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Mine is a real story of my lived experience so far. This work depicts actual events in my life as clearly as my recollection provides. While all persons, places, and organizations within this memoir are actual individuals or entities, some names and identifying characteristics described herein have been changed or omitted to respect their privacy.
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My Sincere Dedication
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I dedicate this memoir to Private First Class, US Army, World War II Veteran Johnnie De Flice, my dad, who passed away at the early age of sixty. 

Our time together was limited by divorce and the strains of multiple family commitments. But through the time and conversations that we did have, especially through his later days, I believe that he silently suffered from this genetic predisposition we share with millions of others around the world.  

God’s Blessings are always with you, Dad; you know now that this is real.

(60 Years Young)
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Foreword 
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By Dan J.P. Ciernia, M.Ed.

I have always loved and respected Felice’s independence. That characteristic quickly emerged in her personality when I first met her. Her independence attracted me to her when she was single and has remained a steadfast attraction for me throughout our forty-year marriage. She vigorously embraces that independence and the inherent responsibility that comes with it in everything that she does. Even facing the chronic disease that she has and will live with her entire life, she continues to demonstrate that vigor every day. 

I see this disease scheme in calculated, new ways to steal aspects of my dear wife’s complete being, including her independence. Indiscriminately, this cumulative condition constantly challenges her mast of independence, summoning levels of strength and determination to meet these challenges that even she seems unaware at times that she possesses.  I know nothing, even the excruciating pain that resurfaces with this invisible, enveloping disease, will ever steal all her independence. Still, it is hard not to see its attempt to break or at least diminish some of it.

Through my years of research and study, the understanding and recognition of this chronic health condition across the conventional and specialized healthcare community has made advancements. From a spouse's and caregiver’s perspective, this is critically important. Even the smallest gains are appreciated, even if they have evolved at what feels slower than a snail's pace. We have also learned to patiently accept that advancement at any level is a positive measure. 

When Felice was finally and correctly diagnosed and then beginning to understand why she carried this disease and how she needed to manage it, she looked at me with unwavering resolve. She said she needed to be an activist and an advocate to bring awareness, understanding, and resources about this disease to the estimated eighty million people who are affected by this chronic condition in the United States (https://www.survivingmold.com/docs/UNDERSTANDING_CIRS_EDITV2A.PDF)  and the approximately twenty-five percent of the worldwide population.   She expressed that sharing her experiences, prediagnosis, and postdiagnosis would help people suffering from this same health condition by referencing and applying her experiences to their journeys.  Her voice of experience would become Felice’s platform for her activism and advocacy. 

We discussed this idea many times on some of Felice’s good days when her reactions and pain levels were low or at least tolerable. We worked for months on what form this activism and advocacy would take. Advocacy and activism are not easy commitments. Our initial efforts focused on creating a website and establishing a social media presence to reach as many of the estimated twenty-five percent of the people worldwide with a predisposition for developing the disease she manages daily.  

With the posted intention that all information shared is for educational purposes only, we created the MyCYP450.org website to educate, inform, and empower the people suffering from this and related health conditions, their caregivers, family members, friends, and colleagues in living with and managing this illness.  We produced a series of informative videos with a world leader in toxicology, Michael R. Gray, MD, MPH, CIME, providing a medical expert’s perspectives on the various aspects that make up this chronic condition.  We included peer-reviewed research papers, links to data and studies that focus on the genetic and environmental factors that directly affect people with this illness, and lifestyle information that guides and supports healthy planning to decrease toxin & mycotoxin overload, systemic inflammation, pain, debilitating neurological and physiological reactions, and emotional stress. 

Social media accounts soon followed. We included links to these social media accounts on the MyCYP450.org website and the website link in all social media posts. Again, with the posted intention that all information shared is for educational purposes only, together we created:

MyCYP450 YouTube Channel

MyCYP450 Twitter (now ”X”)

MyCYP450 Facebook

MyCYP450 Instagram

––––––––
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Today, these accounts have many followers, and we belong to several social media groups worldwide that share our daily experiences living with this and similar health conditions.

Many followers and users are making their journeys either independently or with the support of a partner, spouse, family members, or friends. Marriage is a bond that two people share that can last a lifetime. But, according to the Centers for Disease Prevention and Control (CDC) (https://www.cdc.gov/), the current divorce rate in the United States is around 42%.  Close to half of all marriages end in divorce. When chronic illness enters the relationship, according to a 2014 University of Michigan study, the divorce rate for couples with chronic illness is 75% (https://time.com/83486/divorce-is-more-likely-if-the-wife-not-the-husband-gets-sick/). 

The study examined 2,717 married couples over 20 years, at least one of whom was over fifty at the start of the study. These are tough numbers to accept, but they remain very real. Felice and I are in the minority in these statistics. We credit the strength of our relationship to faith, love, respect, commitment, determination, and the sincere desire to help each other through our difficulties and challenges. We have always wanted to do this, but never felt we needed to. When it comes to this disease, our experience over the last decade and a half has shown that the sufferer can stay the course to better health with the support of a trusted caregiver.

If you have never been or have had limited experience as a caregiver, as I have found, the assumed responsibility can be overwhelming, even in the strongest of relationships. Each health condition requires different care, so no specific guide or instructions exist. You learn as you go. Felice is my best friend, soulmate, life partner, and love of my life, and has been for over forty years. Our bond has been tested, but is sealed by our commitment to each other. As a caregiver, I am not doing anything for Felice that she would not do for me one thousandfold if our roles were reversed.

With this lifelong health condition, there are times when you offer a simple touch on the hand or shoulder. That simple gesture is rejected because the pain that is experienced by the love of your life right at that moment is so intense that such a simple gesture contributes to an excruciating measure of increased pain.

Sometimes, no matter how many people love or surround you, this challenging journey can feel incredibly isolating. The genuine feeling of nothing but self, especially when your world becomes consumed and overwhelmed by unimaginable pain, is all you have. Pain permeates your organs, muscles, joints, and skin. It’s a pain that caregivers can’t feel or even see, but they soon come to understand the authentic and debilitating effect this pain has on the person you are caring for and their physical and mental well-being.

We are blessed to have each other on this journey every step of the way. Ours is a shared experience of everything about this journey together, although at times somewhat differently. Sometimes, it can be challenging for the patient and the caregiver when you both realize you are powerless to provide any relief. But what we learn is that the lens of our journey is focused on the bigger picture of our life together, focused on understanding the genetic factors underlying Felice’s disease, making the lifestyle changes that support whole-being healing, and limiting the environmental factors in our lives that delay and detour the path to reclaiming a manageable and healthier life, together.

Throughout the following pages, Felice shares many personal experiences that have shaped our journey so far. Each experience has guided our path forward, gaining knowledge that was elusive to us until our journey was well on its way. This memoir and its real-life experiences may help you in your journey to reclaim yourself. By joining us on the following pages, you’ll recognize that a new normal is ahead, built with some of the best aspects of your life to date. From my experience as Felice’s spouse and caregiver, I won’t and can’t sugarcoat this: the journey ahead is arduous, demanding, and lifelong. It takes understanding, commitment, and perseverance. With all that considered, as we have found, it can be done with very real and bonding results. 

No matter how you look at this chronic disease, it presents a lot to take in. The path along this journey is rife with potholes, misguided perspectives, disinterest, unqualified and qualified judgments, overwhelming frustration, despair, hope, and results. Sorting through the medical, social, and cultural noise is daunting, confusing, and physically and emotionally draining to previously unimaginable extremes. I understand this doesn’t paint a very pretty picture. I also know that this disease is real, and as you proceed through this tunnel of transforming normality, real hope and reclamation can become your reality.

Felice is a living case study in the actual results of a proper diagnosis and commitment to managing the new and necessary aspects of this disease introduced into her life.  Recognizing and accepting that these new normals are now constant companions for the rest of our lives. Together, we continue to embrace this journey each day. The support we provide as caregivers and the support we receive from the people we care for, along with the medical team guiding this care, all serve as significant elements that can produce positive results.

As you have and will read, when one of these elements is not sustained, the support system can weaken and produce physical and emotional setbacks.  It is up to us as caregivers and patients to manage these elements to keep the system and the journey strong and guided toward reclamation within this transforming new normal.  

Just as real as the disease itself is the hope of reclaiming some of the best aspects of your prediagnosis life. As Felice says many times in the pages to follow, it is a lot to do, but it can be done. She knows because she is doing it, and you can too.
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Chapter 1   What Just Happened 

The Journey is the Guide

Welcome. You have turned the page that has opened the door to my journey of reclaiming myself from the clench of chronic disease.  By sharing my journey through the following pages, my experiences can be a guide for you in preparing and navigating your peregrination through this or a similar chronic disease. If I had written and read this book when my journey began, I would have started my self-reclamation adjustments much sooner, and it would have reduced the overall effects that my chronic disease inflicts.  I would be where I am now on my journey, only many years ago.

The Centers for Disease Control (CDC) defines a chronic disease in these words, 

“Chronic diseases are defined broadly as conditions that last 1 year or more and require ongoing medical attention or limit activities of daily living or both. Chronic diseases such as heart disease, cancer, and diabetes are the leading causes of death and disability in the United States.

Based on the CDC’s definition and my journey of discovery, disability, and determination, I would like to add the chronic disease I manage every day to the CDC’s list of “such as” examples: Cumulative Organic Chemical Hypertoxicity (COCHT) as diagnosed by Michael R. Gray, MD, MPH, CIME, Internal Medicine and Toxicology. 

https://www.judytsafrirmd.com/cumulative-organic-chemical-hyper-toxicity-the-root-cause-of-many-illnesses/   

Through my personal experience, I abruptly learned that diligently managing this particular chronic disease, like all chronic diseases, is demanding and ongoing, and the only way to reclaim the most important aspects of my prediagnosis life.  Fortunately, and through mounds of frustration with conventional medicine, I recognized I needed serious and expert help, a medical professional who genuinely understood this chronic disease.  

A specialist committed to finding, understanding, and treating the cause, not just the symptoms.  A medical professional who values collaboration between colleagues and patients. My journey is living proof that fulfilling this need is a challenging task. Personal, unwavering determination is paramount in healing and managing this debilitating disease. This determination introduced me to a medical specialist, one of the few available medical professionals who has spent their entire professional life and peer-reviewed career researching and treating toxins, mycotoxins, and related, debilitating chronic diseases.

[image: MyCYP450.org, This a very real health condition with a very real treatment plan.  Ask your doctor about Cumulative Organic Chemical Hyper-Toxicity.]

Here, I am sharing an encompassing view of me and my journey to reclaiming my prediagnosis life. My post-diagnosis life continues to reintroduce aspects of my life that I cherished before being crushed by an unbearable toxic load.  The hypertoxicity specialist whose medical care I have experienced through many clinical appointments has provided expert guidance to me, my husband, and my surrounding medical support team in recognizing the cause of this chronic disease and understanding the prescribed treatment.  A hypertoxicity specialist is the one person who can connect all the dots to make clear the cause of this illness and to set the treatment path for regaining the best aspects of our lives.

In the following pages, I share my background, significant events, and experiences from my journey that have directly impacted my path. 

Mine, probably like yours, is a shared journey. A journey that has the very real ability to tear apart even the strongest of bonds. All relationships, romantic, family, and friendships, can all become vulnerable as your journey progresses.  Many relationships do not survive the inevitable coexistence with this lifelong health condition. I am blessed with this or a similar disease, having my partner and soulmate alongside me every step of the way. His perspective on this journey brings focus to the support aspects that can also affect the journey’s path.

[image: 1 in 4 people, or approximately 25% of all humans on earth may have a similar gene predisposition.]Because you are reading the memoir of my journey, you or someone you love may be experiencing a similar or yet to be explained health situation that you are desperately seeking answers to.  As you read the following chapters, you may recognize that you or your loved one may be one of approximately 25% of all humans on earth who wear the same or similar genes. So, you may be wearing my genes. 

I chose my book title because it appropriately focuses on the underlying cause of my chronic illness and quite possibly yours, too. I wanted the title to concisely speak to the core of my journey as I share my experiences with you. My husband and I have spent many sleepless hours of discovery since this journey started. This discovery has been like a tsunami at times, swimming through depths of misinformation and ripples of expert, research-based, and clinical data. It is one of my new life goals to share my journey and personal experiences with you, so you have a guide to reference in your journey of managing this or a closely related chronic disease as you work to reclaim the best of you.

Please know that my journey continues. It is one that I never planned, didn’t see coming, certainly didn’t welcome, was forced to accept, worked extremely hard to understand, and now see as my guide to my new normal—a new normal that supports my reclamation of the best parts of my prediagnosis life.

My name is Felice, and I share a disease with nearly a quarter of the world’s population—a little over one point nine billion (1,988,488,141) people worldwide. It may be easier to think of it this way: wherever four people gather together, one of them most likely has a genetic predisposition that puts them in that twenty-five percent that will develop this disease at some point in their lives. 

I am the one person in my group of four. We could call ourselves the “Twenty-Five Percenters,” but I prefer that we be viewed as the “Green Canaries.” Our physiology demonstrates how we react to the elements and environments we reside in, our coal mines.

What I have found in my journey is that many of us endure endless and intensifying pain and suffering from this disease for several different reasons, including genetics, lifestyle, environmental factors, lack of personal resources, limited access to specialized medical care, misdiagnosis, misinformation, and our level of understanding of what is happening in our bodies.  There is much to understand and manage, but it can be done. I know because I am doing it.

My Personal Experiences

My experiences guide the words and information I present throughout the following pages. These are events and situations that I have experienced. I am sharing the events of my journey in this memoir because I believe my experiences may help you recognize things that are happening in your body and your health that may be similar to what I have experienced and provide a pathway for you to healing and improving your health, avoiding many of the journey challenges I have faced.   

Not all experiences have been positive. Some of the most exhausting come from encounters with people I don’t know, have never previously met, and will probably never see again. These experiences come from a chance, unsolicited interaction with someone who imposes what they think of me from the mere seconds that we have shared the same airspace. I find it amazing how many self-appointed experts have felt it necessary not to share but to prescribe their unchecked, self-deemed expert knowledge of what they perceive my “issues” to be.

Exhausting

In my limited ventures out into areas of typical town or city gathering places, like grocery or necessity stores, these unfortunate interactions occur most often. Not even my social media posts, for the entire world to see, have elicited a mere fraction of that pontificated misunderstanding. It sounds harsh, but being subjected to that type of encounter amid an unsuspecting audience has become just plain exhausting. 

Please don’t get me wrong; I welcome any discussion or interaction where we share information, thoughts, questions, curiosity, and understanding. I have found these experiences to be enjoyable and beneficial for all involved. They are much different than those who choose or don’t care to understand but impose their judgment-based, vocalized spew. In my experience, the latter happens more often than the former, and I have learned to try to make each experience positive, even if it is sometimes as difficult as that is. 

Providing research-based and proven information is part of my advocacy program. To those I encounter or engage with, I offer an information card to my advocacy website, MyCYP450.org, to review our informative videos and links. I appreciate each interaction I have, recognizing our shared health challenge and offering encouragement through my experiences. 

Over the years, I have become stronger and more secure living with this lifelong predisposition. I am sharing all this with you to help prepare you for or confirm that these situations will present themselves, most often when you do not expect them to. I hope you, too, will attempt to make each experience positive.

In many of my interactions, I am often asked what event or situation caused me to acquire this disease. Early in this journey, I asked myself this same question: Did this just happen, or was it gradually consuming my health, masquerading as a parade of unpredictable and random symptoms? Was it a single event or an accumulation of encounters? 

I am more of an emotional thinker. No, I am predominantly an emotional thinker. It's at the heart of my Latin / Italian bloodline, and my heart is at the foundation of every thought I process. A good heart produces good thoughts. With this illness, you need to be a practical thinker to survive. That is a pragmatic thinker without totally abandoning the emotional part of your thought process. Both are vital to emerging into a better existence.

At My Peak

In 2012, I was at my peak in all things horrible about this disease. Pain, lesions, sleepless days and nights, internal bleeding, endless exhaustion, fatigue, organs that were encroaching on shutdown.  This moment was over a decade ago, and my symptoms were raging, continuing to blur my ability to reflect clearly on just how I got here, cumulatively speaking.    But this particular day, I was doing my best to suppress all of my symptoms and pain at that moment because I was at the medical appointment that I anticipated would finally present a precise diagnosis and treatment plan to begin my road to recovery and reclamation.

In yet another Doctor’s office, I continued to sit patiently. Anxious and exhausted, with increasing pain in my lungs from breathing the indoor air of a large medical complex. The air is filled with airborne cleaners, disinfectants, medications, and antimicrobials.  Every medical facility I have been in smells like this: cuttingly clean, reinforced by the added agents that further guard against bacteria, germs, and viruses.  Three out of four people who enter these environments are unfazed, even reassured by these distinct odors. The remaining individual most likely wonders why their senses just went on high alert. The longer we are exposed to this environment, the more significant the reaction and response are, and the more confused we become about what is happening.  This is the juxtaposition that you and I live with every day. Finding our way through is not easy. But, once again, I found the determination to be hopeful for an answer, a real answer for my chronic pain, fatigue, random lesions, blisters, and bleeding inside and out.  

The door opened subtly. My medical team lead physician walked in, holding a folder and presenting that smile I had come to know but never fully understood over the last six months. In this appointment, I was to find out the collective assessment by the medical team assigned to formulate my diagnosis and treatment plan. I prayed that what I was about to hear did not include any familiar phrases I had heard from numerous mainstream physicians whose care I sought out in my desperate search for help in the previous three years.  

As she closed the door and moved toward her desk, her greeting was warm and welcoming. I sat there, maintaining a learned stillness that had guided me through some of my life’s more challenging moments, my anticipation continuing to swell in hope and fear. I was searching for the one thing that would become clear to me as I struggled to intently listen to her every word and then make some sense of them. The simple process of listening at a comprehensive level was proving to be an increasing challenge for me with each passing day. That one thing was again evasive to my search.

Team Concept

The team concept in medicine, which I had spent the last six months participating in, has pros and cons. I recognize the expertise each member brings to the team. Still, I quickly realized that if that expertise is left to stand on its own without relative review regarding the reason for bringing that expertise together, it stays in its lane without contributing to a collective diagnosis.  In my experience, this presented a safe and assuring approach for a medical facility, but more is needed to support the true meaning of a team concept.   I was expecting this renowned medical team to connect the medical dots that I was experiencing and present a comprehensive treatment plan for my healing.

My lead physician reviewed each team physician's assessments, not offering a relational existence between any of them that I recall. None of the evaluations provided much of a clear answer or diagnosis on their own. Still, as she concluded the assessments, she acknowledged what I knew and felt about my collective condition. Something going on in my body caused me to react significantly to certain substances, which at the time were characterized as allergic reactions to chemicals.  For a moment, I thought to myself that she would now connect the dots of these chronic symptoms that would lead to a cause and an effective plan for healing.

The Results

I recall the physician on the team leading the testing related to allergic reactions presenting me with pages of documents he had printed out to summarize the results of the extensive testing he had me participate in.  Among the many ink-laden sheets was one that listed eleven specific chemicals.

A few years earlier, earlier in my journey to find out what was going on in my body, I had participated in a series of chemical allergen tests called the T.R.U.E. TEST® panel.  This panel measured reactions to thirty-three different chemicals. A leading allergist in the area where I lived at the time ordered these tests. This T.R.U.E. TEST® panel presented results that helped me understand some of the reactive events I had experienced since childhood. 

This particular allergist told me that he knew what I was experiencing was not an actual allergic reaction, but that’s where his diagnosis stopped. He suggested I participate in a desensitization treatment process to reduce my chemical responses. The alternative was a treatment plan based on the avoidance of these chemicals. I chose the latter. Although I didn’t quite realize it then, these three results presented the forward to the rest of my life.

However, three years later, as I continued to read and reread the test results from this current team of medical professionals, two lines in the documents the team lead had handed me seized my focus, their scope becoming clearer. I had a moment of alarm, but still didn’t recognize the actual scope that these seven numbers and six words presented in forming what was, at this moment, defining my “new normal.”  

• 1778 Mandatory Cross reactors

• 622 Optional Cross-reactors

A Familiar Place

Back at this major medical complex, I listened to the assigned medical team leader. I was struggling but hanging on to her every word as best I could. Her acknowledgment missed an associated and cumulative effect. It impressed me that this month's long effort missed the contributing effect that the extensive testing her team had conducted with me had subjected my body to. 

I was beginning to feel I was ending up in a familiar place. How many times, in situations just like this, have you heard that phrase that immediately identifies that the physician across from you either has realized that your health condition is beyond their level of comprehension, or that they somewhat unknowingly reveal that there may be other influential factors affecting their diagnosis and treatment plan?  

There is a five-word phrase that I have heard more than once as I pursued an answer to the cause of my deteriorating health: “It’s all in your head.”   Too many times in my journey, a hopeful medical appointment ended again, absent a clear and distinctive diagnosis for this chronic disease.  Just another five-word impression, inserted into the appointment assessment and treatment plan.

But I didn’t hear those words during this appointment, which was a relief. An allergy doctor on this team had tested me extensively for my reaction to over 200 different chemicals, strategically and intradermally administered across my body (this was in addition to the pulmonologist testing me separately for respiratory allergies).  That week-long, intradermal test revealed results that this team called “allergic” reactions to two thousand, four hundred and fourteen (2,414) chemical substances.

Welts, blisters, rashes, pain, itching, oozing, and draining are all reactions I experience when I am exposed to toxins and chemicals. These reactions occur externally and internally. In later chapters of this book, I will share many more details of this part of my journey. 

I left this experience of extensive testing by highly acclaimed medical professionals with more information related to my symptoms, but absent a defining cause and a comprehensive treatment plan. I didn’t immediately understand that the best medical advice from this experience was delivered in one word: “avoid.” I understood its meaning, but would learn its significance later in my journey.

Reclaiming Our Lives

You are most likely reading my memoir because you know something is seriously going sideways in your body. You











[image: ]

















































































[image: ]






[image: ]



















































[image: ]





[image: ]












































[image: ]








[image: ]




































[image: ]









[image: ]
































































































































































































[image: ]














































































[image: ]






[image: ]




















[image: ]




[image: ]




















































[image: ]











[image: ]

















[image: ]

























[image: ]










[image: ]


















	Has the property ever had any water damage? 

	Has the property ever had any mold issues? 

	Is the property all electric? 

	Does the property use natural gas or propane in any manner? 
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