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Praise for An Apparently Normal Person



Of the many published personal works on dissociative disorders, there’s not a better, more insightful account than this one. Engaging, sincere and sometimes shocking, I was hooked from the start and wanted every detail. The author shares her extraordinary and complex life with clarity, sincerity, dignity and love.

—Dr. Chris Downs, psychologist and author


In An Apparently Normal Person, Bonnie Armstrong lives a full life, devoted to a career in child advocacy. But when she’s plagued by a series of physical ailments unresponsive to treatment, she begins a journey of uncovering and unraveling unspeakable childhood trauma.


Armstrong provides readers with an in-depth look at a world unknown to most. Through the sharing of her story, Bonnie leaves us with an important legacy of breaking down the stigma of a mental health diagnosis. While it’s difficult to read some of the painful details, Bonnie Armstrong’s vulnerable and honest writing makes it an easy read. This fascinating, enlightening and profound memoir has moved me to my core. Above all, she has shown me the resilience and power of the human spirit.

—Merle R. Saferstein, author of Living and Leaving My Legacy, Vols. l and ll




An Apparently Normal Person is a searching memoir of medical mystery, self-discovery, and harrowing honesty as Bonnie Armstrong works to uncover the source of her physical and mental afflictions. As her life is upended, it becomes clear that overwhelming trauma has reshaped both her body and her brain.

The author’s searing story invites the reader into a struggle to learn the terrain of complex trauma and recovery. We share her disbelief and her determination as her story unfolds in a page-turning series of advances and setbacks.


Armstrong’s writing is personal and steeped in deep feelings as she comes to understand her dissociative disorder has saved her life. The stigma of speaking out about one’s lived experience with a mental health diagnosis is transformed into her superpower in her triumphant memoir, An Apparently Normal Person.

—Catherine Klatzker, RN, author of You Will Never Be Normal


Bonnie Armstrong’s book, An Apparently Normal Person, is a tour de force of courageous storytelling and information, a memoir that offers a path to hope and healing for those who suffer from buried traumatic experiences. Bonnie reveals her personal story, her quest for healing, and the spiritual and scientific ways that mind, body and soul can be reconnected.

—Linda Joy Myers, founder of the National Association of Memoir Writers and author of Don’t Call Me Mother and Song of the Plains


I couldn’t put this book down! With each page of An Apparently Normal Person, Bonnie’s unique story unfolds into a journey of self-discovery that anyone can relate to. Through accounts of trauma and adventure, she balances educating the reader with keeping them inspired and hopeful. I learned so much and would highly recommend Bonnie’s story to therapists and anyone who is in therapy as a resource for understanding the role of dissociation as an adaptive response to trauma.

—Andi Fetzner, PsyD, partner in Origins Training and Consulting



An Apparently Normal Person is an incredibly powerful book for the field of psychology and all human services fields that serve clients. It not only carefully lays out the less understood symptoms of severe trauma that every professional needs to be able to recognize, it demonstrates the incredible resilience that people can experience, especially when given the appropriate tools to do so. I hope it also serves as a reminder to everyone that we have no idea what others are dealing with and why leading with compassion is so important.

—Carrie D. Miller, PhD, Clinical Psychology


Bonnie Armstrong is a well-respected educator and advocate for those living with childhood trauma, dissociation and dissociative identity disorder. She continues her advocacy work with her memoir, An Apparently Normal Person. Bonnie takes us on a raw and real journey from the unknown physical manifestations, to the eventual diagnosis, and through her incredible healing journey.

—Jaime Pollack, founder and director of An Infinite Mind


An Apparently Normal Person is a courageous and empowering book that takes the reader on a harrowing journey. Bonnie shares her truth and illustrates along the way just how the dissociative mind is not only creative but a powerful tool for trauma survival. A must read for anyone in need of validation, deeper knowledge, or encouragement to stay the course.

—Larry Ruhl, artist and author of Breaking the Ruhls
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To “Julia,” my therapist, guide and dance partner in this incredible ballet of trust, discovery, healing and reconnection. Your curiosity, attunement and aversion to assumptions created life-giving magic. We all are forever grateful MO found you.
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Foreword

An Apparently Normal Person tells the riveting and inspiring story of how one woman unraveled the chilling truths of her childhood trauma relatively late in her life. It is not just a memoir of how Bonnie Armstrong survived these horrors at the time, but also how, forty years later, she undertook the long and arduous journey of discovery and healing. This book is a serious read, and sometimes it’s hard to bear. But Bonnie’s is a hopeful story and so well written I found it hard to put down.

Bonnie and I met about thirty-five years ago, when we were both promoting public policies in Los Angeles and the state of California that help children thrive and reach their full potential. At that time, she and I were advocating for changes in how care is provided for kids who had suffered various kinds of neglect and abuse—many of whom ended up in foster care and eventually in the justice system. Ironically, long before Bonnie discovered she, herself, was a survivor of childhood trauma, she became a highly respected and influential leader on these issues at the federal, state and local levels.

I remember clearly the day in 2007 when Bonnie asked me to meet her for lunch. As we sat at a small table outside a stand at the oldest farmers market in Los Angeles, she shared with me her recent discoveries about her childhood abuse and the characters inside herself—her alters—who helped her cope with and survive violent and repeated emotional, mental and physical trauma. She had been diagnosed with a dissociative disorder, formerly known as “multiple personality disorder.”

I had seen the movie The Three Faces of Eve long ago. But hearing from one of my closest friends about the alters inside her whom she was finally getting to know and who were teaching her about her early traumas was jarring to say the least. I did my best to listen, to support Bonnie, and to do so without judgment. But how could she function so exceptionally well in a high-powered career, be an outstanding mother and wife, and live the life of an apparently normal person? And how could I have shared so many family picnics, phone calls, and committee meetings with her and not had a clue?

That’s one of the most important takeaways of Bonnie’s story. Her so-called disorder served as her protective armor to survive ten years of unpredictable abuse and to function well despite what she had experienced. Her mind and body’s ability to dissociate was the superpower that enabled her to have an incredibly normal-looking life.

Another important takeaway from An Apparently Normal Person is that superpowers resulting from trauma don’t always last forever, and eventually Bonnie’s stopped working. When it did, I watched my friend suffer through a long series of scary and debilitating physical symptoms. Everything that had been locked up inside her ultimately landed her in a wheelchair, in the hospital for weeks, and on medical leave multiple times.

Dissociative disorders like Bonnie’s are much more common than many people realize. In fact, millions of US children and adults live with them. Dissociative disorders affect an estimated three percent of the population, making them as widespread as well-known conditions like bipolar disorder and schizophrenia. But unlike those, dissociative disorders are rarely taught in social work, medical or nursing schools. As a result, like Bonnie, most of these people go through years being misdiagnosed, mistreated, overmedicated or dismissed by health providers as exaggerating or imagining their condition.

An Apparently Normal Person shows us how determined Bonnie was to get better. What a difference finding the right response to her childhood trauma made. I had the joy of watching the gradual improvement in her health, well-being and ability to enjoy life. Maybe even more uplifting is that Bonnie’s path to healing began when she was in her fifties—demonstrating that it’s never too late.

In addition to being an inspiring story, An Apparently Normal Person provides a unique perspective for policymakers and practitioners in the fields of trauma and mental health. It is very rare that someone with the impressive track record Bonnie has had improving public policies in these arenas also has lived experience with trauma and healing. Because of this unusual blend, she has uncommon credibility in suggesting how educators, mental health practitioners, and advocates can use her experiences to assist people who face similar challenges.

Hopefully, Bonnie’s courage to tell this story and her skill in communicating it in such an accessible way will help normalize healing from childhood trauma at any stage of life. One thing is clear. By sharing her journey, Bonnie has done her part to make it more likely that other children and adults who grow up with unresolved traumas can get the support they need to heal. We all have a role to play in making that happen.

Wendy Lazarus, MSPH  
Founder and director, Kids Impact Initiative 
Senior fellow, UCLA Center for Healthier Children Families and Communities

January 2024


 
 
Dear Reader,

Thanks for joining me on this journey. Before we get started, I’d like to give you a heads-up or two. A fun fact about the story you are about to read is that a group of us worked together to write it. You see, I live with several dissociated identities inside and parts of this memoir were written by them or by us jointly. Most of the time, I, the apparently normal person of the title, will be your guide. But other times, you’ll find more of a collective voice telling the story. You’ll also get to hear individually from several of the internal people too. And we’ll let you know when that happens and help you keep it all straight.

As you can imagine, pronouns can be tricky in a story like this. I move from being sure I’m a singular “I” to embracing a bright and supportive internal family of other “I’s” until all of us embrace our healing journey together as a unified “we.” We hope you enjoy reading about how this puzzling world unfolded.

To protect the privacy of people I love, I have changed the names of my family members and everyone else in the story except those who are also in the resource list at the back.

This is one person’s story of how dissociation hid childhood trauma and helped me heal. Other people may experience their dissociative disorder or other trauma responses differently. But it’s important to remember that virtually every family is touched by trauma in some way, and everyone has a story. Every day, you encounter people who are dealing with difficult issues behind their facade of normalcy. May we all treat each other with kindness and compassion.

 
And please be sure to take care of yourself. Some of my story may be difficult to read. Remember to breathe and take a break if any passages are triggering to you. But mostly, this is a story about the resilience and strength of the human spirit. It’s never too late to begin your healing quest. And I’d love to hear from you after you’ve read about mine.

[image: Bonnie's signature]

Fearlessly, I speak my truth with love.


 
 

Part 1

The Body Speaks
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Chapter 1

The First Ripple

A wave of brain fog and nausea enveloped me with dizzying ferocity as I sped down the freeway, on the way to a meeting I had to chair. My eyes and head suddenly clouded over, and my body ached everywhere. The meatloaf dinner I had gulped down moments before leaving the house threatened to revolt. The early evening traffic became curiously quiet, with danger lurking as each car whizzed by. My heart pounded so loudly I could hardly breathe.

My first thought was automatic. I have to push through and keep my commitments. This group is counting on me. I can’t let them down. But wait! I can hardly see, and I’m so disoriented I’m not safe on the freeway.

My internal dialogue raced. Can I make it back home? Yes, but it’ll be safer on side streets. I can stop and rest if it gets too bad. What’s happening? Legs feel detached—hard to move them to work the pedals. Everything looks all grey and overcast. What’s going on? I’ve got to get home. I’ve got to pull myself together! Focus… Don’t feel!

Yes, that’s right… I heard the old refrain from deep inside. You can do this if you just stay focused.

Luckily, I hadn’t driven very far, so the routes back home were familiar, although I don’t know which one I took. I turned into our driveway, dragged myself out of the car and, almost on all fours, scaled the four steps to our big, broad porch. The old wooden front door welcomed me home, and I collapsed onto the first piece of furniture I saw—the couch. My husband and fifteen-year-old daughter jumped up as soon as they saw me.

“Bonnie! What happened?” 

“Mom, you look awful.”

But I couldn’t tell them. Words wouldn’t come. Wayne took care of calling my colleagues to explain I wouldn’t make it to the meeting, while Beth took off my shoes and tried to make me comfortable.

I shook my head, trying to say “No, I don’t need anything. Don’t touch, just let me rest,” and melted into the cushions.

Sometime later, they woke me to insist I go up to bed, although I saw no reason to move. When I tried to stand, I found my leg muscles had turned into something akin to waterlogged sponges with no strength. I looked up at the beautiful, wide, oak staircase that was one of my favorite features of our comfortable, century-old craftsman home and wished we had a single story. Between them, Wayne and Beth got me upstairs, a feat I could barely participate in or remember.

By the next morning, my capacity for speech had returned, but the rubbery weakness in my legs had overtaken my whole body. We decided to go to the emergency room to search for some answers. But how do you safely get downstairs when your legs won’t carry you?

Beth offered a solution she and her older brother, Will, had loved when they were little. I sat on a pillow, held her hand, and bumped down the stairs on my bottom, chuckling through the fog at the silliness of it all.

Wayne and I headed off to the hospital where I was born and where my paternal grandfather had served as chief of staff. I focused on holding my body as upright and normal as possible and keeping outwardly calm. I felt myself separate slightly from my body so I could observe the scene as if watching a movie. Wayne seemed upset and worried, but he drove safely. I appeared tired, but normal.

 
The bright and efficient emergency room felt neither frantic nor welcoming. But as they wheeled me in, I felt a spasm of panic tear into my gut.

Kind attendants listened patiently as I struggled to describe the sensations I felt: a watery weakness in my legs, especially the calves; a general body malaise; trouble finding my balance. No, not vertigo exactly… Not dizziness—but rather, imbalance. And a fog had settled over my brain, fuzzing my thinking and dulling all my senses. Yes, there had been nausea, but that had subsided with no vomiting. Now, it felt like someone had sucked all the vitality right out of me.

The screening tests registered as normal, although my blood pressure was a little low. An earnest young social worker asked about my life and health in general. All appeared normal, with no red flags.

He referred me to a neurologist and an internist for follow-up, but we returned home with no real answers. Even without a diagnosis, I felt reassured that I wasn’t facing anything observably or immediately life-threatening. Okay, good. Like my mother always said… This too shall pass.

[image: section break image]

A FEW DAYS LATER, I walked slowly and unsteadily on Wayne’s arm into the neurologist’s office. My body and legs had regained some strength, and my brain was coming out of the fog so I could speak more clearly. My description of my symptoms led to more questions and a variety of tests over the next two weeks.

I eagerly anticipated some answers about this weird malady that had so dramatically interrupted my productive life. But the doctor announced all the tests appeared normal. The issue was “probably just stress.” Although he knew very little about me, my life or what kinds of stressors I might or might not have, he proffered a prescription for Prozac and told me to follow up with him in six months.

“Wait a minute, mister,” I thought, but didn’t say. “I’m no silly, hysterical woman. I’m an accomplished professional with many honors to my name. My life and work have been upended suddenly by a mix of baffling symptoms, and all you can say is ‘I can’t figure out what’s wrong with you, so it can’t be anything important. Go take a pill, chill out, and don’t bother me’?”

Incensed and insulted by his impersonal approach and lack of curiosity, I never filled the prescription or went back to him.

[image: section break image]

WAYNE AND I KNEW THE PATH back to good health required more exploration, but neither he nor I had any reason to suspect the flood of changes that would soon overtake us and the seemingly solid foundation of our lives.

We had been each other’s best friends for nearly three decades, bound together by our love of family, baseball (LA Dodgers for me; Cleveland Indians for him), and politics (we met while taking voters to the polls). As very early baby boomers, we had pushed the envelope of societal convention, but we loved tradition too. (Professionally, I broke the glass ceiling in a governor’s office. But I have used the same copper-bottomed saucepan to make the same Christmas fudge for more than forty years.)

We both had lived outside the US, learned other languages, and intentionally pursued early careers far away from our original homes. But after our son and daughter were born in Washington, DC, we moved back to my hometown of Pasadena, California, to raise them close to my six siblings and our large and boisterously growing extended family. Even though my relationship with my father was often strained by what we used to call the “generation gap,” I remembered a happy childhood full of family activities and wanted the same for my children.

“Life always has more to teach us than we think we have to learn,” read a card from a dear friend on our wedding day in 1972. We had no idea how true this would prove to be.

 
[image: section break image]

OVER THE FOLLOWING WEEKS, the mysterious weakness persisted, affecting both my legs and balance, and its sudden onset still puzzled us. Hoping alternatives to Western medicine might be more beneficial, I found a homeopath. She discovered elevated indicators of the Epstein-Barr virus in my blood tests, which is associated with chronic fatigue syndrome, among other things.

Finally, we had a potential culprit for the drastic changes and something constructive for me to do. I worked with her to build up my immune system, shifted to a diet with more fresh vegetables and no red meat, watched for food allergies, took vitamin supplements, and generally became more cognizant of my nutrition and schedule.

She saw my confusion and determination as I worked to figure out what was happening and how to cope with it. Her suggestion that maybe I needed to adjust my lifestyle and expectations for myself as I turned fifty didn’t ring true, though. I knew it couldn’t be age. Only a week before this thing hit, we’d returned from a three-week birthday trip to show my husband and teenagers where I had lived in Sweden and Germany more than thirty years earlier, during the 1960s. To Beth and Will’s amazement, I had planned, guided and interpreted in three languages during the trip. Proud of my capacities, I didn’t want anyone to tell me I needed to slow down. I wanted them to help me get back into full gear. Nonetheless, I accepted my homeopath’s referral to an intuitive, down-to-earth psychologist.

[image: section break image]

AFTER ABOUT TEN WEEKS, my strength and energy returned, and I reclaimed my usual vigor, not sure exactly which intervention had helped most or what the actual root cause had been. With the strange interlude over, I moved on with my optimistic life and announced I would run for the local school board after a friend retired from it. I had spent decades working on children’s issues in a wide variety of roles and places, and this seemed like a logical step. Serving on the school board would be a new way of making a difference in my community and might lead to other opportunities to learn and contribute—maybe even to serve in a higher office. Wayne and our kids loved the idea and enthusiastically helped me campaign.

I won the election in 1996, continued my service on several local boards and commissions, and resumed my travels around the country, consulting with city councils and school boards about building youth master plans for their communities.

Safe in the knowledge their mother’s robust health had been restored, Will graduated from high school and went off to college, while Beth became an exchange student to Costa Rica. In other words, our lives moved forward on their healthy, privileged path.

I congratulated myself for overcoming an odd health hiccup, the importance of which I quickly minimized. And for a year and a half, life sailed along productively and smoothly… until the next surprise wave hit.


 
 

Chapter 2

Another Wave

On a cold May morning (for Southern California) in 1998, in a drafty old school building, I sat with a gaggle of school district personnel around a big, square table, reviewing their budget. I had started the morning with a bit of a sore throat and stomachache, and wore a winter coat against the chill. Given my belief that an organization’s budget is its most important policy document, I took seriously my assignment as the board’s representative on the budget committee. But midway through the meeting, I felt myself grow less connected to the discussions, as if some invisible force was drawing my consciousness away from the work at hand. A grey cloud settled over the proceedings, muting sight and sound. I stood up from the table, confused about where to go, but knowing I had to leave.

As I walked out the door, my legs grew so weak beneath me, I needed to lie down—immediately. A little way up the hallway, I saw a metal table that might serve as a bed, but I couldn’t make it that far. Desperate for a place to stretch out, I noticed a nice, soft curve right there in the hallway where the floor met the wall. This lovely space welcomed me as I pulled my long black coat close and melted into the concrete, thankful for a cozy spot to rest.

 
The next thing I knew, a young man stood over me, asking if I was all right. I couldn’t tell how long I had been resting snug in my little corner.

“Oh yes,” I responded through a thick fog, tongue barely able to move. “I’m just resting.” I pulled myself up to sit against the wall and tried to orient myself.

The school district’s excellent health clinic was in this building, and soon, a nurse I knew came by to see how I was doing. She took my blood pressure and pulse and chatted with me as I assured her I had just needed to lie down. Finally, it occurred to me, perhaps it was a bit odd that I was taking a nap on the floor in the hallway during a budget meeting, and we shared a little laugh.

I admitted I didn’t feel very good and let the nurse help me into a wheelchair, then down to the clinic to rest. I talked her into letting me see my doctor instead of calling the paramedics. There was no need to draw unnecessary attention to this strange incident.

Wayne picked me up, and my internist, Dr. Miller, saw me immediately. She took an EKG and checked me out, but didn’t find anything that explained my odd behavior or sudden symptoms. I felt weak and woozy on my feet, with a sore throat and a head full of cotton candy, but at least my tongue was working again. My doctor sent me home with medicine for the dizziness and antibiotics for a possible strep infection and gave Wayne orders to watch me closely and call if the symptoms worsened or new ones appeared.

It didn’t get worse and my sore throat went away quickly, but the wooziness, difficulty walking, and general weakness, especially in the legs, persisted. It took a couple of days before we recognized these issues were similar to the attack I’d had a year and a half before.

This time, the symptoms were not as severe, but they also did not dissipate as quickly, thus disrupting my normal activity for longer. The most visible issues were the weakness in my legs (which made it hard to walk) and the disequilibrium (I had a better word for it now) that kept me off balance.

 
Friends and family expressed concern, and everyone had theories or recommendations. The idea that it could be the onset of multiple sclerosis (MS) scared me the most, so I found a local neurologist to test me for various neurological disorders. But when the tests came back either negative or inconclusive, she opined she found diagnosing MS “like trying to catch a butterfly.”

I wanted to yell, “Well, get a bigger net!” Weeks of upset balance, weakened muscles, and no stamina, and all she could talk about was butterflies!

[image: section break image]

MY FOCUS AND DETERMINATION were sorely challenged, but I continued my work and school board activities as well as I could. Once those were done, I’d fall into bed early each evening, exhausted, glad the children were gone and Wayne could fend for himself. I needed to find out what was wrong with me.

This neurologist also suggested the cause could be stress. Her completely unrealistic and ridiculous suggestion that I should try to rest more irritated me almost as much as the first neurologist’s attempt to fix everything with a bottle of Prozac. I was the primary wage earner in a family with one child in college and one working to graduate from high school early. I had a busy, independent consulting practice that required a lot of travel, my husband was trying to get a small business off the ground, and I served as an elected school board member. When exactly was I supposed to fit in more rest?

Besides, wasn’t it obvious? What was happening to my body was clearly too physical to be caused by stress or cured by rest.

Only in hindsight could I realize my peevishness masked (at least to me) the fact that I found it far easier to push myself to meet my external commitments than to listen to my body or focus internally. I didn’t even know how to do those things.

Growing up in my family, any illness that didn’t come with a broken bone or clear diagnosis—like chicken pox or the plague—was a sign of weakness. My father strongly believed in, and insisted upon, “mind over matter.” Anything less was considered malingering. And Mother taught us to “rise above it,” whatever “it” might be. I never knew exactly what either meant, but internalized the overall lesson “to pay no attention to what you are feeling and keep moving.”

My learned response gave me a clear path forward, even if I couldn’t articulate it: push my body to overcome whatever these strange symptoms were, unless or until I received a bona fide, scientific diagnosis that could be dealt with in some other way. As a bonus, I could perceive myself as mildly heroic in the process—not that I was conscious of any of this at the time.

[image: section break image]

I HAD DEVELOPED QUITE AN ECLECTIC TEAM of healthcare professionals to help me cope: a holistic chiropractor who worked to soothe and strengthen my leg and back muscles; a homeopath to deal with the Epstein-Barr virus and build up my immune system; a Chinese acupuncturist who didn’t speak much English but seemed to read my energy flow better than I could explain it (he focused on my head a lot, which he said was too full, even though my complaints were mostly about my legs); a traditional neurologist who didn’t provide much help except to order tests to rule out awful sounding diseases; and a trusted primary care physician who monitored symptoms and provided new referrals as needed.

I also liked the psychologist and continued to see her once a month to talk about everything—my health, my marriage (which was showing the strain), my work, and my childhood. With all the upheaval, it was nice to have a smart, curious sounding board.

Since nobody could find a clear explanation for what was happening, I focused on rising above it and waited for it to go away again. And slowly, like before, it did.

I didn’t tell anyone about one thing I found really confusing. Even when the leg symptoms were at their worst, somewhere deep inside, I had the strange feeling that if I really wanted to, I could have just gotten up and walked confidently across the room like normal—there wasn’t actually anything wrong with my legs or balance. Why did I have these thoughts when the reality was clearly so different? Just wishful thinking, I guess.

This time, it took four months for my body to regain its strength and equilibrium. Again, I felt relief at the victory and returned gratefully to my regular patterns of life and work, with a few changes. First, I decided to get a job with benefits. For more than ten years, I had enjoyed the flexibility, autonomy and diversity of my consulting practice that helped local communities, city councils and school districts across the country on matters related to children, youth and families. More of a calling than a job, it also proved a good source of income for the family. However, these brushes with ill health made me realize I had given up a lot too, like paid sick days, vacations and group health insurance—benefits I’d had when I worked full-time before Will was born.

Years before, Wayne and I had agreed to trade roles when the children started into their teens so he could work part-time, pursue some dreams, and take care of the kids and household as I had done when they were younger. Even though we had been talking about flouting convention in this way since we had become parents, we hadn’t considered all the ramifications of such a change.

How hard could it be? First, Wayne would work full-time; then, I would. I had made that commitment to him and had no intention of reneging on the deal.

By now, though, the kids were both gone, pursuing their own lives of learning and adventure as we had hoped they would. They each were blessed with good minds, engaging personalities, and many friends, and both stayed in touch with us while relishing their independence.

When we had agreed on this arrangement, we hadn’t considered how long it should last or under which circumstances we should change it, and I still felt I had a duty to keep my end of the bargain until he was ready to adjust it. But my bouts with infirmity had taken a toll, and although I didn’t want to admit it, I could feel our emotional partnership fraying.

With some irony, I noted that the heavy responsibility I felt as the primary wage earner had been carried by generations of men before me. Feeling overwhelmed, I knew I needed to take action before some stupid, stereotypical midlife crisis hit.

Wayne laughed gently at my pronouncement about getting a job, wondering how I’d ever find anything that would give me both the satisfaction and freedom I enjoyed in my independent consulting. My response flowed out of my mouth effortlessly, as if I had given it much more thought than I had. I laid out a hypothetical job description, with some specificity as to the type of organization and the role they might want me to play. That conversation took place on a Monday. On Friday, a former colleague from whom I hadn’t heard in a couple of years called with just such an offer—a position with almost exactly the job description and organization I had described.

Serendipities like this arose often enough in my life for me not to consider them simple coincidences—more like small miracles or answers to prayers, although I didn’t pray to any particular deity. It was enough for me that the Universe (or the Great Spirit, or God, or the Force) would show me I was on the right path as it smoothed the way forward. In this case, it gave me chills of excitement and wonder to see how closely the job that had showed up mirrored my request. I intended to work hard to show my gratitude for this synchronicity, this gift from the Universe.

My new job with a national foundation narrowed my work from the broader world of children’s policy and youth development to the improvement of child welfare and foster care services for abused and neglected children. I still had a heavy travel schedule since my new regional office supported eight districts across three states. Locally, in Los Angeles County, we highlighted the needs of teenagers with histories of abuse and no families to care for them or help them heal and make it out in the world.

I felt healthy again and relished the opportunity to make life better for children who bore the scars of physical and emotional abuse. For reasons I did not understand, I felt a special connection to this group of young people, even though the happy middle-class childhood I remembered bore no resemblance to theirs, which were littered with violence, substance abuse and abandonment.

Meanwhile, on the school board, I worked to establish a collaborative venture that ensured access to mental health counseling services for every student who needed them. Our model was later expanded to dozens of school districts, helping many more children and families deal early with mental health issues.

Between work and public service, my long-standing advocacy on behalf of vulnerable children gave me a feeling of deep fulfillment, and I sailed deceptively smooth seas for another year. But then, in 1999, as if the first two waves had been early warning signals, the third hit like a tsunami as a sudden, devastating and yet somehow familiar flood of sensations washed over me.


 
 


Chapter 3

The Tsunami

Wayne and I sat chatting contentedly over wine and candlelight in our favorite little French bistro after an intimate dinner celebrating my fifty-third birthday. Then, midsentence, my brain shut down.

It went totally blank. 

Fade to black.

Bonnie had left the building.

Mouth open, I lost the ability to form words. The room went quiet. My muscles slackened, and I slumped to the side, almost falling out of my chair. The restaurant became hazy, like in the old days when everyone smoked and such an intimate space would be cloaked in a heavy cloud.

Then, just as mysteriously, my brain rebooted. Like a computer, I came back online. But every sensory circuit in my body had been seized and compromised by some unknown malware.

From far across the small table, Wayne asked, “What’s happening?”

In the blink of an eye, I had gone from animated and celebratory to mute and slumped.

“Are you having a stroke?” he wanted to know. “Shall I call 911?”

Before he could decide, I began to return. Slowly, my system geared back up, albeit weakly, hearing coming before speech, sight before movement. Without words, we communicated what we both recognized. We had been down this road before, but this time was different and more frightening—certainly the scariest thing I remembered ever happening to me. I wasn’t sure why, but I knew I didn’t want doctors or paramedics with a gurney. I wanted my home and my bed. I could make it the short distance to the car if I focused hard enough and got a lot of support from Wayne and perhaps our waiter. Mind over matter; rise above it; focus, don’t feel. We left the restaurant shaken, but without any need for outside intervention.

The next morning, I woke up scared, weak and unable to walk without something to lean on. I needed help to fight harder for answers. When I could talk again, I called a wealthy, well-connected friend of Wayne’s who’d been living with MS and had voiced concern that I wasn’t getting appropriate medical care. I told him what had happened and accepted his long-standing offer to assist me in finding someone who could figure out what was wrong. After many years of experience, he had concluded that the best neurological clinic in the area was at the University of Southern California’s University Hospital. His doctor, the director, was about to leave on sabbatical but responded to our mutual friend’s request to “take care of her like you would your own daughter” by referring me to a prestigious colleague.

[image: section break image]

WITHIN DAYS, I had an appointment with a world-class neurologist it would normally take months to see. Dr. Hite was younger than I expected for a person with such a reputation and was very personable. Wayne and I chatted with her about her young daughters and our two children, getting to know each other before an hour-long discussion about my situation. For the first time, I felt heard in a way that gave me confidence she had both the skill and interest to solve the riddle of what was happening in my body. Finding the cause rather than just masking the symptoms was as important to her as it was to me.

I now had excellent group health insurance, and every time I left Dr. Hite’s clinic, I saw the big LA County General hospital complex across the street, where people without insurance or connections couldn’t hope to get the personalized care I was receiving. I knew it wasn’t fair, but I felt immensely grateful I didn’t have to worry about the cost of the myriad tests she ordered for all the conditions and diseases that might conceivably have created my symptoms.

As if to give her an opportunity for better observation, I did not show steady improvement this time. Instead, whenever I began to regain my strength and balance, another wave would hit. The cycle became alarmingly degenerative. When each of these smaller attacks pulsed through my body, I felt like I was falling deeper into an unstable hole that I was less and less able to climb out of. One step forward, three steps back.

It all seemed random, but I tried to look for patterns. Unexpected bright lights or loud sounds that were low and rhythmic could cause my head to scramble or my legs to become so spongy they wouldn’t hold me up.

One day, Wayne and I walked into our favorite Mexican restaurant and the pattern of black-and-white tiles on the floor caught my eye, grew smaller and then larger, and created a surge of energy through my body that I could neither contain nor explain. A nearby chair gave me respite while Wayne got our food and my leg muscles reasserted themselves.

Other times, sounds from a loud public address system or a siren would swoosh through my head, leaving my brain jumbled and muscles weakened. Any overstimulation could bring on these attacks or “events,” as Dr. Hite called them. I don’t think I ever lost consciousness, but I often felt like I might faint and had to sit or lie down immediately. Sometimes, I could not speak for a little while. Other times, the mind fog would linger for hours or days, and it could create temporary dyslexia so I couldn’t spell or type. And always, my legs and balance would be weaker as a result.

As tests again came back either negative or inconclusive, Dr. Hite admitted she was puzzled. Nonetheless, her promise remained. “We’re going to figure this out, and I’m going to give you your life back. I’m used to dealing with serious situations others haven’t solved, and I intend to find a solution.”

I believed her. Clearly, I had graduated to a clinic with capacities well beyond those of a community physician. I loved my new doctor’s confidence and determination and followed every directive she gave.

[image: section break image]

BETWEEN ATTACKS, I had relatively good periods of a few days or weeks. My work colleagues—especially my boss and assistant—were kind, worried and accommodating. Marisol (or “Mari”), one of the women on our team who lived in another city, was also experiencing health issues—in her case, a flare-up of hepatitis C accompanied by disabling reactions to the medications that were supposed to help. Mari and I became good friends, bonding over our lack of stamina and hopes for better health, as well as our passion for our jobs and eagerness to overcome the frailty of our bodies.

And so, I drove myself to do my best to meet my commitments. As soon as I got home, I’d collapse into bed, hardly able to speak, think or move. Wayne would come up to bed hours later, often with the scent of a nightcap of bourbon and ginger ale on his breath.

On more than one occasion, I was vaguely aware of Wayne getting into bed and could feel him reach over to touch me. I knew that meant he was hoping I might wake up enough for a hug or perhaps felt like making love. Still mostly asleep, I remember thinking, “Yes, that would be nice; that would feel good.” But as I rolled over to face him, what came out of my mouth was altogether different. I squirmed as if I had suddenly turned into a small child and squealed, “No! No, don’t touch me! Go away!”

 
I heard it but wasn’t sure where the voice came from. Then I fell back asleep and was unaware of anything else until morning, when I tried to figure out what the heck was going on.

[image: section break image]

MY DISEQUILIBRIUM MADE OPEN SPACES increasingly difficult to maneuver. Whether in a large room or outdoors, any open expanse of twenty feet or more loomed like a vast and overwhelming desert.

From Mother’s collection of old family canes, she gave me one made of wormwood with a lovely inlaid green handle. Once I gave in and began using it to improve both my balance and stamina, I found I could walk across any room without difficulty and even up a few stairs if needed. The cane had belonged to my father’s father. Beyond that, its story was lost with the generations, but it brought me a little comfort to think I wasn’t the first person to be so weak and unsteady.

To be able to travel for work, I also decided to conquer my vanity and use a wheelchair in airports and other places where I needed to traverse long distances. My willingness to use the cane and wheelchair allowed me to continue functioning in the world and provided a visual cue that often prompted strangers to offer thoughtfulness and support.

People who knew me interpreted it as a sign of continued, unexplained deterioration. Some, I learned much later, even worried I
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