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If You Need Help Right Now

Emergency

911

988 Suicide and Crisis Lifeline

Call or text 988, any hour, or chat at 988lifeline.org. For anyone in distress, or worried about someone who is.

Eldercare Locator

1-800-677-1116, Monday through Friday, 8 a.m. to 9 p.m. Eastern, or eldercare.acl.gov. A public service of the U.S. Administration on Aging that connects older adults and caregivers with local help anywhere in the country.
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Book 13 of The Sitting Room Series

Copyright © 2026 Stephen Deason. All rights reserved.

Published by Alder Creek Editions, LLC, aldercreekeditions.com

ISBN 979-8-952410-65-7 (ebook)

This book is general information for adults. It is not medical, legal, financial, or tax advice. The author is not a physician, nurse, counselor, lawyer, or financial adviser. Phone numbers, websites, and programs were checked in October 2026 and can change. In an emergency, call 911. In a crisis, call or text 988.

Other than the author’s own companies, which are named in the preface and in About the Author, and the booksellers that sell this book, the author and publisher are not connected to, do not endorse, and are not paid by any organization, provider, or service named in this book.

The families described in this book come from the author’s own work, with names and identifying details left out. They are not composed examples. The accounts of the author’s own family are his.

To the fullest extent the law allows, the author and publisher are not liable for any loss, injury, or damage arising from the use of this book.
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Preface

This book is personal for multiple reasons. I have spent about forty years working inside health care. I began volunteering in a hospital at fifteen and was working as an orderly by sixteen, helping care for patients in hospitals and nursing homes while I worked my way through college. Later, I spent more than twenty years building and running systems for hospitals, insurers, Medicaid programs, and other health care organizations before returning to direct care through healthcare staffing, home care, and skilled nursing. Today I am an Administrator of a licensed health care facility that delivers care in patients’ homes.

That facility is OPA Home Care, which I founded and run. In Georgia it is a licensed Private Home Care Provider, or PHCP. My healthcare staffing company employed nurses and aides across hundreds of health care facilities around the country, including through the COVID years, and our home care operations have recruited, hired, and managed caregiving staff for hundreds of families. I have watched older adults and their families face what this series covers, often in a hurry and usually at a difficult time.

What I kept seeing was this. Families meet the information in pieces, after they already need it, from people who each answer a different piece. The hospital owns the discharge. The insurer owns the benefit. The home care provider owns its services. Each of them may do that job well. The family still has to put the puzzle pieces together.

It happened to my own family. My mother was found wandering the parking lot of a hospital, looking for her car. She had a urinary tract infection that urgent care and the hospital both missed, and she was sent home with severe delirium and a new diagnosis of mild cognitive impairment. It took two weeks, and a nurse practitioner and a doctor we knew who were willing to look again, before anyone found the cause. She stayed with us for two months and then moved into independent living. She has kept improving, and she is driving again. The infection was ordinary. The months that followed were the cost of catching it late.

Much of the information in this series is already available somewhere. Medicare publishes Medicare’s rules. The VA explains VA benefits, and each state explains its own programs. Having information spread across so many places is part of the problem. Families do not meet these questions one provider or agency at a time. The questions arrive together. I wrote this series to put many needed pieces in one place, in the order people tend to need them, with a way to record or otherwise act on each answer.

The facts and program rules in this book come from the sources listed at the back, each with the chapters that use it. The judgment about which facts matter, how they fit together, what families often discover too late, and what questions to ask comes from years of doing this work. Chapter 7, on who covers the hours at home, draws on that work most. Covering a shift when a caregiver called out was what my staffing company did every day. Once hospice starts, the hours the hospice team does not cover become the family’s to fill, and most families learn that in the first week.

This book is written to you, the person who is ill, because the decisions in it are yours. Part Two, at the end, is written to your family, and they are welcome to read every page.

This book will help you understand what you have been told, name what you are afraid of, learn what palliative care and hospice do and do not do, put your papers in order, talk with the people you love, and plan for the hours and the calls ahead. Start with Chapter 1, or with whatever brought you here.




Part One. For You

This part is written to you, the person who is ill.




1. Who This Book Is For and How to Use It

This book is for you if a doctor has told you that treatment is no longer working, or if you have started to wonder whether more treatment is worth what it costs you. The illness may be cancer, heart failure, lung disease, kidney failure, dementia, ALS, or something else. The questions in this book come up with all of them.

Most of the people I have worked with did not hear in one sentence that the treatment had stopped working. They heard it in pieces, from a doctor who stopped talking about the next round, and from a hospital stay that came sooner than the last one. Often the person who was ill understood before the family did, and waited for someone else to say so. When someone finally said the words out loud, the room usually got calmer.

This book covers the stretch from that moment to the last weeks. It does not describe the last days themselves. When the time comes, the hospice team explains what the last days look like, and hospices commonly give families a short booklet about them.


Two ways into every chapter

Some people want to talk a question through. Others want a list of things to get done. Chapters 2 through 12 have both. Look for the section called “To talk it through” for words to say and questions to ask. Look for “To get something done” for a short list you can work through.



Read it in pieces

You do not have to read this book in order, and you do not have to read all of it. Each chapter stands on its own. Some days you will want none of it. Put it down and come back.



Where you live

The state rules in this book are Georgia’s. If you live somewhere else, an elder law attorney or legal aid in your state can tell you yours, and polst.org lists your state’s POLST.



Where to start


	If you have just been told the treatment is not working, start with Chapter 2.

	If pain or worry is the first thing on your mind, start with Chapter 3.

	If a doctor has mentioned palliative care or hospice, read Chapters 4 and 5.

	If you are choosing a hospice, read Chapter 6.

	If you want to stay at home, read Chapter 7 before hospice starts.

	If your papers are not in order, start with Chapter 8.

	If you are wondering how to tell your family, start with Chapter 9.

	If you want to know when to call 911 and when to call someone else, read Chapter 10.

	If you are a family member, Part Two, Chapters 11 and 12, is written to you.





Your family

Part Two is written to the people around you. They may want to read the whole book. Many families find it easier to talk once everyone has read the same pages.





2. When You Hear “The Treatment Isn’t Working”

A doctor may say it plainly: the treatment is not working, or the next treatment is unlikely to help. More often it comes in other words. “We’ve run out of good options.” “Let’s focus on keeping you comfortable.” “Have you thought about hospice?” Some people hear it only in what the doctor stops saying.

However it is said, you have the right to understand it. Ask the doctor to say it again in plain words, and to tell you what it means for you.


How illnesses tend to run near the end

Researchers who study the end of life describe three common paths. With many cancers, a person stays fairly well for a long time and then has a short period of clear decline. With heart failure and lung disease, a person lives with limits for a long time, with serious flare-ups that often mean a hospital stay, and death can come fairly suddenly during one of them. With frailty and dementia, the decline is slow and long. With ALS and other diseases of the nerves and muscles, breathing and swallowing can weaken steadily, and the decisions about breathing machines and feeding tubes come before a crisis.

Your doctor knows your illness and your body. Ask which of these is closest to what the doctor expects for you.

If you have kidney failure and are on dialysis, or are deciding whether to start, ask your kidney doctor what stopping or not starting would mean for you. If you want to keep dialysis, ask each hospice whether



Questions for your doctor



	What are we hoping the next treatment will do?

	What would it cost me, in time in the hospital, side effects, and energy?

	What happens if I stop treatment?

	What would the next hospital stay look like?

	How much time do you think I have? If you are not sure, what is your best guess, as a range?

	What will the next few months look like?

	Would palliative care help me now?

	Am I someone who would qualify for hospice?





Numbers, or no numbers





A second opinion




Planning visits




	Who to call or ask: The doctor treating your illness, about what the treatment can and cannot do. A palliative care team, about how you can feel better along the way.

	How to reach them: Call your doctor’s office and ask for a visit to talk about goals, not a quick follow-up. Ask that a family member be on the call or in the room.

	What you can say: I want to understand where things stand. I would like time to talk about what more treatment would do for me and what happens if I stop.





To talk it through


	Ask the doctor: What are we hoping this treatment will do?

	Ask yourself: What matters most to me in the time I have?

	Ask your family: Who wants to come to the next visit with me?





To get something done


	Write your questions down before the visit.

	Bring someone to take notes.

	Ask for a copy of the visit summary.
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