florida. I have no desire to leave and never thought I really would. However, I have been sick for a while and there is no way to survive here. The medical care is awful and they cannot figure out what is wrong with me. There are no social services that will help me. My husband is working constantly and we still cannot afford the cost of living here. I have been starving every day from my inability to get out of bed and prepare food. 

We have been over it time and time again over the last few years since I became severely ill. If we do not leave, we will probably die from heat exhaustion while living in a tent in the woods. We have to leave; it is the only way. 

Holding back tears, I sigh and look over at my husband sleeping soundly. He will be up soon and will have to pack up everything and get it in the car himself before we leave. I will be intensely frustrated because I want to help but I can’t. Our car will be packed to the brim with the two of us, three rabbits, a dog, and anything we might need for the next few months. Everything else has been donated and only our most sentimental possessions are in storage. 

We said our goodbyes to our friends this week and visited a few of our favorite places as I was able. It was really sad and we are both extremely depressed. My mother did not even try to contact me about leaving. I am sure my other family members told her. I cannot believe I held on to that toxic relationship for so long. At least one perk is I will never have to run into her in town again.

I feel so guilty that it is my mysterious disease that is making us leave. Why can’t I just push through like other sick people? Why can’t doctors figure out what is wrong with me? Why is there no support for me here? It is so frustrating and depressing. I feel completely powerless.

In a couple of minutes, my husband’s alarm is going to go off. No more room for nostalgia, grief, or despair. We will have to figure out how we are going to get out and make it to our first stop in Georgia. It is time for survival mode to kick in. It is time to be strong and leave behind everything I have ever known. At least I am not going alone.  
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August 31, 2023 (A Conversation)
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“Grandma, I need help. Things are really bad here. We are being verbally and financially abused. We are starving. Matt is suicidal. I am so sick...”

“I’m not sending you money.”

“I have never asked you for money in my life. Can we come to New Jersey and start over? We will pay rent for a short time. It’s really awful.”

“No. You committed to this. You have to stay. Renegotiate the contract if you have to. You cannot come here.”
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September 5, 2023 (Journal Entry)
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"You’re slow.” 

“You're lazy.” 

“You should have been beaten as a child.” 

“You are a hypochondriac.” 

“You take advantage of your husband.” 

“You lack ambition.” 

“You don't know anything about rabbits.”

“You are abusing your dog.” 

“My friends have Parkinson's and MS and THEY work, why can't you?”

“You can't use the air conditioning in 104-degree weather, even though I told you that you could buy one.” 

“You're getting more out of this deal than I am.” 

“I'm paying you less because that's what you deserve." 

Those are just some of the horrible things the woman we lived with on the horse ranch in Ohio said to us in the two weeks we were there. We couldn't do anything right. It was a lot of what we heard our parents say when we were children. You can imagine how our Complex PTSD flared up with those statements. 

My husband went into a flight response. I went into fawning. It was a really bad step back. We even both started considering suicide. Luckily, we called the suicide hotline and were convinced to just leave. We left that night and never talked to her again. 
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