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Author's Note




Iwant to start by saying something that not enough people say to caregivers: what you are doing is extraordinary.

Not because it’s easy. It isn’t. Not because you do it perfectly. Nobody does. But because you show up, day after day, for someone you love, in circumstances that nobody prepared you for and that nobody fully understands unless they’ve been there themselves. That is extraordinary by any measure.  

My family learned this firsthand when my mother was dying at home from metastatic cancer, not Alzheimer's or any other neurologic disorder. Her disease and the medications they gave her caused some of the symptoms that caregivers see in Alzheimer's patients. She was delusional, in the paranoid sense. At one point when we bought a cake that she had loved, she spat it out and told us we were trying to poison her. I have since learned that cancer can change someone's sense of taste. She didn’t recognize her children and confused them with other people or her husband, who had been dead for 30 years. We saw what it took to be a caregiver, so I know. 

This book was written for you. Not for the person you’re caring for, though I hope it helps them too. For you. This is for the person who is managing medications, doctor’s appointments, and behaviors that frighten and exhaust you. For the person who is grieving someone who is still alive. For the person who hasn’t slept a full night in months and isn’t sure how much longer they can do this. I wrote another book specifically for caregivers because I understood that caregivers were pushing themselves far beyond what they should have been and that too many people were not recognizing it. The book was entitled "When You Can't Pour from an Empty Glass." 

I’ve worked with caregivers throughout my clinical career, and what I’ve seen is consistent: caregivers who understand what they’re dealing with do better. Caregivers who ask for help do better. Caregivers who take their own needs seriously, not instead of their loved one’s needs but alongside them, do better. And the people they care for do better because of it.

This book won’t pretend that caregiving is manageable if you just have the right attitude. It isn’t always manageable. Sometimes it’s overwhelming, and the right response to being overwhelmed is to get more support, not to try harder. This book will help you do both.

Dr. Patricia A. Farrell

Licensed Clinical Psychologist

How to Use This Book


This is the third book in the Living With Dementia series. Book One covers the dementia diagnosis, what it means, and the emotional and practical groundwork. Book Two covers the full range of therapies and strategies for people living with dementia. This book is focused on you, the caregiver.

You don’t need to have read Books One or Two before reading this one. But if you’re looking for information about what dementia is, how it’s diagnosed, and what treatments are available, those are the places to go. This book assumes you’re already in the middle of it.

Each chapter covers a distinct aspect of caregiving. Read from the beginning or go straight to what’s most urgent for you right now. Every chapter ends with a summary and three things you can do right now, because in caregiving, practical action is always more valuable than more information without a next step.

You don’t have to do this alone. This book is one of the ways to make sure you don’t.








  
  
Chapter 1: You Are Now a Caregiver




Nobody hands you a manual. 

One day you’re a spouse, a son, a daughter, a friend. And then, whether gradually or suddenly, you also become the person responsible for ensuring that someone you love is safe, clean, fed, and cared for. You’re managing appointments and medications and a level of daily detail that nobody prepared you for. You’re watching someone change in ways that break your heart. And somewhere underneath all of it, you’re trying to keep your life from falling apart.

If that sounds like where you are, this book was written for you.

The first step, though, is one that a surprising number of caregivers skip. It’s this: naming what you’re doing. Claiming the identity of caregiver, not instead of who you were before, but in addition to it. That step matters more than it sounds.

Who Counts as a Caregiver


Many people who do the work of caregiving don’t call themselves caregivers. They say things like, "I'm just helping out." "I’m just doing what family does. She’s my mother. Of course I’m there."

But the work itself, whether or not it carries the label, is real. And the burdens associated with it are real whether or not the person carrying them acknowledges them.

Research consistently shows that unpaid family caregivers are at higher risk for depression, anxiety, social isolation, physical illness, and early mortality than non-caregivers of similar age. The risks are not because caregiving is inherently harmful. They’re because the demands of caregiving, when unrecognized, unsupported, and unrelieved, exceed what a single person can sustain indefinitely.

According to the Alzheimer’s Association, more than 11 million Americans provide unpaid care for a person with Alzheimer’s or another dementia. In 2023, those caregivers provided an estimated 18.4 billion hours of care. That number is almost impossible to hold in your mind. What it means, on the ground, in a single house, on a single Tuesday morning, is you.

The first step toward getting the support you need is naming what you’re doing. You are a caregiver. That word isn't a burden. It’s a door. And behind it are resources, communities, rights, and recognitions that don’t exist without the label.

The Spectrum of Caregiving


Caregiving is not one fixed set of tasks. It’s a spectrum that changes as the disease changes. In the early stages of dementia, caregiving might mean accompanying someone to appointments, helping with finances, providing reminders, and offering emotional support. The person with dementia may be largely independent, and the caregiver’s role feels more like supportive companionship than what people typically picture when they hear the word caregiving.

In the middle stages, the demands increase significantly. Personal care tasks, bathing, dressing, toileting, may require assistance. Behavioral symptoms become more pronounced. The person can no longer be safely left alone for extended periods. Sleep disruption, for both people, is common. The caregiver’s life becomes increasingly structured around the person they’re caring for.

In the later stages, caregiving approaches the demands of nursing care: total assistance with all personal care, management of swallowing difficulties, repositioning to prevent pressure sores, and 24-hour supervision. Many families at this stage transition to residential care, not because they’ve failed, but because the physical demands exceed what any person can provide alone in a home setting.

Understanding where you currently are on that spectrum, and that the spectrum will shift, is important for planning. What you need today isn't what you’ll need in a year. Building resources now, before the demands peak, is one of the most important things you can do.

Common Triggers That Signal a Shift in Care Needs


Caregiving rarely begins with a single dramatic moment. More often, it starts with a gradual accumulation of concerns that eventually reaches a tipping point. Learning to recognize the triggers that signal a shift in care needs helps you respond proactively rather than reactively.

A significant safety incident, a fall, a driving accident, a near-miss on the stove, is one of the clearest signals. When the person can no longer reliably maintain safety alone, the level of care must increase.

Noticeable changes in personal hygiene, when someone who was always well-groomed is now resistant to bathing or wearing the same clothes for days, signal that executive function and self-care ability have shifted.

Changes in nutrition, either significant weight loss or evidence that meals are not being prepared or eaten, are an important sign. Difficulty managing medications, including forgetting doses, doubling doses, or taking the wrong medication, is both a symptom and a safety risk.

Social withdrawal, stopping activities that were previously enjoyed, or increasing anxiety about leaving the house can indicate that cognitive changes are affecting confidence and function more than they once did.

Any of these signals is worth a conversation with the medical team. Not to panic, but to reassess where the person is and what level of support they now need.

Why Claiming the Caregiver Identity Matters


Claiming the identity of caregiver is not about giving yourself a title. It’s about unlocking what comes with that title.

Caregiver support programs, respite services, and community resources are largely accessed through self-identification. Employers who offer caregiver leave or flexible arrangements typically require that the employee identify as a caregiver. Support groups, both in-person and online, are communities of people who share the specific experience of caregiving, not just of having a sick family member.

Emotionally, claiming the identity also matters. When caregivers name what they’re doing, they often find permission to acknowledge how hard it is, to ask for help, and to recognize their own needs as legitimate. People who frame their caregiving as just doing what family does often feel guilty taking a break, resist asking for help, and push themselves past their own limits because they’ve told themselves this is just normal life.

It isn’t just normal life. It’s extraordinary work. And the first thing this book asks of you is to let yourself know that.

The Invisible Caregiver


Many caregivers are invisible to the people around them. Friends don’t know the full extent of what’s happening at home. Coworkers see someone who seems tired but doesn’t explain why. Family members who don’t live nearby may not understand how much has changed.

This invisibility is partly a product of privacy, partly of caregivers’ instinct to protect the dignity of the person they’re caring for by not sharing details, and partly of a cultural tendency to treat aging and illness as private matters.

But invisibility has real costs. When the people in your life don’t know what you’re carrying, they can’t help. They can’t offer a meal, a few hours of relief, or a listening ear. They can’t connect you with resources they might know about. And they can’t give you the social recognition that, while it doesn’t make the work easier, at least tells you that someone sees what you’re doing.

You don’t need to share everything with everyone. But finding at least a few people in your life who genuinely know what’s happening and who can offer real support is one of the most important things you can do for your own sustainability as a caregiver.

What Research Tells Us About Caregiver Health


The research on caregiver health outcomes is sobering, and knowing it is not meant to frighten you but to make the case as clearly as possible that your health is a medical priority, not an afterthought.

Studies have found that dementia caregivers have significantly higher rates of depression than non-caregiving peers, with estimates ranging from 30 to 50 percent of dementia caregivers meeting criteria for clinically significant depression at some point. Anxiety rates are similarly elevated. Caregiver stress has been associated with measurable changes in immune function, including slower wound healing and higher rates of infection.

Research has found that caregiving spouses showed significantly higher mortality rates than non-caregiving spouses of similar age. More recent research has both confirmed and complicated that finding, noting that caregiving itself is not inevitably harmful but that unsupported, unrelieved caregiving is.

The qualifier is important: unsupported caregiving poses a risk. Caregivers who have social support, respite access, and mental health resources do significantly better than those who don’t. This means that the protective factors are accessible. They require intentional pursuit, but they work.

Your health is not separate from the care you provide. It is the foundation of it. Taking care of yourself is taking care of the person who depends on you.

Chapter Summary


More than 11 million Americans are providing unpaid care for someone with Alzheimer’s or another dementia. Caregiving spans a spectrum from light support in early stages to total care in later stages, and that spectrum shifts over time. Common triggers that signal increased care needs include safety incidents, changes in hygiene or nutrition, medication mismanagement, and social withdrawal. Claiming the identity of caregiver opens access to resources and gives permission to acknowledge the real weight of the work. Caregiver invisibility has real costs: finding people who know what you’re carrying is essential for sustainability.

Three Things You Can Do Right Now



	Say it out loud this week: I am a caregiver. Notice what that does. Then tell at least one person in your life what that actually means in your day-to-day life right now.


	Contact your local area agency on aging, found at eldercare.acl.gov or by calling 1-800-677-1116, and ask what caregiver support services are available in your community.


	Write down the three tasks that are currently most demanding of your time and energy. Keep that list. It will help you later when building a plan for getting support.














