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Chapter One

			A Crisis for the Aging Like No Other

			This case began, as so many do, with a frantic call from a loved one.

			My husband is in an acute care hospital in Orlando. He is on a ventilator and getting dialysis. They called and said they are discharging him, and the only place that would take him is a nursing home more than five hours away, in Georgia. My lawyer told me to call you. What can I do to stop them from sending him so far away to another state? Can you help me?

			As an advocate for aging and fragile clients and their families, I deal with these situations every day. Hospitals do not want to care for long-term patients, especially those on ventilators. It is not cost-effective for them to have a hospital bed tied up for that long with a patient whose condition is unlikely to improve. They are not paid to maintain the care of a patient, only to “cure them.”

			That is the economics of the situation from the hospital’s point of view. I have a different point of view. My job is to fulfill the wishes of my clients and make sure they get the best possible care for the best quality of life in the time they have remaining.

			I am in the profession of Aging Life Care Management™, which means I handle similar cases on a daily basis. All too often, hospitals announce that they are discharging fragile patients to places that are far from family because they claim there are no facilities that will take them. And sometimes, that is true.

			Hospital discharge directors aren’t evil people. They have very difficult jobs governed by numbers, not by emotions. I don’t attack them or threaten them in these situations. I offer to work with them to find a better solution. And I know that they know this: hospitals and skilled nursing facilities must ensure a safe discharge of their patients. So, the law is on my side.

			My first words to the discharge staff member in this case were: “This patient’s wife lives in Orlando. She is not moving to Georgia, and her husband is not going to Georgia. Based on what his wife has told me, he may be dying, and if that is the case, he is not going anywhere until our nurse care manager can assess his condition and determine whether it is safe to move him. You might be mad at me now, but you and I are going to become best friends as we work out a nice discharge plan. Rest assured, we will become friends.”

			Hospital discharge staff members often do get frustrated and angry if anyone interferes with their discharge plans for patients. They consider such people to be a barrier. The discharge staff members are under a lot of pressure to clear out unprofitable patients who are at risk of dying.

			My carefully chosen words were the equivalent of saying “checkmate” in a game of chess. Once a family member or advocate questions the safety of moving a patient, the hospital must give them time to evaluate the patient’s condition and find a safe place for that person to go.

			Now, this case was more complicated than most due to the timing. This occurred in March of 2020. We were experiencing the first wave of the Covid-19 pandemic, which made an already difficult situation about one hundred times more difficult.

			As everyone knows by now, the coronavirus hit nursing homes and other long-term care facilities for the aging harder than anywhere else.

			“Residents of long-term care facilities constitute less than 1 percent of the U.S. population, yet 43 percent of all COVID-19 deaths through June occurred in those places. The number has changed little since,” according to an AARP report, which said there were more than one hundred thousand deaths caused by the coronavirus among residents and staff of US long-term care facilities between March and Thanksgiving of 2020.

			In the spring and summer of 2020, I joined my colleagues in Care Management across the nation and worldwide as we had to make a dramatic shift. We went from serving as advocates for older adults to being more like special forces combatants at war. Our enemy was this highly contagious virus that was particularly deadly for our fragile clients.

			Nursing homes went into lockdown during the pandemic, and rightfully so—no visitors, including their family and their advocates like me and my team. Many people called me during this period because they were upset that they could not visit their family members in nursing homes.

			My stance was always to support the nursing home administrators who were trying to protect all of their residents and staff members from being infected with the virus.

			To help our clients and their families, my team took on a new role in addition to our usual responsibilities. We became like the Geek Squad at Best Buy or the Apple store. We trained many people on how to use FaceTime, Zoom, Houseparty, and other apps to communicate remotely with their loved ones and their caregivers inside the facilities during the quarantine. We also dropped off laptops, iPads, and other devices at nursing homes for clients who did not have their own.

			There was no preparing for a crisis like the pandemic. We handled it case by case, minute to minute, hour to hour, day to day, as best we could. We juggled many duties, many clients and families, and fought many battles.

			Some we lost. Some we won.

			My team did manage to keep the Orlando hospital from sending the dying man to Georgia, far from his wife and family. He did not have the coronavirus, but his final days were definitely impacted by it, just as so many others were.

			This gentleman was seventy-eight years old, and he’d had a stroke on the golf course. His partners called 911, and doctors resuscitated him in the ER, but the poor guy never regained full consciousness.

			After I was called in as the family’s advocate, my team had intense conversations with the hospital. I managed to get my company’s care manager, Valerie, a registered nurse, inside to evaluate his condition.

			After seeing him, Valerie could not understand why they wanted to discharge this patient and have him transported to Georgia. He was basically on life support with a ventilator. She believed that any attempt to move him would result in his immediate death. We also had doubts that any Georgia facility would really accept a critically ill patient on a ventilator, especially during the Covid crisis.

			With the coronavirus numbers ramping up every day, ventilators were hard to come by, and most facilities were not accepting new patients due to concerns about contamination from the virus.

			These are very difficult situations even in normal times. It is all too common for hospitals to do all they can to discharge patients who are dying, just so they can keep their statistics up and their risks down.

			Based on Valerie’s assessment of this client’s dire condition, I shut down any attempt to discharge him from the hospital on the grounds that his life would be endangered if they tried to move him. There was no other safe place to transport him to at that point.

			We had an emotional Zoom meeting with the patient’s wife and three grown children.

			Valerie described to them the failing condition of his lungs and heart and other major organs.

			“I’m losing him, aren’t I?” his wife asked me.

			“Yes, I’m afraid you are,” I said.

			“Why didn’t the hospital tell me this?” she asked.

			It was a question I couldn’t answer, even though I had my suspicions. This happens all too often with clients who are in the fragile years, hospitalized due to a stroke or a heart attack and no longer responsive. Family members are left in the dark and not given the information they need to make critical decisions.

			I think that is unfair and cruel, and I always do my best to give them the truth so they can decide what to do. There were tears this time, from all of us, as the reality set in. The client’s children were stunned because they had no idea of his condition until that point, but all of the family also expressed gratitude for our advocacy and efforts on behalf of their loved one.

			His wife kept saying, “I’m so grateful for the truth; I feel calmer now than when I did not know.”

			Our next step was to determine where the family wanted him to be in his final hours.

			“Home with me and the kids,” his wife said.

			We arranged to have him discharged from the hospital and taken home where we’d set up hospice care. He died thirty-six hours after coming home, with his loved ones present.

			His widow called a few days later and expressed her gratitude for our assistance.

			“I am at peace,” she said. “I am sad that he is gone, but I am at peace.”

			As it turned out, this was a relatively easy case in the time of coronavirus. We had many more complex situations, including one in which a client who’d been taking care of his wife with Alzheimer’s in their home could no longer handle it because she’d become combative and resistant to his efforts.

			He could no longer handle her care on his own. He wanted to move her to an assisted living facility in Colorado that had a special unit for patients with her condition. They had accepted her earlier in the year but, at that point, the husband had not been ready to let her go.

			The couple had a daughter who lived nearby, and she could provide support from there.

			That plan fell through when the pandemic hit because the Colorado facility shut down new admissions. The husband’s plan B was to move her into a local facility, but none of them were taking patients either because of the coronavirus threat.

			We provided in-home caregivers to help the husband while we worked on this challenging case, but the professionals had their hands full with the woman. They were getting beat up as they tried to get her properly medicated without overmedicating her.

			Our team spent hours on the telephone and finally convinced the assisted living facility in Colorado to take her as they had promised before the pandemic. She had already been approved, so they agreed to make an exception for her.

			The challenge then was to find a way to transport the agitated Alzheimer’s patient from Florida to Colorado. To our surprise, a kind neighbor, an angel really, agreed to drive her there. That is a true friend!

			I share these stories with you now to give you an understanding of the challenges we face in the trenches day in and day out, in good times and in bad, as we advocate and assist clients in the fragile years. Mostly, I have written this book to give you hope and a realistic perspective by providing the information you need to make difficult decisions about your loved ones.

			In some ways, my staff and I had it pretty easy during the first wave of the pandemic. None of our eighty clients in care facilities or under home care by our staff contracted the coronavirus, which is remarkable. It helped that the facilities we work with in Florida shut down early and took the threat very seriously.

			My counterparts in other areas of the country had a much harder time because the pandemic hit them earlier and harder.

			Geriatric Genocide

			My friend Trish Colucci Barbosa, a registered nurse who served with me on the national board of the Aging Life Care Association, runs a Care Management company for older adults and clients with special needs in New Jersey. Her business is similar to my own in Central Florida.

			In the spring of 2020, the coronavirus hit her state’s nursing homes and other care facilities with such deadly force that some described it as “geriatric genocide.”

			“We had nine clients die in the first two or three weeks,” Trish told me in anguish. “It was brutal on all of us. These were people we loved.”

			The first client she lost died within two days of being diagnosed, triggering alarms that sent Trish and her eight-member staff scrambling to check on their clients in nursing homes, home care, and hospitals.

			“When people began falling like dominos, dying one after the other, we had a Zoom meeting where my staff and I just cried and shared our feelings,” she said.

			One of the hardest things was that neither their family members nor the eight members of Trish’s staff could be with clients stricken by the contagious and deadly virus, she said.

			“Nobody could get in to see them. We couldn’t be at their bedsides to hold their hands,” she recalled. “They all died alone.”

			Nearly 43 percent of those in the United States who died in the first wave of Covid-19 were residents in long-term care facilities, and those in New Jersey were particularly hard hit. Media reports said that 5,368 long-term care residents died in the state, roughly one in every thirteen residents.

			Trish and her team kept fighting for their clients during the crisis, doing their best to keep those who were isolated in communication with concerned loved ones while also handling one emergency after another.

			Like so many health care professionals on the front lines against the Covid-19 pandemic, they struggled with the unpredictable and highly contagious virus, its wide range of symptoms, and its resistance to the usual treatments. Some patients who appeared to be doing well died within days. Others who seemed on death’s door recovered.

			“People we thought would die didn’t, and people we thought would make it didn’t,” Trish said. “We had a ninety-one-year-old client with a high fever who tested positive in May, and the doctors gave her only thirty-six hours. Her lips were blue at one point. We put her on hospice care, and she was getting morphine, but now she is fighting back, and I think she is going to survive. That is amazing, and just another example of how unpredictable this virus is.”

			In other cases, Trish said clients without respiratory issues who appeared to be holding their own with the virus would suddenly stop eating and go into rapid decline.

			“We’d put them on IV fluids, but they seemed to just give up and die,” she said. “There is just so much we still don’t know about this virus.”

			Circling the Wagons

			The Covid-19 crisis has convinced me that this book is needed now, more than ever. I began writing it before the pandemic turned homes for the aging into some of the most dangerous and embattled places on earth. During the quarantine, our jobs have become all the more important and all the more challenging.

			Yet, our experiences during this unprecedented global pandemic made me even more dedicated to completing this book and getting it into the hands of families and their loved ones searching frantically for answers.

			The guidance provided in The Fragile Years is not theoretical. It is hard-earned and proven. The case studies are true, drawn from our client files. In this book, I provide practical information and insights based on my forty years of experience in this field.

			My staff and I are elder care veterans, champions of older adults and their staunch advocates. We have assisted more than twenty thousand men and women in navigating the often-bewildering maze of nursing homes, assisted living centers, hospices, hospitals, Medicare, Medicaid, VA benefits, pharmacies, and home health care services.

			Our mission, always, is to protect the wishes and best interests of our clients and their loved ones, which can put us at loggerheads with medical professionals, insurers, the Veteran’s Administration, and nursing home administrators. We are not intimidated, and we don’t back down in protecting the most vulnerable members of our society.

			I am the former national president of The Aging Life Care Association. I have a master’s degree in public health administration and a master’s certificate in gerontology. I have worked in this industry for forty years. I have been an administrator in continuing care retirement communities, which care for independent residents, as well assisted living and skilled nursing residents.

			In 2019, I sold The Cameron Group to Arosa, a premier provider of integrated care management and caregiving services.

			I connected with the owners based on our shared values, so I agreed to join their rapidly-growing company as Director of Care Management. In that position, I oversee training of care managers companywide. In addition, I continue to work with my clients, which is my passion. One of our primary goals is to attract and retain great caregivers, which helps us provide a high level of care for older adults.

			My team and I are still in the field every day, working on behalf of clients and their families, helping them find safe lodging and the best available medical care, tracking down doctors, talking with insurers, and sorting out prescription meds. We strive to provide our fragile clients with the quality of life they desire and deserve in the final stages of their lives.

			The Move to Greater Dependence

			Every individual ages differently, but typically, we enter our most fragile years in our eighties. The fragile years are marked by greater difficulty in carrying on daily activities. The aging person in this stage may need a caregiver or at least someone to keep a close watch. Often, there is a life-altering “event” of some kind, such as a fall causing minor or serious injuries, an illness that requires hospitalization or surgery, a diminished memory, or impaired mental capacity.

			While most of us know our parents will eventually enter this natural stage of late life, few are fully prepared for the challenges it brings. The purpose of this book is to prepare the loved ones and the aging parents for the fragile years so that they can deal with those challenges and, hopefully, maintain a comfortable quality of life.

			Each chapter of the book includes a section called “Your Takeaway Tips” that offers my guidance as a veteran administrator and advocate in this field. I tell our clients that the complexities can be daunting, but a mastery of the laws, rules, and regulations—and very specific terminology—can empower them and their loved ones as they seek the best possible care.

			This book provides the loved ones of aging men and women with the knowledge, language, information, resources, and emotional support they need when their mothers and fathers, aunts and uncles, or close friends enter their most fragile years.

			My client Nancy’s mother offers a typical example of an older person whose independent lifestyle and security is suddenly threatened. Nancy’s mom had done well through her mid-eighties, living at home with her husband, socializing with friends, and seemed to be aging quite gracefully. Then, as happens so often, she had “an event” that put her in the fragile zone at the age of eighty-nine.

			She began having memory issues and behaving erratically. At first, her husband adjusted and took care of her, but he soon became overwhelmed and unable to give her the attention she required in her confused state. She ended up in the hospital where she was put on a feeding tube and then discharged to a nursing home.

			Nancy struggled with the fact that her mother could no longer live at home, but she could see that the responsibility of caring for her was also affecting her father’s health and well-being. She hoped her mom would settle into the nursing home.

			Instead, her mother rebelled. She did not like the feeding tube, nor did she like anyone helping her bathe. She was confused and angry, and she made it clear that she was “sick of living in a goddamn hospital” even though she was in a nursing home.

			After Nancy’s call, I made several visits to her mother in the nursing home to assess her temperament, medical condition, and environment. Her mom was combative at first, demanding to know who I was and what I was doing there. I explained that I was a social worker, and Nancy had asked me to help figure out why she was unhappy.

			“I hate it here, get me out of here,” she snapped.

			She had a glint in her eye and a bristly personality, but she could also be quite funny. I always enjoy elderly clients with sharp edges. They keep things lively. She certainly had the nursing home staff on their toes, berating them at every opportunity.

			I’ve spent all of my career working in that environment in various capacities. I understand the many challenges and heavy regulations they deal with. Nancy’s mom was in a good nursing home, but it just wasn’t the right place for her.

			This nursing home had a low tolerance for high maintenance residents. They’d decided she was a risk for aspirating her food, so they’d put her on a diet of mostly pureed food to supplement her feeding tube.

			It is difficult to move residents on feeding tubes into assisted living centers. They aren’t allowed by state regulation.

			I found a solution to this dilemma as Nancy and I were discussing her mother’s situation. The daughter mentioned a story about her mother I’d never heard.

			“One of mom’s friends from church visited her a while back and brought her a couple of those tiny little hamburger sliders that she loves. She gobbled them right down, no problem.”

			So, there we had it. She didn’t need the tube, so we could get her into assisted living if we removed it. Her mom could eat on her own. She just didn’t like the thick, pureed meals that the nursing home had given her.

			I spoke with the nursing home’s doctor to remove the feeding tube. I prepared Nancy by telling her the doctor might resist, which often makes the children of elderly residents feel guilty and scared.

			As expected, the nursing home’s doctor refused to remove the feeding tube. He argued that she was at risk for aspirating, and she’d been losing weight because she wouldn’t eat.

			Nancy, who worked for a prominent law firm as a paralegal, had to remind him that she had power of attorney for her mother who had entrusted her to advocate for her. When the doctor still refused to remove the feeding tube, Nancy and I set up an appointment with their family doctor and had him remove it.

			We then had her mother transferred into an assisted living home just a few blocks from Nancy’s home. There, the mother had her own studio apartment in a special unit for the memory impaired. I can’t say that she lived happily ever-after because that wasn’t her personality, but she never demanded to move out. She lived comfortably for another three years before she died at the age of ninety-two.

			She had a quality of life in those final years that was much more to her liking. Nancy gave her mother that gift, and I was grateful for the opportunity to help.

			Most adult children are poorly prepared for the life-changing events that send their once-independent parents and loved ones into the fragile zone. Clients who find themselves suddenly dealing with the decline of an older person compare it to falling into an abyss.

			They often have to make a series of heart-wrenching decisions in a high stress, alien environment with its own language, complex rules, and potentially devastating costs.

			With little or no preparation, they have to figure out what is best for their parents in discussions with hospital administrators, physicians, medical insurance providers, nursing homes and assisted living centers, pharmacists, and caregivers.

			Frustrations and guilt run high. Emotions run up against financial realities. Many feel they have to do whatever they can to get their loved one back to normal or healthy again—and that often is just not possible for those who’ve become so fragile at an advanced age.

			Most people past the age of eighty cannot tolerate even minor surgeries without it seriously compromising their ability to function—walk, eat, and sleep, let alone go through rehabilitation. Most do not want to spend their remaining time being poked, prodded, plugged into machines, and kept awake in a hospital environment. Many complain about spending so much time at the doctors. I’ve even heard some say it’s like a full-time job.

			As a professional care manager and advocate for the aging, I am dedicated to pursuing compassionate strategies that follow the wishes of my fragile clients, who need to be protected and spared from well-intentioned but unnecessary procedures. I’ve written this book to help others serve as more effective advocates on behalf of aging loved ones.

			After working in nursing home administration, I wanted to help aging people more directly, so I started my own business providing a full range of services. I struggled financially to launch my start-up, but our biggest problem once we were established was growing fast enough to meet the demand.

			There was such a need for information in the early years that I couldn’t hire fast enough. I heard over and over, “How do people find you? How do people navigate this without help?”

			I didn’t have even a website until 2006; I barely advertised. Most of my new clients learned of me from friends, family members, and neighbors.

			My Mission

			The Fragile Years is written for the 34.2 million unpaid caregivers and adult children of aging parents entering their final years of life. In 2012, the Baby Boomers began turning sixty-five, and their numbers now exceed more than seventy-five million. Ten thousand Baby Boomers turn sixty-five every day. This aging population has created a huge demand for helpful elder care information.

			As they enter their most vulnerable stage of life, these seventy-five million Baby Boomers will rely mostly on their adult children and other family and friends to oversee their finances, medical treatments, prescriptions, health insurance, nursing home, assisted living, and hospice care—and hopefully other more creative options for staying at home in addition to palliative care options.

			This book is a comprehensive how-to guide for those who will be squeezed for time and resources as they raise their own children and assist their aging parents while also holding down day jobs.

			The Fragile Years speaks directly to these inexperienced, overwhelmed, and unpaid caregivers. In these pages, I provide the tools and information those with fragile parents—and all others who may be responsible for older loved ones—need to be prepared and to serve as compassionate, caring, and wise advocates themselves.

			The information in this book will help loved ones make informed and compassionate decisions on these critical topics as well as many others. In addition, this guide should give caregivers confidence to make decisions that may appear contrary to the medical profession’s opinions.

			Among the areas of concern addressed are:

			•Preparing family members to serve as advocates for their aging parents before and after they become fragile

			•Strategies for protecting the best interests and expressed desires of your loved one

			•Recognizing your parent’s entry into the fragile years

			•Avoiding repeated hospitalizations and unnecessary treatments and surgeries

			•Choosing the right place of care for your parent

			•Recruiting quality caregivers with creative approaches

			•Dealing with the special challenges of the memory-impaired parent

			•Navigating the insurance maze, including Medicare, Medicaid, and VA benefits

			•Understanding prescriptions, drug interactions, and mastering strategies to reduce medications

			•Financial strategies for providing elder care without exhausting savings

			A Manifesto on Care for the Aging

			Finally, this book is my labor of love for my clients, and my oldest and wisest friends and family members. It is also my manifesto, a call for a different level of care—a more compassionate approach based on the concept that for aging people, sometimes medical procedures like major surgery can cause more harm than benefit. I will encourage nursing homes and other care facilities to put the patient’s desires first, and to allow them a more natural and peaceful end of life if that is what they desire.

			As an expert in aging life care, I have marched in and demanded the release of hospitalized clients scheduled for unnecessary and potentially lethal surgeries. In the early days of my business, I sometimes even provided temporary lodging for clients in my own home, until my husband said it is one thing to bring my work home, another to bring nonagenarians and their incontinent pets.

			I am cordial and professional in negotiating on behalf of my clients, yet I am always willing to challenge physicians, surgeons, hospital administrators, nursing home staff, and insurance-crats. I have stalked the halls of the US Veterans Administration lobbying for wiser policies, and I have testified before legislators on many of the topics covered in this book.

			The business model that physicians and health care workers work within is a capitalized system designed to generate revenue and reduce the risk of lawsuits. While there are many great medical providers with big hearts who try to do the right thing, most know that the system is rigged.

			Their goal is to bring profits up and costs down for the stakeholders, including hospitals, insurance and pharmaceutical companies, and nursing homes. This transactional approach collides with the desires of most aging adults who do not want to be subjected to batteries of tests and life
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