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COPYRIGHT & DISCLAIMER

Restoring Those Who Give: A New Caregiver's Guide to the First 90 Days.

Copyright © 2026 Caring for Caregivers Alliance. All rights reserved. No part of this guide may be
reproduced or distributed in any form without written permission, except for brief quotations used in
reviews. Revised edition, October 2026; facts, figures, and phone numbers verified October 2026. Phone
numbers and program names change; confirm details before relying on them. Where Pennsylvania
programs are named, they apply to Pennsylvania residents; readers elsewhere can find the equivalent
through the Eldercare Locator.

A note on what this guide is — and isn't. This book shares general information and hard-won lessons to
help you find your footing as a caregiver. It is not legal, medical, or financial advice. Every situation is
different. Before making decisions about benefits, health care, or money, talk with a qualified
professional who knows your circumstances. Where public benefits are involved, that caution matters

most of all — more on this inside.
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A NOTE FROM THE FOUNDER

Why I Wrote This

I didn't plan to become a caregiver. Almost no one does. The role finds you — through a phone call, a
diagnosis, a fall, a slow change you can't unsee. One day you're living your life, and the next you're

holding someone else's in your hands.

My mother, Phyllis, taught me how to live. She believed in making memories and giving without keeping
score. Long before | understood what caregiving was, she showed me what it meant to show up for
people. When the tide turned in my own family and | found myself on the giving end of care, | finally
understood the weight of what she'd modeled — and how little the people who carry that weight are
cared for in return.

Here's what no one told me: caregivers run out. We give until there's nothing left, and then we feel
guilty for being empty. We miss our own appointments. We stop calling friends. We tell everyone we're
fine. And the whole time, the systems meant to help us feel like a maze built by someone who's never

been tired.

I built Caring for Caregivers Alliance so no one has to find their way through that maze alone. This guide
is the piece | wish someone had handed me on the first day — before the paperwork, before the
burnout, before | learned everything the hard way. It won't make caregiving easy. Nothing can. But it
can make you feel less lost, and remind you that you still matter in the middle of caring for someone

else.

You give so much. Let this be the start of someone giving back to you.
With you in this,
Matthew Klein

Founder & President, Caring for Caregivers Alliance
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BEFORE YOU BEGIN

How to Use This Guide

Read this the way you'd take a walk with a friend who's been where you are — not front to back like a

manual, but wherever you need to start today.

You don't have to do it all at once. In fact, please don't. Caregiving already asks too much of your time
and attention. This guide is built to be opened in small pieces, on hard days, when you have five minutes
and a specific question. Skip around. Dog-ear the parts you need. Ignore the parts you don't need yet.

It's organized around four pillars. Everything we do at Caring for Caregivers Alliance rests on them, and

this guide follows the same shape:

Mind. Caring for yourself so you can keep giving — spotting burnout, protecting your own well-

being, and finding moments of restoration.

Financial. Getting your footing with benefits, costs, and the paperwork — and knowing when to get

expert help before you act.

Growth. Becoming confident in the role — asking better questions, learning the systems, and

building a routine that holds.

Belonging. Remembering you were never meant to do this alone — finding your people, accepting

help, and one day passing it on.

Work through them in any order. Some days you'll need Mind. Some weeks it's all Financial. That's

normal.

Look for the checklist. Your free companion — The New Caregiver's 90-Day Checklist — turns the ideas
in this guide into simple boxes you can check off at your own pace. You'll find the full checklist at the

back of this book, and a printable copy at caringforcaregiversalliance.org.

One honest promise. This guide won't pretend caregiving is a gift in disguise or that the right attitude
fixes everything. It's hard, and you deserve straight talk, not slogans. What it will do is meet you where

you are and help you take the next right step — just one — whenever you're ready.
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You Didn't Sign Up for This — and You're
Not Alone

Becoming a caregiver rarely comes with a warning. There's no orientation, no training week, no manager
to shadow. Most people step into it overnight — a parent's stroke, a spouse's diagnosis, a child born
needing more than anyone expected. One moment your life is yours, and the next it's shared with

someone who depends on you to get through the day.

If that's where you are right now, take a breath. You are not the only one doing this quiet, invisible work
— not even close. The most recent national count, the 2025 Caregiving in the U.S. report from AARP and
the National Alliance for Caregiving, counts roughly 63 million family caregivers in the United States —
nearly one in four adults. Most are unpaid, six in ten also hold down a job, and few have anyone asking
how they're holding up. You are not failing. You are not behind. You are in the hardest early stretch of
one of the most demanding roles a person can take on — and you're still here, still trying. That counts
for more than you know.

Why the first 90 days matter. The beginning of caregiving sets the pattern for everything that follows.
It's when the paperwork piles up, the emotions run highest, and the habits — good and bad — take
root. Push too hard now and you'll burn out before the marathon really begins. Set things up
thoughtfully, and you build a foundation that can carry you and the person you love for the long haul.
This guide focuses on those first three months because they're where a little guidance changes the
most.

You'll notice this book asks you to care for yourself as much as for the person who needs you. That isn't
selfish, and it isn't optional. You cannot pour from an empty cup. A caregiver who collapses helps no one
— so tending to your own mind, health, and support isn't a luxury you'll get to later. It's part of the job,

starting today.

A word before you dive in. Somewhere in these pages you'll read about benefits, income, and public
assistance. If you or the person you care for rely on means-tested benefits — the kind tied to income
and resources — small decisions can have big consequences. Before you change anything, talk to
someone who understands the rules. It's a theme you'll see repeated, because getting it wrong is costly
and getting help is free.

So start wherever you need to. Read one section or ten. Come back when it's quiet. Whatever brought
you here, know this: the work you're doing matters, you deserve support while you do it, and from this
point on, you're not walking it alone.

— Let's begin. —
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YOUR FIRST 90 DAYS

A Roadmap: What to Do First

The chapters ahead are organized by pillar so you can jump to whatever you need. But the question
every new caregiver actually asks is simpler: what do | do first? This page answers that. It's not a test,
and you won't get to all of it on schedule. Think of it as the order that keeps the most important things
from falling through the cracks.

The first week: stabilize

Only what keeps everyone safe and lets you get information. Everything else can wait.

o Get the medication list right. Every drug, every dose, every time of day, on one sheet. Bring it
everywhere. (Chapter 9)

e Get permission to talk to the doctors. Ask the main doctor's office for a HIPAA authorization form so
staff can speak with you freely. Many offices won't share details until one is on file. (Chapter 10)

e Write down who to call. The doctor, the pharmacy, the after-hours line, one family member, one
friend. Tape it by the phone.

e Name what you're feeling. One honest sentence, once a day. It costs nothing and it starts now.
(Chapter 1)

o Tell one person the truth. "This is hard and | don't know what I'm doing yet." You do not have to
look fine. (Chapter 2)

The first month: get the doors open
Now start the applications and conversations that take time to pay off, and set up the systems you'll live

in.

e Make one call to the Eldercare Locator. 1-800-677-1116. It connects you to your local Area Agency
on Aging, the front door to respite, benefits screening, and programs. In Pennsylvania, PA Link (1-
800-753-8827) does the same. (Chapter 5)

o Ask for a social worker or care coordinator. At the hospital, clinic, or insurance plan. This is the

person paid to help you find things. (Chapter 10)

e Start one folder and one log. Diagnoses, insurance cards, legal papers, and a running record of who

you spoke to and what was decided. (Chapter 10)

o Get the key documents moving. Health care power of attorney, financial power of attorney, and a

living will, while your loved one can still sign. Don't wait for a crisis. (Chapter 10)
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e Start a simple cost log. Date, what, how much, who paid. Nothing fancier. (Chapter 7)

e Pick one ten-minute restoration habit. Anchor it to something you already do. Keep it for a week
before adding anything. (Chapter 3)

By day 90: build what lasts

With the crisis pieces in place, turn to the structure and the people that will carry you past the first three

months.

e Apply early for anything with a waitlist. Especially Medicaid waiver programs. Getting on the list
starts the clock. (Chapter 5)

e Check the benefit rules before any money moves. If means-tested benefits are involved, talk to an
elder-law attorney or benefits counselor first. If anyone on SSI or SSDI may start working, call a WIPA
counselor (1-866-968-7842). (Chapter 6)

e Learn the one skill that scares you most. Ask a nurse or therapist to show you, or take a free class.
(Chapter 11)

e Sketch a routine. Medications, meals, personal care, rest, and one protected block that's yours.

Write it on one page. (Chapter 12)

e Find your people. One support group, in person or online, and one experienced caregiver who's
walked ahead. (Chapters 13 and 15)

e Ask about respite. Even a few hours a week. The caregivers who last are the ones who learned to

step away. (Chapter 4)

You won't do all of this on time, and that's fine. Do the first-week
items first. The rest is a direction, not a deadline.
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PART ONE

Mind

Caring for Yourself So You Can Keep Giving

PART ONE - MIND
Chapter One

Naming What You're Feeling

Before we talk about anything practical — the benetfits, the doctors, the routines — we have to talk
about what's happening inside you. Not because it's soft or optional, but because it's the engine
underneath everything else. When your feelings go unnamed, they don't disappear. They leak out
sideways: as short temper, sleepless nights, a tightness in your chest you can't explain. Naming them is

how you take back a little control.

So let's start here, honestly.

The feelings no one warned you about

When you become a caregiver, people expect you to feel love, duty, maybe sadness. What surprises
most new caregivers is the sheer tangle of everything else — emotions that feel wrong to admit, even to
yourself. You are not a bad person for feeling any of these. You're a normal one.

e Guilt. The sense that you're never doing enough, no matter how much you do. Guilt when you rest.
Guilt when you snap. Guilt when you wish, just for a moment, that things were different.

e Resentment. Anger at the situation, at other family members who aren't helping, sometimes even
at the person you're caring for. This one carries the heaviest shame — and it's one of the most
common feelings there is.

e Grief. You can grieve someone who is still alive. Grief for the person they used to be, for the future
you'd pictured, for the version of your own life that got put on hold. This is real loss, and it deserves
to be called by its name.

e Fear. Of the diagnosis, of the money, of making the wrong call, of what happens next. Fear thrives in
the unknown, and early caregiving is full of unknowns.

e Exhaustion. Not just tired — depleted in a way sleep doesn't fix. A bone-deep weariness that can
flatten your mood before the day even begins.

e Loneliness. The strange isolation of being surrounded by responsibility yet feeling like no one truly
sees what you're carrying.
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Most caregivers feel several of these at once, and they contradict each other. You can love someone
deeply and resent the situation in the same breath. You can be grateful they're still here and grieve who
they were. Two true things can sit side by side. That isn't hypocrisy — it's the honest emotional weather

of caregiving.

You can love someone with your whole heart and still wish this
weren't happening. Both are true. Neither cancels the other out.

Why naming them helps

There's a reason this chapter comes first. Feelings you can name are feelings you can work with.
Psychologists have a plain phrase for it: name it to tame it. When you put language to what's swirling
inside you — “I'm feeling resentful right now, and underneath it I'm scared” — the feeling loses some of

its grip. It stops running the show from the shadows.

The opposite is what hurts you. Unnamed emotions don't stay quiet. They build pressure until they
escape as a blow-up at someone who didn't deserve it, or turn inward as anxiety, numbness, or despair.
Naming isn't self-indulgence. It's maintenance — the same way you'd check the warning light on a car
instead of turning up the radio to drown it out.

A simple practice: one honest sentence
You don't need a therapist, a journal full of pages, or an hour you don't have. You need one sentence,

once a day.

At some quiet point — the first coffee, the drive home, the moment before sleep — finish this sentence
to yourself or on paper:

| “Right now, I feel , and that makes sense because

That second half matters as much as the first. It reminds you that your feelings are responses to a
genuinely hard situation, not evidence that something is wrong with you. “Right now | feel resentful, and
that makes sense because | haven't had an hour to myself in two weeks.” See how that lands differently
than just calling yourself a bad daughter or son?

TRY THIS TODAY

Pick one moment in your day that's already yours — morning coffee, a red light, brushing your teeth.
Say or write one honest sentence: what you feel, and why it makes sense.

Don't fix it, judge it, or fix anyone. Just name it. That's the whole practice.
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When a feeling needs more than naming

Naming your emotions is a daily tool, not a cure. Sometimes what you're carrying is heavier than a
sentence can hold, and that deserves real support — not someday, but soon.

Pay attention if you notice several of these lasting more than a couple of weeks: you can't feel pleasure
in anything anymore; you're sleeping far too much or barely at all; you feel hopeless or trapped; you're
using alcohol or other things to get through the day; or you have thoughts of not wanting to be here.

That last one is not a normal cost of caregiving, and it is not something to push through alone.

If you're having thoughts of harming yourself or feel you can't go on, reach out now. In the U.S. you
can call or text 988, the Suicide and Crisis Lifeline, any time, day or night. Veterans and their families can
press 1 to reach the Veterans Crisis Line. Talking to someone doesn't mean you're weak or that you love
the person any less. It means you're human, and you deserve care too.

Caring for your own mind isn't a detour from caregiving. It's what makes the rest of it possible.
Everything that follows in this book — the money, the systems, the routines — rests on you still being
here, still standing. Naming what you feel is the first, smallest way of standing.

The takeaway

e Whatever you're feeling — guilt, resentment, grief, fear, exhaustion — is normal, and you're not
alone in it.

e Contradictory feelings can both be true at once. Loving someone and resenting the situation are not
opposites.

e Naming a feeling loosens its grip. One honest sentence a day is enough to start.

e If the heaviness lasts or turns dark, that's a signal to reach for support — including 988 — not to
push harder.

PART ONE - MIND
Chapter Two

Recognizing Burnout Before It Breaks
You

Burnout rarely arrives with a bang. It creeps. It disguises itself as being a little more tired, a little more
irritable, a little less like yourself — until one ordinary Tuesday you find yourself crying in the car or
snapping at someone you love over nothing. The good news is that burnout gives off warning signs long

before it flattens you. If you learn to read them early, you can act before you break.
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This chapter is about catching it early — in yourself, honestly, without judgment.

What burnout actually is

Caregiver burnout is a state of deep physical, emotional, and mental exhaustion that builds when you
give more than you take in, for too long, without enough relief. It's not weakness and it's not a character
flaw. It's what happens to any human being who runs an engine at full throttle without stopping to
refuel. The most devoted caregivers are often the most at risk, precisely because they push themselves
the hardest.

Burnout isn't a sign you're doing caregiving wrong. It's a sign
you've been doing too much of it alone.

The warning signs

Burnout shows up across the whole self. You won't have every sign, but if several sound familiar, treat it

as your body and mind waving a flag.

e In your body: constant fatigue that sleep doesn't fix, frequent headaches or stomach trouble,
getting sick more often, changes in appetite or sleep, a low simmering tension you can't shake.

e In your emotions: irritability over small things, feeling numb or detached, waves of hopelessness,
resentment that's growing instead of easing, crying more easily or not at all.

e In your thinking: trouble concentrating, forgetting appointments, feeling foggy, dreading each day
before it starts.

e In your behavior: withdrawing from friends, dropping hobbies entirely, leaning harder on alcohol,
caffeine, or food to cope, neglecting your own doctor visits.

Notice the pattern: burnout narrows your life down to the caregiving and nothing else. Your world
shrinks. The things that used to restore you fall away one by one, often so gradually you don't see it
happening.

A QUICK SELF-CHECK

In the past two weeks, have you felt constantly tired no matter how much you rest?
Have you lost interest in things you used to enjoy?

Are you more irritable, numb, or hopeless than usual?

Have you skipped your own meals, medications, or appointments?

If you said yes to two or more, this chapter's next section is for you — today, not someday.
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Why catching it early matters

Left unchecked, burnout doesn't just hurt you — it puts the person you care for at risk too. An
exhausted caregiver makes more mistakes with medications, misses warning signs, and has less patience
for the hard moments. Running yourself into the ground isn't noble; it quietly lowers the quality of the
care you're working so hard to give. Protecting yourself is protecting them.

The earlier you notice the drift, the smaller the correction needs to be. A caregiver who spots the first
signs might need an afternoon off and a phone call to a friend. A caregiver who ignores them for a year

might need a leave of absence and a doctor. Small and early always beats big and late.

What to do when you see the signs

Recognizing burnout is only useful if it moves you to act. You don't have to overhaul your life — you
have to interrupt the slide. Three moves help most:

e Subtract something. Look at everything on your plate and find one thing to hand off, delay, or drop.
You're not failing by doing less; you're staying functional.

e Add one small refill. One walk, one real conversation, one hour that's yours. The next chapter is
entirely about this — building small habits that restore you.

e Tell one person the truth. Say out loud to someone you trust: “I'm running on empty.” Naming it to
another human breaks the isolation that burnout feeds on.

And if the signs are severe — if you feel you can't go on, or the hopelessness won't lift — treat that as a
reason to reach for real support now, including your doctor or the 988 Suicide and Crisis Lifeline.
Burnout that has tipped into something darker is not something to white-knuckle through alone.

The takeaway

e Burnout builds slowly and disguises itself as ordinary tiredness — learn to spot the drift early.

e Watch for signs across your body, emotions, thinking, and behavior; a shrinking world is the clearest
tell.

e An exhausted caregiver can't give good care, so protecting yourself protects the person you love.

e When you see the signs, subtract something, add one small refill, and tell one person the truth.

PART ONE - MIND
Chapter Three

Building Small Daily Restoration Habits
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If burnout is what happens when you give more than you take in, restoration is the daily habit of taking
a little back. Not on a vacation you can't afford or a spa day you'll never schedule — but in the small,
ordinary minutes that are already inside your day. This chapter is about protecting those minutes,
because they're what keep you standing over the long haul.

Let go of the idea that self-care has to be big. For a caregiver, big is often impossible, and waiting for the

perfect free afternoon means it never comes. Small and consistent beats big and rare, every time.

Why small habits work when big plans fail

A grand plan to “get your life back” collapses under the weight of caregiving. But a ten-minute habit
survives, because it fits in the cracks that already exist. The science is on your side here: tiny, repeated
moments of rest and pleasure genuinely buffer stress, lower the load on your nervous system, and refill
your reserves a little at a time. You're not being self-indulgent — you're doing maintenance on the one

caregiver this whole household depends on.

You don't find time to restore yourself. You protect it, in small
amounts, on purpose.

Finding your ten minutes

You have more pockets of time than it feels like — they're just hidden. The trick is to attach a restoring
habit to something you already do, so it doesn't require extra willpower or scheduling. This is called
anchoring, and it's the most reliable way to make a habit stick.

e Morning: five quiet minutes with coffee before anyone needs you — no phone, no to-do list, just the
cup and the quiet.

e During care tasks: put on music or a podcast you love while you do the dishes or fold laundry,
turning a chore into something that also feeds you.

e Transitions: the drive home, the walk to the mailbox, the moment a nurse arrives — use it to
breathe deeply, step outside, or simply stand still for sixty seconds.

o Night: before sleep, name one good thing from the day, however small. It trains your mind to notice
light, not just load.

A menu of small restorations

Different things refill different people. You don't need all of these — pick two or three that sound like

relief, not another obligation.

e Move your body: a short walk, a stretch, stepping into fresh air. Movement discharges stress the

way nothing else does.
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e Connect: a five-minute text or call to someone who makes you feel like a person, not just a
caregiver.

e Be still: a few slow breaths, a short guided meditation, a moment of prayer or quiet if that's yours.

e Do something that's just yours: a chapter of a book, a hobby, a show you like — a reminder that you
still exist outside this role.

e Tend your body's basics: a glass of water, a real meal, a few minutes more sleep. The unglamorous
ones matter most.

START WITH ONE

Choose a single ten-minute habit from this chapter — just one.
Anchor it to something you already do every day, so you don't have to remember it.

Do it for one week before adding anything else. One habit kept beats five abandoned.

When guilt gets in the way

Many caregivers know exactly what would help and still don't do it, because a voice inside says the time
should go to the person who needs them. Hear this clearly: resting is not stealing from them. A refilled
caregiver is more patient, more present, and more capable than a depleted one. The ten minutes you
take come back to them multiplied. Caring for yourself is part of caring for them — not the opposite of
it.

Start absurdly small if you have to. Even sixty seconds of deliberate breathing counts. The goal isn't a

perfect routine; it's proving to yourself that your well-being still has a place in the day.

The takeaway

e Restoration doesn't require big blocks of time — small, daily, protected minutes are what actually
work.

e Anchor a new habit to something you already do so it survives without extra willpower.
e Pick two or three restorations that feel like relief, not another obligation, and start with just one.

e Resting isn't taken from the person you care for — it comes back to them through a steadier you.

PART ONE - MIND
Chapter Four

Asking for Respite and Support
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There's a limit to what small daily habits can hold. Some weeks the load is simply too heavy for one
person, and no amount of deep breathing changes that. This is where respite and support come in —
the practice of letting other people and services carry part of the weight, so you don't have to carry all of
it alone. For many caregivers this is the hardest chapter in the book, because it asks you to do the thing
you resist most: accept help.

Let's make that easier.

Why asking feels so hard

If you find it almost impossible to ask for help, you're in good company. Caregivers resist it for reasons
that feel completely valid from the inside: | should be able to handle this. No one can do it the way | do. |
don't want to burden anyone. They didn't offer, so they must not want to. Every one of those thoughts

is understandable — and every one of them keeps you isolated and heading toward burnout.

Asking for help isn't admitting you're failing. It's how you make
it possible to keep going.

Here's a reframe worth holding onto: people often want to help but don't know how. A vague “let me
know if you need anything” goes nowhere because it puts the work of figuring it out back on you. When
you name a specific task, you're not burdening someone — you're giving them a real way to show they

care.

What respite actually looks like

Respite simply means a break — someone or something covering the care so you can step away and

breathe. It comes in many sizes, and you don't need to jump to the biggest one.

e Informal respite: a family member, friend, or neighbor sitting with your loved one for a few hours

while you rest, run errands, or see your own doctor.

e Respite programs: many communities offer volunteer or subsidized respite through aging agencies,
disease-specific organizations, and faith communities.

e Adult day programs: structured daytime care that gives your loved one activity and company while
giving you a predictable block of hours back.

e In-home care: a paid aide for a set number of hours a week, sometimes covered in part by benefits

or waiver programs — which we'll cover in the Financial pillar.

e Short-term residential respite: some facilities offer overnight or multi-day stays so you can recover,
travel, or simply sleep.

e Pennsylvania Caregiver Support Program: run through your local Area Agency on Aging for people
caring for someone 60 or older, or anyone with Alzheimer's or a related dementia. It offers care
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management and can reimburse part of the cost of respite, supplies, assistive devices, and home
modifications. There's no income limit to apply; reimbursement slides with the care receiver's
household income.

e Medicare's GUIDE dementia programes: if your loved one has dementia and is enrolled with a
participating GUIDE program, Medicare can pay up to $2,500 a year toward respite, along with care
coordination and caregiver training. Ask the doctor or search "GUIDE Model" on cms.gov for
programs near you.

How to ask — in plain words
The secret to getting help is to make it specific and easy to say yes to. Compare “I could really use some
help” with “Could you sit with Mom this Thursday from two to four so | can get to my own

appointment?” The second one almost answers itself.

MAKE IT EASY TO SAY YES
Keep a running list of concrete tasks others could do: a ride, a meal, an hour of company, a pharmacy

run.
When someone offers, don't deflect — hand them something from the list.

Be specific about what, when, and how long. Specifics feel manageable; vague requests feel like a
burden.

Let people help imperfectly. Done differently is still done.

If asking family feels loaded — old tensions, uneven effort, guilt — you're not alone in that either. It can
help to hold one honest family conversation where you lay out what's needed and invite others to take
specific pieces, rather than hoping they'll notice. Not everyone will step up. But some will, and even a
little shared load lightens yours.

Where to find support beyond your circle

When your personal network is thin — and for many caregivers it is — there's a whole layer of support
built for exactly this. You don't have to know all of it today; you just have to know it exists and where to
start pulling threads.

e Your local Area Agency on Aging: a front door to respite, programs, and benefits in your
community. In the U.S., the Eldercare Locator (1-800-677-1116, call or text) connects you to yours.
In Pennsylvania, call PA Link at 1-800-753-8827.

o Disease-specific organizations: groups focused on Alzheimer's, cancer, Parkinson's, stroke, and

more offer helplines, support groups, and respite resources.

e Caregiver support groups: in person or online, these connect you with people who truly get it — the

subject of the Belonging pillar later in this book.
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e Your loved one's care team: social workers and case managers attached to hospitals and clinics can
often point you to services you'd never find alone.

e Medicare-paid caregiver training: since 2024, Medicare can pay your loved one's doctor, nurse
practitioner, or therapist to train you in their care, even without your loved one in the room, as long
as they consent. Ask, "Do you offer caregiver training services?"

Permission to step away

Maybe the most important thing this chapter can give you is permission. You are allowed to take a
break. You are allowed to hand the care to someone else for an afternoon and not spend that afternoon
feeling guilty. Stepping away doesn't make you any less devoted — it makes you sustainable. The

caregivers who last are not the ones who never rest. They're the ones who learned to let others help.

The takeaway

e Small daily habits have limits — respite and support exist for the loads too heavy to carry alone.
e Asking feels hard for understandable reasons, but staying isolated is what actually endangers you.
e Respite comes in many sizes, from a neighbor's afternoon to adult day programs and in-home care.

e Make requests specific and easy to say yes to, and lean on local agencies and care teams beyond
your circle.

End of Part One - Mind

Next: Part Two — Financial: Getting Your Footing
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PART TWO

Financial

Getting Your Footing

PART TWO - FINANCIAL
Chapter Five

The Benefits Landscape

Few things overwhelm a new caregiver faster than the world of benefits. The acronyms alone —
Medicare, Medicaid, SSI, SSDI, VA, LTSS — sound like alphabet soup, and every program has its own
rules, forms, and front doors. You don't need to master all of it. You need a map: what exists, who it's

for, and where to start. This chapter is that map.

A word of comfort before the details: nobody expects you to know this. The systems are genuinely
confusing, even to professionals. Your job in the first 90 days isn't to become an expert — it's to find out
what your loved one may qualify for and get the applications moving, because many benefits take time
to approve.

The major programs, in plain terms

Here's the landscape at a glance. Which ones apply depends on age, disability, income, and military

service.

e Medicare: federal health insurance mainly for people 65 and older, and some younger people with
disabilities. It covers hospital and medical care but very little long-term custodial care — a gap that
surprises many families. One piece of good news: Part D drug plans now cap yearly out-of-pocket
costs for covered prescriptions ($2,100 in 2026).

e Medicaid: joint federal-state coverage for people with limited income and resources. It's the largest
payer of long-term care in the country, covering nursing homes and, through waivers, in-home care.
Rules vary by state. In Pennsylvania, long-term services at home for adults 21 and older run through
Community HealthChoices.

e Supplemental Security Income (SSI): monthly cash payments for people who are aged, blind, or
disabled and have very limited income and assets. It often opens the door to Medicaid.

e Social Security Disability Insurance (SSDI): monthly payments for people who worked, paid into
Social Security, and can no longer work due to disability. Based on work history, not financial need.
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e Veterans (VA) benefits: if your loved one served, programs like Aid and Attendance can add money
for care, and the VA offers dedicated caregiver support. Always worth checking for a veteran.

e Waiver programs: state Medicaid “waivers” (also called HCBS waivers) pay for care at home instead
of in a facility. They're powerful but often have waiting lists — apply early.

e PACE (called LIFE in Pennsylvania): for people 55 and older who need nursing-home-level care but
can live safely at home, one program coordinates medical care, day services, and in-home help. In
Pennsylvania, the Independent Enrollment Broker (1-877-550-4227) can tell you if a LIFE program
serves your area.

Where to start in the first 90 days

You don't apply to everything at once. Start by finding a knowledgeable guide who can tell you what fits
your situation, then apply for the time-sensitive programs first.

e Call your Area Agency on Aging. Through the Eldercare Locator (1-800-677-1116), they'll help you
understand local options and screen for programs — free. In Pennsylvania, start with PA Link (1-800-
753-8827); in Allegheny County, the SeniorLine (412-350-5460).

e Talk to a hospital or clinic social worker. If your loved one has been in the hospital, this person is a

goldmine for pointing you to benefits.

o Apply early for anything with a waitlist. Waiver programs especially — getting on the list starts the
clock, even if approval takes months.

e Use a free screening tool. BenefitsCheckUp.org, from the National Council on Aging, checks
eligibility for hundreds of programs in a few minutes, including help with food, heating, and

prescriptions.

FIRST-90-DAYS BENEFITS MOVES

Make one call to the Eldercare Locator (1-800-677-1116) to find your local agency (in Pennsylvania, PA
Link: 1-800-753-8827).

Ask a social worker what your loved one likely qualifies for.
Start applications for any program with a waiting list right away.

Keep copies of everything you submit, with dates.

The takeaway

e You don't need to master the benefits system — you need a map and a knowledgeable guide.
e Medicare covers little long-term care; Medicaid and waivers are the main long-term-care payers.

e Always check VA benefits if your loved one served, and apply early for anything with a waitlist.
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e Your first move is one phone call to your Area Agency on Aging.

PART TWO - FINANCIAL
Chapter Six

A Caution on Means-Tested Benefits

This may be the most important chapter in the Financial pillar, because a single well-meaning mistake
here can cost your family thousands of dollars or knock someone off benefits they depend on. If you or
the person you care for receive means-tested benefits, read this before you make any financial move —
not after.

What “means-tested” means. Some benefits are tied to income and assets. Programs like SSI and
Medicaid have strict limits on how much money and how many resources a person can have and still
qualify. For SSI, countable resources must stay at or below $2,000 for an individual or $3,000 for a
couple (2026), a limit that hasn't risen in decades. Go over the limit — even by accident, even
temporarily — and the benefits can be reduced or cut off entirely.

With means-tested benefits, a gift, a check, or a good deed done
the wrong way can do real harm. Get advice before you act, not
after.

The traps that catch good people

These mistakes are common precisely because they come from love and generosity. Knowing them
ahead of time is how you avoid them.

e Giving or receiving money directly. Depositing money into the benefit recipient's account, or having

them hold funds, can push them over the resource limit. Well-intended gifts can disqualify them.

e Naming them in a will or as a beneficiary. An inheritance or life-insurance payout that goes straight
to a person on benefits can end their eligibility. There are proper tools — like a special needs trust

— designed to prevent exactly this.

e Earning income without checking first. If a benefit recipient earns money — even from a small side
effort — it can affect their payments. Rules differ by program, and there are work incentives

designed to help, but only if you use them correctly.

e Missing reporting requirements. Many programs require you to report changes in income or

resources promptly. Missing this can create overpayments the person later has to repay.
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Get the right expert — usually for free

You do not have to figure this out alone, and you shouldn't try. The right professional can save you from
an expensive mistake, and much of this help costs nothing.

For work and income questions, talk to a WIPA counselor. WIPA stands for Work Incentives Planning
and Assistance — a free service that helps people on disability benefits understand how work and
income affect their benefits. If you or your loved one receive SSI or SSDI and any earned income is on
the horizon, call the Ticket to Work Help Line at 1-866-968-7842 and ask to be connected to a WIPA

counselor before earning a dollar.

e For estate and inheritance questions: an elder-law or special-needs attorney can set up trusts and
beneficiary arrangements that protect eligibility.

e A newer tool — ABLE accounts: since January 1, 2026, anyone whose disability began before age 46
(up from 26) can open an ABLE account. Up to $100,000 saved in one doesn't count against the SSI
resource limit, and the money can pay for housing, transportation, health care, and other disability-
related costs. Ask a benefits counselor whether one fits your situation.

e For benefits screening: your Area Agency on Aging and benefits counselors can confirm what applies
and flag risks.

BEFORE ANY FINANCIAL MOVE, ASK:

Could this push the person over an income or resource limit?
Am | about to give, receive, or leave money the wrong way?
Have | checked with a WIPA counselor (1-866-968-7842) about earned income?

Do | need an elder-law or special-needs attorney before | act?

None of this means you can't help your loved one financially or that they can't ever work or benefit from
your generosity. It means there are right ways and wrong ways — and the right ways protect everything

you're trying to build. A little advice up front prevents a lot of heartache later.

The takeaway

e Means-tested benefits have strict income and asset limits — crossing them, even by accident, can

cut off support.

e Gifts, inheritances, and earned income are the most common traps, and they usually come from

good intentions.
e For any earned income, talk to a free WIPA counselor first: 1-866-968-7842.

e Forinheritances and estate planning, use an elder-law or special-needs attorney and tools like a

special needs trust or an ABLE account.
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PART TWO - FINANCIAL
Chapter Seven

Tracking Costs and Coverage Gaps

Caregiving is expensive in ways that sneak up on you. It's rarely one big bill — it's a hundred small ones:
the prescription copays, the parking at the hospital, the incontinence supplies, the gas, the meal you
grabbed because there was no time to cook. Individually they're easy to ignore. Together they can
quietly drain a household. This chapter is about seeing the money clearly, so it stops controlling you
from the shadows.

Why tracking matters more than you think

You can't manage what you can't see. When caregiving costs are invisible, they cause stress without
giving you anything to act on. Once they're written down, three good things happen: you spot patterns,
you find things insurance should be covering, and you build the documentation you need for tax
deductions, benefit applications, and family conversations about sharing the load.

Writing down what you spend doesn't make it cost more. It gives
you the power to do something about it.

A simple system that actually gets used

The best tracking system is the one you'll keep up with. Don't build a spreadsheet so elaborate you
abandon it in a week. Start plain.

Pick one place: a notebook, a notes app, or a simple spreadsheet. One place, always the same.

Capture four things: date, what it was for, how much, and who paid. That's enough to be useful.

Do it in the moment: snap a photo of the receipt or jot the amount right away. Catching up later

never happens.

Review monthly: once a month, glance back. Look for surprises, subscriptions you forgot, and costs

that should have been covered.

Finding the gaps insurance leaves

Insurance and benefits cover less than families expect, and the gaps are where the pain lives. Knowing

the common ones helps you plan and push back.

e Long-term custodial care: help with bathing, dressing, and daily living is often not covered by
Medicare — a major and surprising gap.

e Dental, vision, and hearing: frequently excluded or barely covered, yet essential and costly.
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e Supplies and equipment: incontinence products, wound care, and some mobility aids may come out
of pocket.

e Home modifications: ramps, grab bars, and bathroom changes are rarely covered, though some
waiver programs help.

e Your own hidden costs: lost wages, reduced hours, and travel. These are real economic costs even
when no bill arrives.

Caregiving while holding down a job
Most family caregivers also work, and the collision between the two is one of the biggest hidden costs of

all: cut hours, missed promotions, a job quietly left. You have more protection than most people realize,
but only if you ask.

e Family and Medical Leave Act (FMLA). If you've worked at least a year for an employer with 50 or
more employees, federal law generally gives you up to 12 weeks of unpaid, job-protected leave per
year to care for a spouse, child, or parent with a serious health condition. (In-laws and grandparents
aren't covered.) It can often be taken in pieces — a morning for an appointment, a week after a
hospital stay.

e State paid-leave programs. A growing number of states pay a portion of wages during family leave.
Ask HR or search your state's department of labor for "paid family leave." Pennsylvania doesn't have
a state program yet (a bill passed the state House in 2026), but if you work in Pittsburgh or

Philadelphia, local paid sick-time laws let you use sick days to care for a family member.

e Talk to your employer before you have to. A short, calm conversation — "My mother is ill and | may
need flexibility; here's what I'm thinking" — goes better than an emergency call from the ER. Ask

about remote days, shifted hours, or a reduced schedule.

e Employee assistance programs (EAPs). Many employers offer free, confidential counseling and

referral services, and some include eldercare consultation. It's a benefit you've already paid for.

e Protect your own future. Before leaving a job, get advice. Walking away can cost health insurance,

retirement contributions, and Social Security credits that are hard to rebuild.
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MONEY-SAVING MOVES WORTH CHECKING
Ask the pharmacist about generics, discount programs, and manufacturer assistance for costly
medications.

On Medicare? Covered drug costs are capped at $2,100 for 2026. Ask the plan about the Medicare
Prescription Payment Plan to spread those costs across the year.

Confirm what your loved one's plan actually covers before paying out of pocket — denials can be
appealed.

Track medical miles and eligible expenses; some may be tax-deductible. Ask a tax professional.

Ask disease-specific organizations about grants for supplies and equipment.

If money is tight, you're not alone and there is help — the next chapter is entirely about where to turn
when the numbers don't work. For now, the win is simply seeing the picture clearly.

The takeaway

e Caregiving costs add up through many small expenses, not one big bill — tracking makes them
visible and manageable.

e Use one simple place and capture date, purpose, amount, and payer in the moment.

e Know the common coverage gaps — long-term care, dental/vision/hearing, supplies, home
modifications.

e Documentation pays off in tax deductions, benefit applications, and fairer family conversations.

PART TWO - FINANCIAL
Chapter Eight

Emergency Funds and Where to Turn in
a Crisis

Sometimes the money simply isn't there. A car breaks down, a utility bill comes due, a medication costs
more than the account holds, and the careful budget falls apart. If you've been there, you know the
particular fear of it — the sense that you're one bad week from disaster. This chapter is about two
things: building a small buffer when you can, and knowing exactly where to turn when you can't.

Building a buffer, even a tiny one

The advice to “build an emergency fund” can feel almost insulting when there's nothing left to save. So
forget the big number. The goal isn't three months of expenses — it's a small cushion that turns a
catastrophe into an inconvenience.
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e Start with any amount: even a few dollars a week into a separate account adds up and, more
importantly, builds the habit.

e Automate it: a small automatic transfer you never see is easier to keep than one you decide on each
week.

e Protect benefit eligibility: if the person you care for is on means-tested benefits, be careful where
savings sit — this is another place to check with a counselor so a cushion doesn't become a problem.

e Treat windfalls wisely: a tax refund or gift can seed the buffer — again, mindful of benefit rules.

Where to turn when there's a crisis

When you're truly stuck, there is a safety net — it's just scattered and under-advertised. Here's where

families find real help.

e 2-1-1: dial 211 (or visit 211.org) to reach a free, confidential line connecting you to local help with

rent, utilities, food, and more. It's one of the best-kept secrets in the country.

e Utility and medical hardship programs: many utilities, hospitals, and pharmaceutical companies
have hardship funds and payment plans — ask directly.

e Disease-specific assistance: organizations tied to your loved one's condition often have emergency

grants for care-related costs.

e Local community action agencies: these administer help with heating, housing, and emergencies for

families with limited income.

e Heating help (LIHEAP): the federal Low Income Home Energy Assistance Program helps with heating
bills and crisis shutoffs. Apply through your state; in Pennsylvania, apply online through COMPASS or
at your County Assistance Office.

e Faith and community groups: even outside your own congregation, many offer benevolence funds

and practical help, no strings attached.

KEEP THIS CRISIS LIST HANDY
2-1-1 (call 211 or visit 211.org) — the single best starting point for local emergency help.

Eldercare Locator: 1-800-677-1116 — for aging and caregiving services.
Your utility company's hardship or budget-billing program.

The hospital's financial-assistance or charity-care office.

A word about asking

Reaching out for financial help can feel like failure. It isn't. These programs exist precisely for
hardworking people carrying more than any budget was built for. Using them is not charity you should
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be ashamed of — it's a bridge across a hard stretch. Your energy belongs with the person you love, not
with pride that keeps you from a resource made for exactly this moment.

The takeaway

e Aim for a small cushion, not a perfect emergency fund — even a few dollars a week turns crises into
inconveniences.

o If benefits are involved, be careful where savings sit and check the rules first.
e 2-1-1is the single best starting point for local emergency help with rent, utilities, and food.

e Hospitals, utilities, drug makers, and community groups all have hardship help — asking is wisdom,
not weakness.

End of Part Two - Financial
Next: Part Three — Growth: Becoming Confident in the Role

Restoring Those Who Give 27



PART THREE

Growth

Becoming Confident in the Role

PART THREE - GROWTH
Chapter Nine

Getting Heard at the Doctor's Office

You will spend more time than you ever expected in waiting rooms, on hold with offices, and standing
beside hospital beds trying to understand what someone in a white coat just said. Medical settings can
make even confident people feel small and rushed. But you are not a bystander in your loved one's care
— you are part of the team, often the part who knows the most about how they're really doing. This

chapter helps you take that seat with confidence.

You belong in the room

Many caregivers hold back at appointments, afraid of being a nuisance or overstepping. Let go of that.
You see the day-to-day that no clinician does: the missed meals, the confusion at night, the medication
that seems to make things worse. That information is medically valuable. A good provider wants it.

Speaking up isn't being difficult — it's doing your job on the care team.

You are not interrupting their work. You are giving them the
information only you have.

Prepare before you go
The single biggest thing that improves appointments is walking in prepared. Five minutes beforehand

changes everything.

e Write your questions down: in the moment you'll forget them. On paper, you won't leave without

answers.

Bring a current medication list: everything they take, with doses. This prevents dangerous errors.

Note what's changed: new symptoms, changes in mood, sleep, appetite, or function since the last
visit.

e Know your top concern: if you get only one thing addressed, what must it be? Lead with that.
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Speak up so you're understood
Getting heard is a skill, and these moves make a real difference in a short visit.

)

e Be specific: “He's fallen twice this week, both times getting up at night” beats “he seems unsteady.’
e Ask them to explain plainly: “Can you say that in everyday words?” is a completely fair request.

e Repeat it back: “So I'm hearing we should...” confirms you understood and catches mistakes.

e Ask what to watch for: “What signs mean | should call you — or go to the ER?”

o Get the next step in writing: before you leave, be clear on the plan, the meds, and the follow-up.

BEFORE EVERY APPOINTMENT

Written list of questions, most important first.
Up-to-date medication list with doses.
Notes on what's changed since last time.

A pen to write down the plan — or ask for it in writing.

The takeaway

e You belong on the care team — you hold daily information no clinician sees.
e Preparation is the biggest lever: written questions, a current med list, and your top concern.
e Be specific, ask for plain language, and repeat the plan back to confirm it.

e Never leave without knowing the next step and what warning signs to watch for.

PART THREE - GROWTH
Chapter Ten

Navigating Healthcare and Social
Services

Caregiving turns you into a navigator of systems you never asked to learn: insurance, hospitals, home

care, social services, each with its own language and locked doors. It's frustrating by design, not because
anyone hates you, but because these systems grew up separately and rarely talk to each other. The skill
you're building is knowing who to ask, what to keep, and how to be politely persistent. Master that, and

doors start opening.
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Find the people who are paid to help

Buried inside these systems are professionals whose entire job is to guide families like yours — and most
caregivers never find them.

e Social workers: attached to hospitals, clinics, and agencies, they connect you to resources and

coordinate care. Ask, “Is there a social worker | can talk to?”

e Case managers: some insurance plans and programs assign one to coordinate complex care. Find
out if your loved one qualifies.

e Care coordinators / navigators: many disease organizations and hospitals offer these guides for
free.

e Benefits counselors: through Area Agencies on Aging, they help you understand and apply for
programs.

Become the keeper of records

In a fragmented system, you become the thread of continuity — the one who remembers, holds the

documents, and carries the history from place to place. A simple system saves you enormous stress.

e One folder or binder: physical or digital, holding key documents — diagnoses, medications,
insurance, contacts, legal papers.

e Arunning log: dates, who you spoke to, what was decided. When systems contradict each other,
your notes settle it.

e Copies of everything: applications, denials, approvals — with dates. Never give away your only copy.

The five documents to get in place early

There's one kind of paperwork that isn't about benefits or bills, and it matters more than almost
anything else in the first 90 days: the documents that give you the legal standing to act. Without them, a
doctor can refuse to tell you a test result, a bank can refuse to let you pay a bill from your loved one's
account, and a hospital can make decisions without you in the room. Most of these must be signed
while your loved one still has the capacity to sign them, so this is not a someday task.

o HIPAA release. A simple form, usually from the doctor's office, that lets providers share medical
information with you. (The law allows some sharing with family involved in care, but many offices
won't discuss details without one.) Ask for it at the very first appointment. It's the fastest one to get
and the one you'll need first.

e Health care power of attorney (health care proxy). Names the person who makes medical decisions
if your loved one can't. Without it, decisions may fall to whoever the state's default rules say, which
may not be you.
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e Living will / advance directive. States your loved one's own wishes about treatment at the end of
life. It spares you from guessing in the worst moment, and it spares the family from fighting about it.

e Durable financial power of attorney. Lets you manage money, pay bills, deal with insurance, and
sign on your loved one's behalf. "Durable" means it stays in effect if they lose capacity. Banks and
Social Security have their own extra steps; ask early.

e A will, and, where benefits are involved, a special needs trust. Not urgent in week one, but the
moment you're arranging anyone's estate around a person on means-tested benefits, get an elder-
law or special-needs attorney involved (see Chapter 6).

Many of these forms are free from your state's bar association, Area Agency on Aging, or the hospital's
social work office, and signing rules vary by state. In Pennsylvania, a health care power of attorney needs
two adult witnesses; a financial power of attorney must be signed before a notary and two adult
witnesses, with an acknowledgment signed by the agent. If your loved one has already lost the ability to
understand and sign, ask a social worker or elder-law attorney about guardianship — a harder road,
which is exactly why the documents above are worth doing now.

GET THESE IN PLACE EARLY
Ask the doctor's office for a HIPAA release at the first visit.

Find out whether a health care power of attorney and financial power of attorney already exist. Ask,
then look in the safe, the desk, the lawyer's office.

If they don't exist, ask the Area Agency on Aging or hospital social worker where to get the forms in your
state.

Keep signed copies in your folder and give one to the doctor and the hospital. A document nobody can
find helps nobody.

In a system that forgets, the caregiver who keeps good records
holds the power.

Persistence and appeals

You will hear “no.” Sometimes it's final; often it isn't. A first denial is frequently just the start of a

process, and families who calmly persist get outcomes that families who give up never see.

e Ask why in writing: understand the exact reason for a denial — it's often fixable.

e Know you can appeal: most benefit and insurance denials have an appeals process with deadlines.
Mark them.

e Escalate politely: ask for a supervisor, a patient advocate, or an ombudsman when you're stuck.

e Keep your tone steady: firm and kind gets further than angry. You may talk to these people again.
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YOUR NAVIGATION TOOLKIT

Ask everywhere: “Is there a social worker or care coordinator who can help?”
Keep one folder and one running log of every contact and decision.
Treat a first “no” as the beginning, not the end — ask about appeals.

Save the name and direct line of anyone helpful. Relationships open doors.

The takeaway

e These systems are fragmented by history, not malice — the skill is knowing who to ask and staying
persistent.

e Seek out social workers, case managers, and navigators whose job is to guide you — for free.
e Keep one folder and a running log; in a forgetful system, good records are power.

o Get the five documents in place early: HIPAA release, health care power of attorney, living will,
financial power of attorney, and a will — while your loved one can still sign.

e Afirst denial is often just the start — ask why, learn the appeal, and escalate politely.

PART THREE - GROWTH
Chapter Eleven

Learning the SKkills That Make Care Less
Scary

Much of the fear in early caregiving comes from not knowing how. How do you transfer someone safely
from bed to chair? What do you do if they choke, or fall, or their medication schedule turns into a
puzzle? The tasks feel enormous until someone shows you — and then they become just things you
know how to do. This chapter is about deliberately building those skills, because competence is one of
the fastest cures for fear.

Why a little training changes everything

You would never send someone into a demanding job with no training and expect them to feel calm. Yet
that's exactly what happens to caregivers. Learning even a few core skills does two things at once: it
keeps your loved one safer, and it quiets the anxiety that comes from guessing. Confidence isn't a
personality trait here — it's a byproduct of knowing what to do.

Fear shrinks the moment you learn the skill. Competence is the
antidote to panic.
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Skills worth learning early

You don't need all of these, and you don't need them at once. Pick what fits your situation.

Safe transfers and mobility: how to help someone stand, move, and avoid falls without hurting

them or your own back.
Basic first aid and CPR: including what to do if someone chokes. Worth it for the confidence alone.

Medication management: organizing doses, using a pill organizer, tracking a schedule, spotting

interactions.

Condition-specific care: dementia communication, diabetes management, wound care — whatever

your loved one's situation calls for.

Everyday personal care: bathing, dressing, and toileting done with dignity and safety, for both of

you.

Where to learn — often free

Good training is more available than most families realize, and much of it costs nothing.

Disease-specific organizations: Alzheimer's, cancer, stroke, and other groups run free classes,
guides, and helplines.

Area Agencies on Aging: many offer caregiver training and skills workshops.
Red Cross and community centers: affordable CPR, first aid, and home-care basics.

Your loved one's care team: ask a nurse or therapist to demonstrate a transfer or task — they often
will, right there.

Reputable online videos: from hospitals and health organizations, useful for seeing a task done step
by step.

PICK ONE SKILL TO LEARN THIS MONTH

Choose the task that scares you most right now — that's the one to learn first.
Ask a nurse or therapist to show you in person, or find a class through a trusted organization.
Practice while help is nearby, until it feels routine.

Free CPR/first-aid training pays for itself in confidence alone.

The takeaway

Much early fear is really “I don't know how” — learning the skill dissolves the fear.
A little training keeps your loved one safer and calms your own anxiety at the same time.

Prioritize transfers, first aid/CPR, medication management, and any condition-specific care.
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e Much of this training is free — through disease organizations, aging agencies, and the care team.

PART THREE - GROWTH
Chapter Twelve

Building a Routine That Holds

In the early days, caregiving feels like lurching from one urgent thing to the next — no rhythm, no
predictability, just reaction. Over time, the caregivers who find some peace are the ones who build a
routine: a repeatable structure that turns chaos into something manageable. A good routine doesn't
cage you. It frees you, by making the essential things automatic so you have energy left for everything
else.

Why routine reduces stress

Uncertainty is exhausting. When every day is improvised, your mind burns energy just deciding what's
next. A routine offloads that. It creates predictability for your loved one — which often reduces their
anxiety and resistance too — and it frees your attention for the moments that actually need it. Structure
is a gift you give both of you.

A routine isn't a cage. It's the scaffolding that keeps a hard day
from collapsing.

The anchors of a caregiving day

You don't need to schedule every minute — that backfires. You need a few reliable anchors that the day

can hang on.

e Medications at set times: consistency prevents dangerous misses and makes tracking simple.

e Meals and hydration: regular timing supports health, mood, and medication effectiveness.

Personal care blocks: a predictable rhythm for bathing and dressing reduces resistance and rushing.

Rest — theirs and yours: build in downtime for your loved one and protected minutes for you (see
the Mind pillar).

A weekly rhythm: appointments, supply runs, and a standing block for your own life beyond
caregiving.

Make it sustainable, not perfect

The routine that helps is the one that survives real life. Hold it firmly enough to give shape, loosely

enough to bend on hard days.
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e Build in flexibility: expect disruptions — bad days, emergencies, appointments. A good routine
flexes and resets.

e Write it down and share it: a simple posted schedule lets others step in and help without a briefing.

e Automate what you can: pill organizers, medication reminders, recurring deliveries, and auto-refills
remove daily decisions.

e Protect your own block: put your restoration time into the routine like any other appointment. If it's
not scheduled, it vanishes.

SKETCH YOUR ROUTINE

List the non-negotiables: medications, meals, personal care, sleep.
Place them at consistent times, then build the rest of the day around them.
Add one protected block that's yours — and defend it.

Write it on one page so anyone helping can follow it.

A routine won't make caregiving effortless — nothing will. But it replaces daily chaos with something
you can lean on, and that steadiness is its own kind of rest. With the structure in place, you've built real
competence in this role. What remains is the piece no caregiver should go without: other people. That's
the final pillar.

The takeaway

e A routine turns reactive chaos into something you can lean on — it frees you rather than cages you.
e Predictability lowers stress for both you and your loved one, and often reduces their resistance.
e Anchor the day on medications, meals, personal care, and rest — for them and for you.

e Aim for sustainable, not perfect: write it down, automate what you can, and protect your own block.

End of Part Three - Growth
Next: Part Four — Belonging: You Were Never Meant to Do This Alone
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PART FOUR

Belonging

You Were Never Meant to Do This Alone

PART FOUR - BELONGING
Chapter Thirteen

Finding Your People

Caregiving is one of the loneliest jobs there is — not because you're always alone, but because so few
people around you understand it. Friends mean well and change the subject. Family may not see it. You
can be surrounded by people and still feel that no one truly gets what your days are like. The cure isn't
more willpower. It's finding your people: others who have walked this road and don't need it explained.

This chapter is about how to find them.

Why connection with other caregivers matters

There's a specific relief that comes from talking to someone who just knows — who nods before you
finish the sentence. Other caregivers offer what even loving outsiders can't: understanding without
explanation, practical wisdom earned the hard way, and proof that you're not failing and not alone.

Connection isn't a luxury here. It's protection against the isolation that quietly breaks people.

The people who truly understand caregiving are other
caregivers. Find them, and the loneliness loosens its grip.

Where to find your people

They're out there, often closer than you think, waiting in rooms and threads built for exactly this.

e Support groups: in-person groups through hospitals, aging agencies, faith communities, and disease
organizations — sometimes general, sometimes specific to a condition.

e Online communities: forums and social-media groups let you connect at 2 a.m. when you can't
leave the house. Choose supportive, well-moderated ones.

e Condition-specific groups: matched to your loved one's diagnosis, these bring the most directly
relevant experience and tips.

e Local caregiver programs: many Area Agencies on Aging run groups, classes, and social events for

caregivers.
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Making the first contact

The hardest part is walking in the first time. A few gentle truths make it easier.

e You don't have to share to belong: you can just listen at first. Being in the room is enough.

e Try more than one: groups have different personalities. If the first isn't right, try another before
deciding it's not for you.

e Online counts: if leaving is impossible, a good online group is real connection, not a lesser version.

e Start with a helpline: many disease organizations have a phone line where a single conversation can
point you to your people.

ONE CONNECTION THIS WEEK

Search for a caregiver support group through your Area Agency on Aging or your loved one's diagnosis
organization.

Or join one reputable, well-moderated online caregiver community.
You can simply listen the first time — showing up is the whole goal.

If it's not a fit, try a different one. The right group is worth the search.

The takeaway

e Caregiving is lonely because few around you understand it — the answer is finding others who do.

e Other caregivers offer understanding without explanation, hard-won wisdom, and proof you're not
alone.

e Look through support groups, online communities, and condition-specific and local programs.

e You don't have to share to belong — just show up, and try more than one until it fits.

PART FOUR - BELONGING
Chapter Fourteen

Letting Others Help

We touched on asking for help in the Mind pillar, when it was about protecting yourself from burnout.
Here we go deeper, because accepting help is its own skill — and for many caregivers, receiving is
harder than giving. You may be the person who always shows up for others, who prides yourself on
managing. Learning to let people in isn't weakness. It's what makes the difference between a caregiver
who lasts and one who quietly falls apart.
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Why receiving is so hard

If accepting help makes you uncomfortable, there's usually a reason underneath: a belief that needing
help means failing, that you'd be a burden, that no one can do it right, or simply that you don't know
how to hand off control. These beliefs feel like truth, but they're the very things that keep good people
isolated and overwhelmed. Naming them is the first step to loosening them.

Letting someone help you isn't taking from them. For people
who love you, it's a gift you give them too.

Letting help in — imperfectly

The great trap is insisting help be done your way or not at all. Perfectionism is the enemy of support.

e Let go of your standard: the dishes done differently are still done. Reserve your energy for what
truly must be yours.

e Delegate whole tasks: hand someone a complete job — groceries, a ride, an afternoon — rather
than hovering over each step.

e Accept different, not worse: another person's way of helping isn't wrong just because it isn't yours.

e Say a simple yes: when someone offers, practice answering “yes, thank you” instead of “we're fine.”

Help comes in many forms

Not everyone can sit with your loved one, but almost everyone can do something. Widen your idea of
help and more of it appears.

e Hands-on care: sitting with your loved one, help with personal care, covering an appointment.
e Practical tasks: meals, errands, rides, yard work, paperwork, phone calls.
e Emotional support: a friend who listens without fixing, a regular check-in call.

e Financial or material help: covering a bill, a gift card, supplies — handled carefully if benefits are

involved.

MAKE A HELP LIST

Write down every task someone else could do — big and small.
Keep it handy so when “let me know if you need anything” comes, you have an answer.
Match tasks to people: who's good at what, who has time, who lives close.

Then actually hand them out. A list no one sees helps no one.
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The takeaway

Accepting help is a distinct skill — and for many caregivers, receiving is harder than giving.

The beliefs that block help (“I'd be a burden,” “no one does it right”) are what keep you isolated.

Let help in imperfectly — done differently is still done.

Widen your idea of help, keep a task list ready, and practice a simple “yes, thank you.”

PART FOUR - BELONGING
Chapter Fifteen

Leaning on Those Who've Walked Ahead

Somewhere near you is a caregiver who was where you are now — a year ago, five years ago, a lifetime
ago — and came through it with hard-won wisdom they'd gladly share. A mentor. Someone a few steps
down the road who can tell you which worries are worth having, which battles to skip, and that the
impossible thing in front of you can, in fact, be survived. This chapter is about finding that person,

because their perspective is worth more than any pamphlet.

What a mentor gives you

A guide who's traveled this road offers things no professional and no book quite can: the reassurance of
someone who made it through, practical shortcuts learned by trial and error, and a calm, longer view
when you're lost in the day-to-day. They normalize the hard parts — the resentment, the exhaustion,
the strange grief — simply by having felt them too. And they remind you that this chapter of your life,

however heavy, will not be the whole story.

An experienced caregiver has already made the mistakes you're
afraid of — and can help you skip a few.

Finding your guide

Mentorship in caregiving is rarely formal. It usually starts with a conversation.

e Look in support groups: the seasoned members are often glad to take a newer caregiver under their

wing.
e Ask your circle: a friend, coworker, or neighbor who has cared for someone may become a lifeline.

e Formal mentor programs: some organizations pair experienced caregivers with new ones — ask
disease groups and aging agencies.
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e Helplines and forums: even a single call or thread with a veteran caregiver can shift your whole
outlook.

Being a good mentee — and someday, a mentor
Leaning on someone wisely keeps the relationship strong — and plants a seed for what you'll one day

give back.

Respect their time: take the wisdom, but don't lean so hard you wear out the person carrying you.

Take what fits: your situation is unique. Use the advice that applies and gently set aside the rest.

Let it be mutual: even as a newer caregiver, you have something to offer. Support can flow both

ways.

Remember this feeling: one day you'll be the experienced one, and your hard-won wisdom will be

exactly what a frightened new caregiver needs.

REACH OUT TO ONE EXPERIENCED CAREGIVER

Think of someone you know who has cared for a loved one — and reach out.
Or ask in a support group or helpline to connect with a seasoned caregiver.
Come with a real question; wisdom flows more easily when it's specific.

Notice what helps — you'll pass it on someday.

The takeaway

e A mentor a few steps ahead offers reassurance, shortcuts, and a calmer long view.
e They normalize the hard feelings simply by having lived them too.
e Find one in support groups, your own circle, formal programs, or helplines.

e Take what fits, respect their time, and remember: one day you'll be that guide.

PART FOUR - BELONGING
Chapter Sixteen

From Surviving to Giving Back

This final chapter looks up from the immediate crisis toward something bigger. Right now, in the first 90
days, survival is the whole goal — and that's exactly as it should be. But there often comes a time,
further down the road, when caregivers discover that their hardest experience has given them
something to offer others. Not everyone reaches this, and no one should force it. But it's worth knowing
the road can lead there: from surviving, to steadying, to giving back.
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The gift hidden in the hardship

Caregiving takes an enormous amount from you. But many caregivers find, often to their surprise, that it
also forges something — a deeper compassion, a fierce competence, a clarity about what actually
matters. You are learning things about love, endurance, and human dignity that can't be taught any
other way. None of this makes the hardship “worth it.” It simply means the hardship is not only loss.
Something is being built in you, too.

What you're living through is teaching you things that one day
may be exactly what someone else needs to hear.

Ways caregivers give back

When and if you have the capacity — not before — there are countless ways experience becomes a gift

to others. Only reach for these when your own cup can spare it.

e Mentor a new caregiver: become for someone else the steady voice you needed at the start.

e Share your story: in a group, in writing, in conversation — honest experience helps others feel less

alone.
e Advocate: push for better policies, support, and recognition for caregivers who come after you.

e Support an organization: volunteer with or lend your voice to groups that serve caregivers and

families.

A closing word

If you take only one thing from this book, let it be this: you matter, too. Not only as a caregiver, but as a
whole person with a life, needs, and worth entirely your own. The work you're doing is some of the most
important and least recognized work there is. You are holding a life together with love and sheer will,
and doing it while the world mostly looks away.

So care for the person who needs you — and care for yourself with the same devotion. Rest without
guilt. Ask for help. Find your people. Take it one day, one box, one honest sentence at a time. You will
not do this perfectly, because no one does. But you are doing it, and that is more than enough.

You give so much. Let this book, and the community behind it, be part of giving back to you.

You are not alone. You never were.

End of Part Four - Belonging

What follows: your resources, checklist, and next steps
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RESOURCES & NEXT STEPS
Everything you need, in one place

APPENDIX A

The New Caregiver's 90-Day Checklist

Here is the whole guide, distilled into checkboxes. Each item is tagged WEEK 1, MONTH 1, or BY DAY 90
so you know what to do first. Don't try to do it all at once — work through it at your own pace. A
printable copy is always free at caringforcaregiversalliance.org.

MIND — Caring for yourself so you can keep giving

[J Name what you're feeling this week — one honest sentence. week 1

[] Tell one person the truth about how it's going. week 1

[J Choose one small daily restoration habit and anchor it to something you already do. MoNTH 1
L] Learn the early warning signs of burnout. If it turns dark, call or text 988. MoNTH 1

] Keep your own doctor appointments on the same calendar as your loved one's. MONTH 1

[ Line up regular respite — even a few hours a week. By pay 90

FINANCIAL — Getting your footing

[ call your Area Agency on Aging (Eldercare Locator 1-800-677-1116; in PA, PA Link 1-800-753-8827).
WEEK 1

] Gather insurance cards, ID, diagnoses, and legal papers in one folder. week 1
In PA, apply for the Caregiver Support Program through your Area Agency on Aging. MONTH 1
If you're employed, ask HR about FMLA, paid sick time, and flexible schedules. MoNTH 1
Screen for benefits (BenefitsCheckUp.org) and apply early for anything with a waiting list. MonTH 1

([

L]

([l

[ Learn what Medicare does and doesn't cover, especially long-term custodial care. By pay 90

[] Start a simple care-cost log; save 2-1-1 and your hospital's financial-assistance office. ey pav 90
(|

On SSI or SSDI and thinking about work? Call WIPA (1-866-968-7842) first. Bv pav 90

GROWTH — Becoming confident in the role

[ Put the full medication list on one sheet, including over-the-counter drugs and allergies. week 1

[] Sign a HIPAA authorization with each doctor and the pharmacy. week 1
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[ Find the social worker or care coordinator attached to your loved one's care. week 1

L] Get the legal documents signed: health care POA, living will, and financial POA. MoNTH 1

[ Write down questions before each appointment; make the home safer against falls. MoNTH 1
[ Sketch a basic daily routine — and a backup plan if you get sick. MONTH 1

L] Learn the one care skill that scares you — ask about Medicare-paid caregiver training. By pay 90

BELONGING — You were never meant to do this alone

[J Make a help list and hand out real tasks when people offer. weEk 1

[J Find one caregiver support group — in person or online. MoONTH 1

[] Join the Caring for Caregivers Alliance community at caringforcaregiversalliance.org. MonTH 1
[J Connect with one experienced caregiver who's walked ahead of you. By paY 90

] Remember: one day you'll be the experienced one. By pay 90

APPENDIX B

Resource Directory

A starting set of national and Pennsylvania resources. Programs, numbers, and eligibility change over
time, so confirm details when you call. Many of these can also point you to help specific to your state

and community.

Start here — general help

e Eldercare Locator — 1-800-677-1116 (call or text) or eldercare.acl.gov. Connects you to your local

Area Agency on Aging and aging services.

e 2-1-1 — Call 211 or visit 211.org. Free, confidential help with rent, utilities, food, and local

emergencies.

e Area Agency on Aging — Your local hub for respite, benefits screening, caregiver programs, and

classes.

Pennsylvania resources

e PA Link to Aging and Disability Resources — 1-800-753-8827. Pennsylvania's statewide front door
to services for older adults and people with disabilities.

e Allegheny County SeniorLine — 412-350-5460 (toll-free 1-800-344-4319). The Area Agency on Aging
for the Pittsburgh area.
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PA Caregiver Support Program — apply through your Area Agency on Aging, or call the PA
Department of Aging at 717-783-1550 to find your local office.

Community HealthChoices (CHC) — Pennsylvania's Medicaid program for long-term care at home.
CHC Helpline: 1-844-824-3655. For a home assessment and help applying, call the Independent
Enrollment Broker: 1-877-550-4227.

LIFE (Pennsylvania's PACE program) — all-in-one care for adults 55+ who need nursing-home-level
care but want to stay home. Independent Enrollment Broker: 1-877-550-4227, or
palifeprograms.org.

PA MEDI — free, unbiased Medicare counseling. Ask your Area Agency on Aging to connect you with
a counselor.

Crisis and mental health

988 Suicide & Crisis Lifeline — Call or text 988, any time. Free, confidential support in a crisis.

SAMHSA National Helpline — 1-800-662-4357. Free, confidential help for mental health and
substance use.

Benefits and work incentives

Ticket to Work / WIPA — 1-866-968-7842. Free help understanding how work and income affect

disability benefits — call before earning income.

Social Security Administration — 1-800-772-1213 or ssa.gov. For SSI, SSDI, and Medicare
enrollment.

Medicare — 1-800-633-4227 (1-800-MEDICARE) or medicare.gov. Coverage, claims, drug plans, and

the Medicare Prescription Payment Plan.
Medicaid — Apply through your state Medicaid agency; ask about HCBS waivers for in-home care.

BenefitsCheckUp — benefitscheckup.org. Free screening tool for programs your loved one may
qualify for.

ABLE National Resource Center — ablenrc.org. Compare state ABLE accounts; since 2026, open to

anyone whose disability began before age 46.

Veterans

VA Caregiver Support Line — 1-855-260-3274 or va.gov/family-and-caregiver-benefits. Support,

training, and programs for those caring for veterans.

Condition-specific support

Alzheimer's Association — 1-800-272-3900, 24/7 helpline, plus support groups and education.
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e Medicare GUIDE dementia programs — search "GUIDE Model" at cms.gov for participating
programs near you; they can include up to $2,500 a year in respite.

e Family Caregiver Alliance — caregiver.org. Guides, fact sheets, and a services-by-state locator.

e National Alliance for Caregiving — caregiving.org. Research, resources, and advocacy for family
caregivers.

Caring for Caregivers Alliance

e Caring for Caregivers Alliance — 412-326-5030 - contact@caringforcaregiversalliance.org -
caringforcaregiversalliance.org. Free tools, community, and support for caregivers in the Pittsburgh

area and beyond.

For your loved one's specific diagnosis — cancer, Parkinson's, stroke, ALS, and many more — search for
the national organization dedicated to that condition. Most offer free helplines, support groups, and

Cca regiver resources.

APPENDIX C

Glossary of Terms

The words and acronyms you'll hear most often, in plain language.

ABLE Account. A tax-advantaged savings account for people whose disability began before age 46 (since
2026). Up to $100,000 doesn't count against the SSI resource limit.

Activities of Daily Living (ADLs). Basic self-care tasks — bathing, dressing, eating, toileting, moving
around. Used to measure how much help someone needs.

Advance Directive. Legal documents stating someone's wishes for medical care if they can't speak for
themselves, including a living will and health care power of attorney.

Area Agency on Aging (AAA). A local organization that connects older adults and caregivers to services,
benefits, and respite.

Care Plan. A written outline of a person's needs, goals, medications, and who provides what — used to
coordinate care.

Case Manager / Care Coordinator. A professional who helps organize and connect the pieces of

someone's care.

Community HealthChoices (CHC). Pennsylvania's Medicaid managed-care program for adults 21+ who
have both Medicare and Medicaid or need long-term care services, including care at home.
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Custodial Care. Non-medical help with daily living. Often not covered by Medicare — a common

surprise.

Durable Power of Attorney. A document letting someone manage another person's finances and legal
affairs; "durable" means it remains valid if the person loses capacity.

FMLA. Family and Medical Leave Act — federal law giving eligible employees up to 12 weeks of unpaid,
job-protected leave per year to care for a seriously ill family member.

HCBS Waiver. Home and Community-Based Services waiver — a Medicaid program that pays for care at
home instead of a facility. Often has a waitlist.

Health Care Proxy (Health Care Power of Attorney). Names the person who makes medical decisions if
someone can't make their own. Pennsylvania uses the term health care power of attorney.

HIPAA Release. A signed form allowing doctors and hospitals to share a patient's medical information
with a named person, such as a caregiver.

Means-Tested Benefits. Programs with income and asset limits, such as SSI and Medicaid. Exceeding
the limits can reduce or end eligibility.

Medicaid. Joint federal-state health coverage for people with limited income and resources; the largest
payer of long-term care.

Medicare. Federal health insurance mainly for people 65+ and some younger people with disabilities;
covers little long-term custodial care.

PACE / LIFE. Program of All-Inclusive Care for the Elderly (called LIFE in Pennsylvania) — one program
that coordinates all medical and long-term care for people 55+ who need nursing-home-level care
but can live at home.

Respite Care. Temporary care that gives the primary caregiver a break — for a few hours, a day, or
longer.

Special Needs Trust. A legal tool that lets a person with disabilities benefit from money without losing
means-tested benefits.

SSDI. Social Security Disability Insurance — payments based on work history for those who can no
longer work due to disability.

SSI. Supplemental Security Income — needs-based monthly payments for aged, blind, or disabled
people with very limited income and assets.

WIPA. Work Incentives Planning and Assistance — free counseling on how work and income affect
disability benefits.
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APPENDIX D

About Caring for Caregivers Alliance

Caring for Caregivers Alliance exists for one reason: to restore the people who give. We know that
caregivers are the invisible backbone of our families and communities — and that they too often go

unseen, unsupported, and unwell. We're here to change that.
Our work rests on four pillars, the same four that shape this book:

e Mind: protecting caregivers' mental and emotional well-being.
e Financial: helping caregivers find footing amid the costs and systems of care.
e Growth: building the skills and confidence the role demands.

e Belonging: making sure no caregiver has to walk this road alone.

Restoring Those Who Give isn't just our tagline. It's the whole
reason we exist.

Our story

Caring for Caregivers Alliance grew from lived experience — from watching how much the people who
give care need someone to care for them, and from a family belief in paying it forward. What began as
one person's determination that no caregiver should feel as lost as they once did has become a mission

to restore caregivers everywhere.

How you can be part of this

Whether you need support or want to help provide it, there's a place for you here.

e Find support: visit caringforcaregiversalliance.org for resources, community, and tools built for

caregivers like you.

e Become a member: join free as a Community member, or choose Supporter ($9/month) or
Sustaining ($19/month) for courses, a member community, and respite. If cost is a barrier, apply for

a sponsored membership at no charge. See the options below.

e Reach us: call 412-326-5030 or email contact@caringforcaregiversalliance.org. We're based in

Pittsburgh, Pennsylvania.

e Share this guide: pass it to a caregiver who needs it. Sometimes the right words at the right moment

change everything.

e Get involved: volunteer, partner, or lend your voice to the cause of caregiver support.
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e Give: your support helps us reach and restore more caregivers. Every bit extends the work. Donate

at caringforcaregiversalliance.org.

MEMBERSHIP — JOIN US

Community — Free, always. The 90-Day Checklist, this guide, the Caregiver Command Center, a burnout self-
assessment, an emergency care plan template, the resource library and local directory, and a monthly
newsletter.

Supporter — $9/month. Everything in Community, plus the full course library (Burnout Prevention, Financial
Literacy, Navigating Healthcare), a printable toolkit, a private online member community, companion app
access (coming soon), and guaranteed entry in every quarterly Respite Fund drawing.

Sustaining — $19/month. Everything in Supporter, plus one guaranteed respite day or activity each year, the
self-paced Resource Navigation course, early access to events and workshops, and part of every month's dues
goes to the Respite Fund.

Cost a barrier? Apply for a sponsored membership at no charge. Cancel anytime. Join at
caringforcaregiversalliance.org/membership.

A final thank-you

Thank you for the care you give, and for letting this book be part of your journey. You picked it up in one
of the hardest stretches of your life, and you read it — an act of hope in itself. Whatever comes next,

remember what you've learned here: you matter too, help exists, and you are not alone.
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FREE TOOLS & NEXT STEPS

Take the Next Step

Your Caregiver Command Center
One calm place to keep everything — so you can keep giving.

The 90-Day Checklist tells you what to do. The Command Center is where you keep it all. When you're
caring for someone, the details pile up fast: medications, phone numbers, appointment questions, the
small changes you meant to mention to the doctor. This is where they live. Fill in the online version and
it saves right to your device, or print the planner and keep it by the phone — and bring the medication
and contact pages to every appointment and every ER visit.

And don't skip the last section. Restore is here to remind you that tending to yourself isn’t extra — it’s
part of the job. Get both free at caringforcaregiversalliance.org/downloads.

Restore Those Who Give

Caregivers pour everything into the people they love—often at the cost of their own well-being. Your gift
helps us pour back into them through mental health support, financial relief, growth opportunities, and
a community where they truly belong. Every donation helps restore the people who give the most. Give

at caringforcaregiversalliance.org.

STAY CONNECTED

Website: caringforcaregiversalliance.org

Phone: 412-326-5030 - Email: contact@caringforcaregiversalliance.org

Download the free 90-Day Checklist, Command Center planner, and this guide.

Join free, or become a Supporter or Sustaining member: caringforcaregiversalliance.org/membership.

Restoring Those Who Give.

Caring for Caregivers Alliance
Restoring Those Who Give

caringforcaregiversalliance.org
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