THE ROOM YOU LEAVE IN

Before You Need It

A short guide to the part of dying that nobody plans, and the questions worth answering
while it is still hypothetical.

This is free, and there is nothing to sign up for. If it is useful, use it. If you want to send it
to someone, send it.

The Gap

Anyone with resources tends to have an estate plan, a will, and an advance directive. All three
matter, and none of them address what this guide is about.

An advance directive is a medical document. It covers resuscitation, intervention, life support,
feeding tubes. It answers the questions a physician needs answered, and it answers them well.

Here is what it does not address:

— Whether the room is bright or dim, and whether there is a window

— Who is in the room, and who is not

— Whether there is music, and what kind

— Who is comfortable helping with the most personal parts of care

— What gets said, and by whom

— Whether hard conversations happen at the bedside or out in the hallway

— What happens to the person keeping watch

The gap tends to surface at the worst possible hour, in a room where decisions are being made for

someone who can no longer be asked.

Four Things Worth Knowing

Not to frighten anyone. Because not knowing them is its own kind of suffering, and each of these
changes what happens at the bedside.

Hearing appears to be among the last senses to go

Sight typically fades first, then speech. What remains, often longer than anyone expects, is
hearing. Which means the sound of that room may be the last thing a person experiences. A voice
they recognize. Music that means something. Or a television nobody thought to turn off.

It also means the conversation in the hallway might not be as private as everyone assumes, and
the things said at the bedside may still be reaching them.

A rattling sound is not what it appears to be



In the final days, breathing frequently takes on a gurgling or rattling quality. It is caused by
difficulty swallowing, not by choking or drowning, and there is no evidence it causes distress. It is
considerably harder on the people listening than on the person doing it.

Sudden clarity is real, and it is not recovery

After days of decline, someone may sit up, speak clearly, and seem briefly themselves again.
Hospice staff call it a rally; the clinical term is terminal lucidity. It usually means time is short rather
than improving. Those who do not know this experience it as hope followed by a second loss.

Reduced eating and drinking is the body slowing, not a problem to fix

Appetite declines near the end because the body is conserving what it has. Encouraging intake at
that stage generally causes discomfort rather than relieving it. The dryness is a mouth problem,
and it responds to mouth care rather than to fluids.

None of this is obscure. It is standard in hospice and palliative medicine. It simply never
reaches you until you are already in the room, which is the latest possible moment to learn
it.

Questions Worth Sitting With

These are a small sample of the questions this work asks. None of them need answering today.
Reading them is enough to begin.

If you could choose, would the room be bright, or soft and dim? Would there be a window?

Is there music you would want playing? A particular voice, a certain era, a specific song? Or
would you rather it be quiet?

Who do you most want with you? And is there anyone you would rather not be there, even if
that is difficult to say out loud?

Who are you most comfortable having help with the more personal parts of care, bathing,
changing, anything that means being undressed?

If a decision has to be made and you cannot speak, should that conversation happen in the
room with you, on the chance you can hear it? Or out in the hallway, away from you?

Your usual lotion, your lip balm, the things you put on your face every day. When you cannot
do it yourself, would you want someone to keep doing it for you?

If you are the one still here afterward, what would help? A person making sure you eat and
sleep, company in the room, or space for your own thoughts?

Is there anything you would want said to someone, or want to hear from someone, that has
not been said yet?




That last one stops nearly everyone.

Choosing Who Speaks for You

A healthcare proxy is usually named without anyone asking whether that person can carry it out.
Those are different questions, and the second matters more.

The obvious choice is usually a spouse or an eldest child. Sometimes that is right. Sometimes the
person who loves you most is precisely the person who cannot bring themselves to authorize
stopping treatment, and naming them hands someone an impossible weight at the worst hour of
their life.

If a doctor asked them tomorrow whether to continue or stop, could they answer without
being destroyed by it? And if not, who could?

Whoever you choose, tell them directly what you would want, in plain words, rather than assuming
they know. That conversation is worth more than the document.

What To Do With Your Answers

Write them down. Give them to the person who will need them. Tell one other person where they

are.

That is the whole of it, and it is more than almost anyone ever has.

SOMEWHERE TO START

The room: light, sound, what | would want to see
Who | want there

Who | would rather not have there

Who speaks for me, and have | told them

What | would want said

Something unsaid that | would want to say

Where this is kept, and who knows

Why Most People Do Not Finish This

They mean to. They start, it gets heavy, they set it down, and it stays down.

That is not a failure of character. These questions are hard to hold alone, and there is no deadline
forcing the issue until there is.

Which is the honest reason this practice exists: not because the questions are secret, but because
they rarely get answered without someone sitting across from you while it happens.



If this guide is all you ever use of our work, that is a good outcome. Nothing here is
withheld, and nothing in it requires us.

If You Want Help With It

We work privately with a small number of clients. The answers become a custom bound book,
something you can hold in your hands and follow without guessing.

It is physical on purpose. Nothing about it lives online, and it is never published anywhere.

The work itself is six sessions across several months, ideally begun well before any diagnosis,
with the book reviewed each year as life changes. When a diagnosis has already arrived, the same
work is compressed into weeks, with nothing left out.

If you want to know more, write and ask. There is no sequence of intake emails waiting, and no
one will chase you if you go quiet.

A single question, or asking where to find something this guide mentioned, is reason enough to
write. We answer either way.

Most people plan everything except this.
The best time to change that is long before it matters.
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