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Advance praise for Caregiver’s Survival Guide

“Even for someone as supremely accomplished as scientist, inventor, and waterman Dr. Rob Yonover, nineteen years devoted to caring for his wife’s MS seemed at the outset an outsized challenge. Where do you start? How do you endure? How do you create the best life for the one you love and will eventually lose, as they can no longer live the life the two of you had planned? Caregiver’s Survival Guide is the hard-won, easy and entertaining to read, step-by-step how-to/memoir of the Yonovers’ intimate journey, wrapped up in a love letter to his late wife, Cindy. It’s packed with practical advice and deep personal insights—all designed to provide focus and equilibrium in the face of the overwhelming. This is what you have to know as a caregiver to care not only for your loved one, but to also care for yourself.”

—David Rensin, co-author of American hero Louis Zamperini’s best-selling autobiography Devil at My Heels, and All for a Few Perfect Waves

“Based on research and nineteen years of experience, this family caregiving narrative provides an honest, compassionate, and humor-filled guide that will appeal to those involved in any kind of long-term care partnering. From how to source expert help and services, deal with extended family and visitors, to self-care, carving out a niche for joy, and managing grief, the Caregiver’s Survival Guide illustrates how love, in very tricky times, can both sustain and enhance relationships.”

—Cathie Borrie, author of The Long Hello

“An informative gem that can only inspire admiration for Dr. Rob Yonover’s decades of full-time work keeping a loved one alive and a family together. Hard-won practical tips included.”

—Ethan Podet, MD


“Caregiving is hard work under any circumstance, particularly so when the recipient is in a condition which declines. Just when you think you’ve reached your limit, caretaking demands increase. Beyond the incredible personal story of Rob Yonover’s unexpected challenge, caretaking of his wife with MS, and raising his two young children, is the psychological process of finding one’s resilient core. His story is a guide to all about redefining one’s identity and values in an authentically sustainable way with everything at stake. Sustainable, because often the person saving another gets drowned themselves. I recommend the book as a highly readable, informative guide, a story of love and personal struggle filled with support, practical day-by-day tips, but most importantly a path to discovering one’s own core resiliency.”

—Wayne Giancaterino, PhD, clinical psychologist

“Caregiving is one of life’s most brutal, yet fulfilling experiences. This honest, unflinching, yet humorous guide is sure to help others who are about to start their own journeys.”

—Noriko Wada, active caregiver

“Rob’s wry sense of humor, combined with his unflinching observations, are a refreshing departure from the usual literature. As a fellow caregiver, it’s reassuring to see there are universal truths—I just wish I had this guide before starting on my own journey!”

—W. N., caregiver for parents suffering from dementia
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To Our Son and Daughter 
and to All the Children of Parents with Medical Challenges
—Rob Yonover







Foreword

BY CARLYN A. TAMURA, PsyD
Clinical Psychologist, Child and Family Therapist

If you are a caregiver of a spouse, parent, or child with a serious illness, don’t think twice before you read this book. In Caregiver’s Survival Guide, Robert Yonover, PhD, presents a humanistic, compassionate, and practical look at the tools one needs to survive and thrive on the emotional rollercoaster of caregiving. Although the author’s wife had multiple sclerosis (MS), a chronic, disabling disease that attacks the central nervous system, his dilemmas are similar to anyone in the depth of caretaking.

This jewel of a book is filled with useful and practical advice that covers topics from Dr. Rob’s personal journey with his wife, Cindy, and their intimate battle with MS. For two decades, the author has immersed himself in the emotional, psychological, and medical research to be the best caregiver he could to his partner. At the same time, he also continued to raise his two children, who were relatively young at the time of their mother’s diagnosis. Rob Yonover walks us through a heartfelt journey with ease to understand explanations of the ins and outs of finding appropriate support services, dealing with extended family, and the art of self-care as the primary caregiver.

The advice in this book not only guides you through the challenges but also is entertaining. Dr. Rob’s raw ability to take you into the throes of his life as a caretaker, husband, and father is not only refreshing but his story also offers guidance and hope. Reading the researched ideas and the accompanying compassionate story is well worth the limited time a caregiver has on a daily basis.

Turn the page and start on your way to better caregiving through solid advice and this heartfelt personal story. . . .

—Carlyn A. Tamura, PsyD






Introduction

BY DR. ROB YONOVER

As a scientist, inventor, and extreme waterman, I trained myself to analyze all situations and solve any problems in the most efficient manner possible. I had my world worked out, I thought. And then my world changed.

Suddenly, Cindy, my wife, and I were two people who were not only in deep love, but also in deep shit. Cindy was diagnosed with multiple sclerosis. I wasn’t going to let this major challenge ruin the family and love we were so fortunate to have—it doesn’t come around that easily.

Don’t kid yourself, if you find yourself becoming a caregiver, you are in for the biggest challenge of your life, physically, mentally, socially, and financially, that can ultimately rock the foundation of your relationship. This book is my attempt to equip others who face similar challenges in all types of caregiving with some tips and guidelines to make their situation survivable.

—Robert Yonover, PhD
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Section 1

Two In Deep

Never above you. Never below you. Always beside you.

—Walter Winchell

The really important kind of freedom involves attention, and awareness, and discipline, and effort, and being able truly to care about other people and to sacrifice for them, over and over, in myriad petty little unsexy ways, every day.

—David Foster Wallace
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	1
	Hold On to the Foundations of Your Relationship





Whatever your caregiving role may be (spouse, parent/child, child/parent, friend/friend), I believe it is important to hold on to and respect the foundation and origins of that relationship since in many cases, it will drive how you approach surviving what you are about to encounter.

Happy, Loving Couple

My wife, Cindy, and I were a happy, loving couple with two small children. We had it all. Cindy was my soul mate and the love of my life. We lived on the water in Hawaii. Cindy, with her dark hair, dark eyes, olive skin, and killer body, was as beautiful as the day I first saw her scoff at me from her position of hierarchy in high school. Cindy was “cool” in high school and I was not. She got to hang out on the wall outside of our high school with the kids who smoked cigarettes, and I was banished to the nerdy kids in class or the wannabe jocks on the basketball court. It wasn’t until college that I pulled off a miracle and matured enough to capture her fancy after years of being “friends only.” Cindy had the brains and toughness to match her looks. She could hang with the guys and was an independent force. We had an incredible relationship that included sex that made the earth move; she was by far the sexiest woman I had ever met.

Prior to having children, Cindy and I lived out our geographic fantasies and made it to the magical places of our dreams: Africa, New Zealand, Costa Rica, and Indonesia, all from our home in the Hawaiian Islands. With a master’s degree in counseling and social work, Cindy had ascended to the upper echelon in the Hawaii abused children and domestic violence scene. Her energy was so powerful that she had evolved into part-time lobbying for social causes with the Hawaii legislature, always succeeding in getting money appropriated for the abused children and battered women.

My world was off the chart. I had come to Hawaii to get a PhD in volcanology and was fortunate to be one of a few people in the world to work on ocean floor volcanoes by personally going down two miles deep in the Alvin submersible. If that wasn’t fortunate enough, I monitored active Hawaiian volcanoes and performed laboratory work at NASA’s Johnson Space Center and at the Massachusetts Institute of Technology. The icing on the cake was my patented invention of the See/Rescue Streamer, a revolutionary rescue device that became approved and used by all branches of the US military and some foreign militaries. It saved multiple lives!

At home, things were going very well. Our relationship was perfect and our son and daughter were beautiful and gifted. With both of our careers booming and with my successful home-based invention laboratory in full swing, we had enough money and time to raise our elementary school–aged children firsthand. The mothers in our circle referred to me as “Mr. Mom,” but I pointed out I was actually “Dr. Mom” since I had worked very hard for that title!

I was an avid waterman, which included surfing serious giant-sized waves on Hawaii’s famed North Shore. Cindy’s passion was long-distance running. She pushed herself hard and was quite an athlete. Her goal was to run the Honolulu Marathon.

During an early autumn marathon training session, Cindy’s left leg started to drag a little. That first limp was the beginning.
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	2
	Dealing with Heavy News





Brain Stem Lesion

The doctor sat us down and gave us the bad news. Cindy had a lesion on her brain stem. The MRI showed it, and the prognosis of multiple sclerosis was not good. That was a heavy piece of news. After the initial shock, we reflected on how fortunate we were to have had the incredible life we’d experienced up until then, including the fact that at least our children were not sick—that would have been something we could not begin to fathom. We were in our midthirties, and we both had experienced overachieving, exciting lives to date, both before and after hooking up. Being the hard chargers we were, we were not going to take this prognosis sitting down. We were going to fight this illness.

Telling Your Family and Friends

A very difficult task was telling Cindy’s family. Cindy was the star of her family and the news rocked her parents’ world. They immediately jumped on a plane from Miami and tried to do their best to help us.


It’s always hard to be the bearer of bad news; however, this was especially hard since Cindy looked so healthy and perfect. No one believed she would ever get sick, especially at the young age of thirty-six! I am great at rationalizing, so my strategy was always to tell people and try to minimize the horrific aspect of the news by including the positives and potential for her to get better or at least keep the disease at bay. I cited the great progress they were making with MS drugs and treatment and assured people that we were not going down without a fight. Nevertheless, no matter how much you sugarcoat it, the news was not good, and it brought about the full range of responses.

The one thing I learned from telling people bad news is that you have to let them react their own way. You can try to guide them; however, they are going to take the conversation and interaction to a place they feel most comfortable. In a manner similar to the way in which people would later look at Cindy in a wheelchair with a mix of horror or pity, the same thing happens with conveying bad news. It was like going through individual mourning sessions with each person and listening to how they projected their own feelings and fears onto our challenging medical situation. Some people have knee-jerk reactions and want to do radical things to try to save her, while others are just paralyzed by the news and become almost catatonic. You really learn right away what people are made of and what kind of personal trauma and experiences they have gone through themselves.

The good news on this front is that the process of telling people helped us process the news ourselves. At first it is surreal, but after telling family and friends it really hits home, and you are forced to deal with the reality right away. I also personally became empowered by the shock I felt from the reaction from family and friends in that it made me want to survive this ordeal for all of us. I was always a person who liked challenges, especially as an underdog, and this was the ultimate challenge that would test me to my core on all fronts! There was no way I was going to wimp out and let Cindy or our kids down. Game on.

Cindy and I had very different upbringings. I lived and breathed sports, including potentially deadly interactions with nature and severe guy-to-guy personal verbal attacks. Growing up, my buddies and I had cut-down fights for fun on the streets every night. Cindy had three sisters and never competed in team sports, verbal matches, or battles with nature. I was used to pressure situations; she was not. And like all those thrust into the roles of care receiver and caregiver, we had no idea of the pressures looming on the horizon.

Short-Term vs. Long-Term Conditions

Whether you are at the beginning of a battle with MS or another physical problem or you are dealing with the dementia of a family member, try to take the long view. I guess it’s a lot like Alcoholics Anonymous, where it’s “one day at a time.” Each day has its minute-to-minute challenges, so try to pace yourself because you are in for a marathon battle on all fronts.

In our case, Cindy’s MS happened gradually, preparing us for the endgame. In the case of MS, it was the loss of mobility, limb by limb, resulting ultimately in complete paralysis and the wheelchair over several years. If Cindy had gone from doctor’s diagnosis to wheelchair within a few months, it would have been more devastating. It was much more doable to get used to the limp, the cane, the walker, on the way to the wheelchair. I think dementia and Alzheimer’s are also similar in that things may start slow and build to a (bad) climax with time.

Those who become caregivers instantly (e.g., paralysis by car wreck) probably have the hardest time adjusting. Our gradual downward spiral to the wheelchair was more palatable, just like the ten months of pregnancy or the stages in our children’s development from baby to toddler to shit-talking teenager to respectable young adult (ha!). Humor and perspective—don’t try caregiving without it.

Humor, interjected into situations by me more than Cindy, as I needed a way to survive the day-to-day serious challenges that we faced, was a constant presence in our relationship. It was shocking for people who didn’t know us to see how we interacted, with serious black humor and in-your-face banter. It was kind of like Seinfeld on steroids—with real issues. Cindy was always a tough character with an excellent sense of humor—we were testing these limits every day. If the public could handle it, we could easily have formulated a sitcom that could really normalize the existence of wheelchair-bound people.

In the early days, it was interesting to note how people physically reacted to seeing someone in a wheelchair. The reactions ranged from people completely ignoring us as we went down the street to over-the-top sympathy—both were a bit of a bummer, but we got used to it. When you coupled the visual with our hardcore bantering, most people just ran for the hills.
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