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Important Disclaimer

The information provided in "Navigating Care Together: A Family's Guide to Compassionate Care" by Susan A. Leys is only intended for educational and informational purposes. Susan A. Leys is a healthcare consultant and does not hold a medical license. This book is not a substitute for professional medical advice, diagnosis, or treatment. Always seek the advice of your physician or other qualified health providers with any questions you may have regarding a medical condition. Never disregard professional medical advice or delay seeking it because of something you have read in this book.

Call your doctor or emergency services immediately if you have a medical emergency. The author and publishers of this book are not responsible for any adverse effects or consequences resulting from the use of any suggestions, preparations, or procedures described in this book.

While the author has tried to provide accurate and up-to-date information, the healthcare field is constantly evolving. As such, readers are encouraged to verify any information found in this book with current, reliable sources.

By purchasing and using this book, you acknowledge and agree that the author and publishers are not liable for any loss or damage alleged to have been caused directly or indirectly by any information or suggestions contained in this book.




Preface

In the spirit of full transparency, I would like to acknowledge the use of Artificial Intelligence (AI) in the creation of this book to enhance the writing process, from idea development to language refinement. 

While AI contributed suggestions, the final content, shaped by my extensive experience in healthcare, mental health, and personal development, is entirely my own. This collaboration of AI and human creativity aims to offer you practical and insightful guidance. As the author, I uphold the highest ethical standards, valuing your trust and commitment to authenticity in every aspect of this work.




Dedication

To Blake - May the wisdom, insight, and abundant compassion you gained from caring for West guide you toward finding your true north, illuminating your path with her enduring spirit and your immense strength. - Nice legacy, Doc!


 

Navigation is the art of finding our way in the vastness of the world, not just by the stars in the sky but by the hopes in our hearts. 
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My “Why” in Writing this book

When I was younger, we (our family) had an abundance of maritime charts we used to navigate whenever we ventured out to go sailing or fishing. I always loved looking at those charts. The picture I have of the chart on my computer has a blue star which marks the location of our home. About 30 minutes on my bike could get me from home to my favorite places—the library or the beach. 

My best summer days growing up in Rhode Island would start with a morning at the beach with my Mom and brother, followed by an afternoon sailing. If I had had my way - this schedule would have been inverted - starting with a morning sail and the afternoon at the beach. I don't think I would have been as scared.

Initially, I was often nervous as we would sail our little 13-foot blue jay around Newport Harbor. When the wind would pick up (as it often did in the afternoon), the boat would heal, and I would frequently envision all of us flying in the water when the boat capsized. It never did, but the fear was real. Over time, healing was just a thing—a point of sail that became more familiar as I learned the art of navigation.

It's extremely difficult to grow up in Rhode Island and not know the importance of the wind, tides, and currents - especially as they relate to navigating your sailboat on the water - which subsequently (for me at least) became navigating my life and career in healthcare.

If I had my way, there would be as many navigators in healthcare as physicians, nurses, and techs. My degrees are in Psychology, but if you were to ask me, "What do you do?" My answer would be “Navigator”—because this is what I know and love more than anything, and (my opinion) I'm really good at it. 

Hold that thought.

A month before my Mom died, I walked into her room one morning to find her sitting up in bed, staring out of her window at the Assisted Living facility where she was staying. Usually, she would be asleep, and I would walk in, do the dishes, put groceries away, and get things squared away for her until she woke up - usually due to me making too much noise. So, to see her awake and sitting up caught me off guard. 

"What are you doing?" I asked her.

"I'm trying to figure out how to tell my friends I don't drive," she answered. 

As a family, we had been navigating her vascular dementia, ascending aortic aneurysm, and a few other autoimmune challenges for the last several years. One day, I called to check in on them, and my dad mentioned that my brother was now driving them to their appointments. "Why? What happened?" I asked him. He told me they were on their way to an appointment when Mom (who was driving) said she "felt dizzy." "I told her to pull over," he said, which they did, "and sat for a few minutes" (Dad's terms) before returning home and never making it to their appointment. 

As she was sitting up in her bed that morning, Mom told me that "wasn't the whole story." Mom explained that on that day - about 5 years before, she and Dad had been driving to see their cardiologist when she had felt dizzy and realized she was having a TIA. Dad told her to "pull over," but because they were on a very busy road (near their home in Florida), she couldn't pull over because there was too much traffic, it was too fast, and she was having difficulty. 

So they stopped right where they were - in one of those turning lanes in the middle of the road, sitting while the traffic sped by them. Dad reached over, put the car in park, and turned the ignition off, and together, they sat there (Dad was also unable to drive as he was in the middle of cancer treatment). 

About 30 minutes later, Mom said she "felt better," but Dad said, "No, let's wait a little longer," which they did before making their journey back home after about 45 minutes. Mom was a retired ER Nurse—a really compassionate, experienced ER nurse—a diploma grad. In recounting and reflecting on her version of the story and that day, she said, "I never would have been able to forgive myself if I had ever hurt someone; I didn't want to drive at all after that." 

A few months after that day, she called and asked me to come to Florida to assist her with caring for both of them. Everything I had went into storage, and a few days later, I was in my car with my two cats, Nate and Chester, headed for Florida. 

Dad lost his battle with cancer a month after I had arrived and about 4 months after they had celebrated their 60th wedding anniversary. Mom had two more TIA's shortly after Dad's death, which evolved into a very fast-spreading vascular dementia and our subsequent return to New England. 

By the time we returned to New England, we had masterfully transitioned all the navigational skills we had learned from sailing into navigating Mom's care. Over several months, we had learned and established a heck of a routine. 

We learned the importance of scheduling appointments—"I want all of my appointments scheduled for 10 or 11," Mom said. This worked well because we could go to her appointments, then out for lunch, pick up her meds, and be home for her 3:00 p.m. nap. These lessons had not come easily. Nope, they came from scheduling, tweaking, adjusting, adjusting again, and, most importantly, listening to Mom explain her challenges when something went wrong. 

Our Worst Days

On our worst days, I had scheduled an appointment too early in the morning at Fidelity Investments and watched Mom try to stay awake while the rep explained bulls and bears to her while teaching her about investments (something Dad had managed throughout their marriage). A few days later, we had an appointment with Mom's PCP - who handed her off to his assistant (who didn't know Mom) and prescribed her Atarax, which she had an extremely adverse reaction to several hours later that night. 

Navigating her care was like navigating our sailboat when we were younger—there was an ebb and flow to it all. Sometimes, the wind would pick up or shift completely, and sometimes, we needed to change our point of sail. There were often really difficult conversations. 

Our Best Days

On our best day, we had an 11:00 appointment, which was followed by lunch at The Sandbar, a beautiful restaurant on the beach on Anna Maria Island. Mom and I were seated at a table on the beach, which was beautiful on this day. We had a wonderful lunch and a great conversation.

As time went on - and it was nearing 2:00 p.m.- I said to Mom, "We should go" (we were sailing toward nap time :). But she said, "No, we don't have to go - we can stay." I looked down at her feet, and she was moving them back and forth under the sand in the same way she used to several years before during those summer mornings when we were at the beach. 

About another hour later, she said, "We can go," and joked about how difficult it would be to get out of our chairs, as they were both lower in the sand. 

As if on cue, three huge fire-fighter-looking guys stood up and came to help us. "We got you," one of them said. Mom explained that after two hip surgeries, they should go slow as "I'm a delicate little flower," she told them - laughing. They helped us both out of our chairs, and we headed toward home and Mom's nap. 

The Art of Navigating Healthcare

There is an art to navigation - especially in healthcare. Having to have conversations tactfully and strategically. Needing to have a team of providers - all of whom know what is going on with medications and care. Needing to ask for (and then accept) help - not only from providers but from the unexpected helper cool guys on the beach who show up right at the right time to help out. And most importantly - needing to keep track of everything to maintain awareness of what works and what doesn't for those moments when the wind shifts again or the tide comes in. 

I miss Mom and Dad immensely and learned so much from them. Our last years together, as poignant as they were, taught me the most about healthcare and the importance of navigating care. - Having worked in busy ERs, I've heard physicians call "time of death.." on several occasions. From these experiences I've learned that healthcare improves when we acknowledge that for the family (present during a code or not), this time often serves as part of the foundation for their grief journey. 

The better we are at helping them (us) navigate care and the transitions that accompany it, the easier the rest of their journey is. 

We need more navigators; we need to have more difficult and challenging conversations about caring for the people we love the most.

 




Introduction

"The best way to find yourself is to lose yourself in the service of others." — Mahatma Gandhi

Welcome to "Navigating Care Together: A Family's Guide to Compassionate Care." This book is designed to be your companion through one of the most challenging yet rewarding journeys you may ever undertake: caring for a loved one who is ill or injured. Whether you are a spouse, child, friend, or relative, stepping into the caregiver role brings many emotions, responsibilities, and uncertainties. This guide aims to provide you with the knowledge, tools, and encouragement you need to navigate this journey with compassion, grace, and resilience.

Caring for someone you love is an act of profound significance. It is a journey that demands both your heart and mind, requiring you to balance practical tasks with deep emotional connections. This book is not just about managing medications or scheduling doctor's appointments, though those are crucial aspects. It is about embracing the full scope of caregiving, from understanding the emotional intricacies to fostering meaningful communication, finding external resources, and cultivating internal strength.
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