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Introduction: When Distance Meets
Dementia

T he phone call you never wanted to receive has come. Maybe it
was your parent’s doctor, or a worried sibling, or your mother
herself, her voice uncertain in a way you have not heard before. The
word "dementia” has entered your family's life, and nothing feels quite
the same.

If you are reading this book, you are probably managing something
that no one adequately prepares you for: trying to care for a parent
with dementia while living miles, sometimes hundreds of miles, away.
You may be juggling a career, a spouse, children of your own, and a
mortgage, while simultaneously worrying about whether your parent
remembered to eat breakfast or turned the stove off before bed. You
teel pulled in directions that seem impossible to reconcile, and the
guilt, the fear, and the helplessness can be overwhelming.

You are not alone in this. Not by a long shot.

The Growing Dementia Epidemic

Dementia is one of the defining health crises of our time. More than
55 million people worldwide are currently living with some form of
dementia, and that number is expected to nearly triple by 2050. In the

United States alone, approximately 6.9 million Americans over the age
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of 65 have Alzheimer's disease, the most common form of dementia.
Every 65 seconds, someone in America develops the disease. These
are staggering numbers, and behind every one of them is a family
grappling with fear, uncertainty, and the very real question: what do
we do now?

Medical advances have extended life expectancy dramatically over
the past century. Our parents’ generation often lives well into their
eighties and nineties. This is a gift, of course. Butlonger lives also mean
more years in which age-related diseases like dementia can develop.
What was once a condition that relatively few families confronted is
now, statistically, something that touches nearly every extended family
in America.

And yet our social structures, our workplaces, our healthcare sys-
tems, and even our family expectations have not fully caught up to this
reality. Most of us were never taught what dementia actually looks like,
how it progresses, what it demands of the people who love someone

living with it, or how to manage any of this from a distance.

Why Long-Distance Caregiving Is Becoming More

Common

For much of human history, families lived close together. Grandpar-
ents were neighbors. Aunts and uncles were a short walk away. When
someone became ill or needed help, the community gathered around
them naturally.

That world is largely gone. Over the past several decades, Ameri-
can families have spread out dramatically, following jobs, education,
opportunities, and relationships across state lines and time zones.
The adult child who lives within twenty miles of an aging parent is
increasingly the exception, not the rule. Studies suggest that roughly
15 percent of all family caregivers in the United States live more than

an hour away from the person they are caring for. That represents
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millions of people doing something genuinely difficult: managing a
complex, emotionally charged caregiving role without the ability to
simply drop by.

Long-distance caregiving comes with its own particular weight.
There is the constant low-level anxiety of not being able to see for
yourself whether things are okay. There is the helplessness of not being
there when something goes wrong. There is the guilt that surfaces
every time you enjoy a regular evening at home while your parent
is alone hundreds of miles away. And there is the enormous logisti-
cal challenge of coordinating care, managing medical appointments,
monitoring safety, and communicating with a whole cast of doctors,
neighbors, and hired helpers from afar.

This book was written for you. Not for the caregiver who lives next
door and can check in every afternoon. For you, the one doing this
from a distance, with love and limited time and probably more worry

than you let on to most people in your life.

The Emotional Impact of a Parent’s Diagnosis

Before we get into practical strategies, we want to acknowledge some-
thing important: receiving a parent's dementia diagnosis is a profound
loss. Not the loss of life, at least not yet, but something that can feel
almost as disorienting. You are losing, gradually and then increasingly
rapidly, the person you have known your whole life. The parent who
knew everything, who you called when you needed advice, who re-
membered the details of your childhood that even you have forgotten.
Dementia does not just take memories. It changes personalities. It
reshapes relationships. It asks you to grieve someone who is still very
much alive.

This is called anticipatory grief, and it is real, and it is hard, and
you do not have to pretend otherwise. Many long-distance caregivers

describe a kind of chronic sorrow that runs beneath the surface of daily
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life, surfacing at unexpected moments, sometimes intensifying after a
visit and sometimes after a phone call where your parent sounds con-
fused in a new way. You might feel angry. You might feel guilty about
feeling angry. You might cycle through denial, bargaining, sadness, and
exhausted acceptance, sometimes all within the same week.

We will return to your emotional experience throughout this book,
because taking care of yourself is not a luxury. It is a prerequisite for
taking care of your parent. For now, simply know that whatever you

are feeling is valid, and this book holds space for all of it.

Common Mistakes Families Make Early On

When dementia enters a family, the early weeks and months are often
chaotic. Decisions get made quickly, out of fear or confusion, without
full information. The same mistakes come up again and again, not
because families are careless, but because no one told them what to
watch out for.

One of the most common early mistakes is waiting too long to act
on legal and financial planning. Dementia progresses, and the window
during which your parent can legally participate in decisions about
their own future, signing a power of attorney, naming a healthcare
proxy, updating their will, is time-limited. Families who delay often
find themselves in far more complicated and expensive situations later.

Another frequent mistake is underestimating the pace of change.
Dementia does not follow a predictable schedule. A parent who seems
to be managing reasonably well in January may need significantly
more support by summer. Planning only for today's level of need,
rather than thinking ahead to what the next stage will require, leaves
families scrambling from one crisis to the next.

Isolation is another pitfall. Some families try to manage everything
themselves, out of privacy, pride, or a genuine belief that they can

handle it. The truth is that no family does this well entirely alone.
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Building a support network, both professional and informal, early in
the process is one of the most protective things you can do for your
parent and for yourself.

And perhaps most painfully, families frequently avoid difficult
conversations because those conversations are hard. Talking to your
parent about their diagnosis, their fears, their wishes for the future,
stopping driving, moving out of the family home, end-of-life prefer-
ences. These conversations feel impossible, and so they get postponed,
sometimes until they can no longer happen at all.

This book will help you navigate all of these challenges with more
information, more preparation, and more confidence than most fam-

ilies have when they start this journey.

How to Use This Book as a Practical Roadmap

The Long-Distance Dementia Caregiver is organized to follow the arc
of a caregiving journey, from the initial shock of diagnosis through
the later stages of the disease and eventually into bereavement and
life afterward. You do not need to read it cover to cover right now. If
you are in the middle of a crisis, go to the chapter that speaks most
directly to what you are facing. If you are in the early stages and want
to prepare, start from the beginning and take notes.

Each chapter combines practical information with real-world
strategies you can implement even from a distance. You will find guid-
ance on managing medical care, navigating legal and financial plan-
ning, working with professional caregivers, handling family conflict,
and protecting your own wellbeing throughout.

Throughout these pages, we will be direct with you, because you
deserve honesty, not false reassurance. This journey is hard. There
will be moments when you do everything right and things still go
wrong. There will be decisions you have to make with incomplete

information. There will be grief.
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But there will also be moments of unexpected connection. Of
grace. Of knowing that you showed up for someone who needed you,
even from across a distance. Many caregivers, looking back, describe
this time as one of the most meaningful of their lives, even as it was
one of the most difficult.

You cannot do this perfectly. But you can do it well. And you do

not have to figure it out alone. Let's begin.



Chapter 1: Understanding Dementia
and What Lies Ahead

B efore you can effectively care for someone with dementia, you

need to understand what you are actually dealing with. Notina
clinical, detached way, but in a practical, human way that helps you
make sense of what you are seeing, anticipate what is coming, and
respond with both competence and compassion.

This chapter will give you a solid foundation in what dementia s,
how different types behave, what the stages look like, and what kinds
of changes you can expect your parent to experience over time. None
of this is easy to read. But knowing the terrain makes you a better

guide.

1.1 What Dementia Really Means

The word "dementia” gets used loosely in everyday conversation, of-
ten as a synonym for forgetfulness or confusion in older adults. But
dementia is not a single disease. It is an umbrella term describing a
group of symptoms severe enough to interfere with daily life, caused
by damage to brain cells.

That distinction matters. Dementia is not normal aging. It is true
that as we get older, our brains change. We may take longer to recall a

name or need a moment to remember where we set the keys. This kind
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of mild, occasional forgetfulness is a normal part of aging. Dementia is
something qualitatively different: it is progressive, it is significant, and
it interferes with a person's ability to function in their daily life.

When brain cells are damaged or die, they can no longer com-
municate properly with each other. Different parts of the brain are
responsible for different functions, including memory, language, rea-
soning, judgment, and personality. Depending on which areas of the
brain are affected, and how, the symptoms of dementia can look very
different from one person to the next. This is one reason dementia can
be so confusing for families. Two people with the same diagnosis can
present very differently.

Common misconceptions abound. Many people believe that de-
mentia only affects memory, but in fact it can significantly impair
judgment, language, the ability to plan and sequence tasks, spatial
awareness, personality, and behavior. Others believe that dementia is
inevitable with age, which is not true; the majority of older adults
do not develop dementia. Still others assume that a dementia di-
agnosis means a rapid decline to total dependence, when in reality
many people live with early-stage dementia for years while maintaining
significant quality of life.

Understanding what dementia actually is and is not will help you
have clearer conversations with your parent’s doctors, make more in-
formed decisions, and calibrate your expectations in a way that serves

everyone better.

1.2 Types of Dementia

There are several distinct types of dementia, each with its own pattern
of progression and its own particular challenges. Knowing which type
your parent has been diagnosed with is important because it shapes

what you can expect and what kinds of care and support will be most

helpful.
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Alzheimer's disease is by far the most common form, accounting
for roughly 60 to 80 percent of dementia cases. It is characterized by
the buildup of abnormal protein deposits in the brain, called plaques
and tangles, that disrupt normal cell function and eventually cause
cell death. Alzheimer's typically begins with subtle memory problems,
particularly difficulty forming new memories, and gradually progress-
es to affect language, reasoning, and ultimately physical functions.
It progresses slowly, often over a period of eight to ten years from
diagnosis, though this varies widely.

Vascular dementia is the second most common type, occurring
when reduced blood flow to the brain damages brain tissue. It often
follows a stroke or series of small strokes, though it can also result from
other conditions that affect blood vessels. Unlike Alzheimer's, vascular
dementia may progress in a more stepwise fashion, with periods of
relative stability followed by sudden declines. Symptoms often include
problems with processing speed, attention, and executive function,
sometimes with memory less severely affected in the early stages.

Lewy body dementia is caused by abnormal deposits of a pro-
tein called alpha-synuclein in the brain. It shares features with both
Alzheimer's and Parkinson's disease and is characterized by fluctu-
ating alertness and attention, well-formed visual hallucinations, and
movement problems similar to Parkinson's. People with Lewy body
dementia can have pronounced day-to-day and even hour-to-hour
variations in their cognitive function, which can be bewildering for
families. They are also particularly sensitive to certain medications,
including many antipsychotic drugs, which makes careful medical
management especially important.

Frontotemporal dementia (often called FTD) affects the frontal
and temporal lobes of the brain, the areas responsible for personality,
behavior, and language. It tends to occur at younger ages than other
forms of dementia, sometimes affecting people in their fifties or six-

ties. The early symptoms are often behavioral rather than cognitive:
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dramatic personality changes, loss of social inhibitions, impulsive or
inappropriate behavior, or a striking loss of empathy. This can be
particularly devastating for families, who watch someone they love
behave in ways that seem completely out of character.

There are also other, less common forms of dementia, including
mixed dementia (where two types co-occur, often Alzheimer's and
vascular), Parkinson's disease dementia, and Creutzfeldt-Jakob dis-
ease, among others. Your parent’s medical team is the best source of
specific information about their diagnosis and what it means for their

particular situation.

1.3 Stages of Dementia

Dementia is a progressive disease, meaning it worsens over time. While
every person's experience is unique, most forms of dementia follow a
general pattern of progression through early, middle, and late stages.
Understanding these stages helps you plan ahead and make decisions
before crises force your hand.

In the early stage, your parent may still be largely independent and
able to manage many daily tasks on their own. But you may notice
changes that feel off. They may repeat the same question or story
multiple times in a conversation. They may struggle to find the right
word. They may get confused in unfamiliar environments, or have
difficulty managing complex tasks like finances or scheduling. They
may seem more withdrawn or anxious than usual. This stage is often
when a diagnosis is made, though it is not uncommon for families to
have noticed something was different for a year or two before a formal
evaluation took place.

At this stage, your parent may be quite aware of the changes hap-
pening to them, which can be frightening and depressing. Many peo-
ple in early-stage dementia experience grief about their own cognitive

losses. This is an important window for having conversations about



THE LONG-DISTANCE DEMENTIA CAREGIVER 11

their wishes and values, completing legal documents, and involving
them in care planning decisions while they still have the capacity to
participate fully.

The middle stage is typically the longest phase of dementia and
brings increasing care needs. Memory loss becomes more pronounced.
Your parent may not consistently recognize familiar faces, including
family members. They may become confused about time and place,
not knowing what day or year it is or where they are. They may need
help with daily tasks like dressing, bathing, and meal preparation. Be-
havioral and psychological symptoms of dementia, sometimes called
BPSD, are common at this stage and can include agitation, anxiety,
depression, wandering, sleep disturbances, and sometimes aggression.
This is often the most demanding period for caregivers.

In the late stage, your parent will require extensive, round-the-clock
care. They may lose the ability to communicate verbally, though they
may still respond to touch, music, or familiar voices. They will need
assistance with all activities of daily living. Physical complications
become more common, including difficulty swallowing, increased
susceptibility to infections, and reduced mobility. The focus of care
often shifts to comfort and quality of life rather than treatment of
the underlying disease. Hospice care becomes appropriate for many

people in the late stage of dementia.

1.4 Changes Families Can Expect

Dementia changes a person. Not just their memory, but who they are
in ways that can be deeply disorienting for the people who love them.
Being prepared for these changes, as much as anyone can be prepared,
makes them slightly less destabilizing when they arrive.

Memory loss is the symptom most people associate with dementia,
and it is indeed central to most forms of the disease. But it is worth un-

derstanding how memory loss actually works in dementia, because it
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is not random. In Alzheimer's disease, for example, short-term mem-
ory is typically affected before long-term memory. Your parent may
not remember the conversation you had this morning but may recall
in vivid detail something that happened forty years ago. This is not
selective. It is how the disease works, damaging the brain's ability to
form new memories while leaving older, deeply encoded ones intact
for longer.

Personality changes are among the hardest things families face.
Your parent may become irritable, suspicious, or anxious in ways that
feel completely unlike them. Some people become more withdrawn
and apathetic. Others develop behaviors that feel embarrassing or
alarming: making inappropriate comments in public, accusing fam-
ily members or caregivers of stealing, or behaving aggressively. These
changes are symptoms of the disease, not deliberate choices. Knowing
this intellectually does not always make it emotionally easier, but it is
an important frame to hold onto.

Behavioral symptoms can take many forms. Sundowning, where
confusion and agitation worsen in the late afternoon and evening, is
common and can be particularly challenging to manage. Wandering,
or the impulse to walk or leave without a clear destination, affects a
significant portion of people with dementia and carries serious safety
risks. Sleep disturbances are extremely common and can be exhausting
for caregivers as well as the person with dementia. Understanding
that these behaviors have neurological roots and responding to them
with patience and creative problem-solving, rather than argument or
correction, is a skill that caregivers gradually develop.

Communication difficulties evolve as dementia progresses. In the
early stages, your parent may struggle to find the right word or lose
their train of thought mid-sentence. As the disease advances, they
may have increasing difficulty understanding what is said to them,
may repeat themselves frequently without awareness of doing so, or

may use words that do not quite make sense. In later stages, ver-
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bal communication may become very limited. Learning to connect
through nonverbal means, through touch, music, eye contact, and a

calm presence, becomes increasingly important.

1.5 Preparing for the Journey

Knowing what dementia is and how it progresses is the beginning. But
knowledge alone does not prepare you for the emotional and practical
reality of what lies ahead. Thatrequires a different kind of preparation:
internal preparation.

One of the most important things you can do right now is accept
uncertainty. Dementia does not follow a script. Your parent's expe-
rience will be shaped by the specific type and stage of their disease,
their overall health, their personality, their environment, the quality
of their care, and many other factors that no one can fully predict.
Families who hold on too tightly to specific timelines or expected
outcomes often find themselves repeatedly blindsided. Those who
can hold the uncertainty with a degree of flexibility, making the best
decisions possible with the information available and then adjusting
as circumstances change, tend to navigate this journey with greater
resilience.

Setting realistic expectations is closely related. You will not be able
to fix this. You will not be able to stop the progression of the disease.
You will not be able to be everywhere at once, to catch every prob-
lem before it happens, or to protect your parent from all pain and
difficulty. What you can do is show up consistently, make thoughtful
decisions, advocate fiercely for your parent's wellbeing, and provide
love and connection across whatever distance separates you. That is
genuinely meaningful, even when it does not feel like enough.

Building resilience is not something that happens all at once. It
is built slowly, through practice, through support, through learning

from the hard moments, and through making deliberate choices to
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protect your own wellbeing even as you pour energy into caring for
someone else. Throughout this book, you will find strategies for doing
exactly that.

One last thought to carry with you as we begin: you did not choose
this, but you are here. That matters. The fact that you are reading a
book, doing research, trying to understand and prepare, already puts
you ahead of most people who stumble into this role without any
roadmap at all. You are doing the right thing. Now let's get you the

information and tools you need to do it well.



Chapter 2: The Shock of Diagnosis

here is a before and an after. Before the diagnosis, even if you
T suspected something was wrong, there was still room fora more
hopeful explanation. Maybe it was stress. Maybe it was the medica-
tion. Maybe it was just normal aging and everyone was overreacting.
After the diagnosis, that room closes. The word sits on the table, heavy
and official, and the life your family knew reorganizes itself around it.

The shock of a dementia diagnosis is real, and it hits everyone
differently. Some people go very quiet. Some cry immediately. Some
feel a strange, dissociated calm that does not break for days. Some feel
a complicated mix of grief and relief, because at least now there is an
explanation for what they have been watching happen. All of these
responses are normal. All of them make sense. And none of them, by
itself, tells you what to do next.

This chapter is about helping you find your footing in those early
weeks. It covers how to process the emotional impact of the diagnosis,
how to make sure the diagnosis is thorough and accurate, how to
understand what the medical reports actually say, how to talk with
your parent about what is happening, and how to build an immediate
action plan so that the urgent things get done without everything else

falling apart.
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2.1 Processing the News

Before you can be useful to anyone else, you need to give yourself a
little space to absorb what has happened. This is harder than it sounds,
especially for the person in the family who tends to move quickly
into problem-solving mode. There will be plenty of time for logistics.
Right now, let yourself feel what you feel.

The emotional reactions that follow a parent's dementia diagnosis
are as varied as the people who experience them. Grief is almost uni-
versal, though it can take different shapes. You may grieve the future
you imagined for your parent, the retirement years, the grandchildren
growing up, and the long conversations you expected to still have. You
may grieve the relationship you always hoped to eventually have, the
one where old tensions finally resolved and everything got said. You
may grieve the parent who used to be the capable one, the one who
handled things, and feel the ground shift beneath you as those roles
begin to reverse.

Denial often appears early, and it is worth recognizing it for what
it is: a protective mechanism. The mind does not absorb traumatic
information all at once. It takes it in gradually, in doses. You may
find yourself minimizing the diagnosis in conversations with others,
or privately dismissing the doctor's conclusions as too pessimistic. You
may notice a tendency to point to your parent's good days as evidence
that things are not as serious as they seem. Some degree of this is
normal and even adaptive in the short term. It becomes a problem
when it prevents you from taking the steps your parent actually needs.

Grief in families rarely stays tidy. Different family members will
be at different stages of processing at the same time, and this can
create significant friction. One sibling may be ready to make decisions
while another is still in denial. A parent may be grieving their own

losses while their adult children are trying to manage their own fear.
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Spouses of adult children may feel like outsiders to a family crisis that s
nevertheless reshaping their daily lives. These tensions are normal, and
we will address them in depth in Chapter 5. For now, simply know that
disagreement and emotional dissonance in families after a diagnosis is
the rule, not the exception.

One of the most useful things you can do in the early days is find
at least one person you can talk to honestly. Not to manage, not to
reassure, not to present a brave face for. Someone you can say the hard
things to. A close friend, a therapist, a support group for family care-
givers. The weight of carrying this alone is significant, and the habit
of reaching for support early will serve you throughout the caregiving

JOUI'l’le.

2.2 Getting a Proper Evaluation

A diagnosis of dementia should never rest on a single brief conversa-
tion in a general practitioner’s office. If your parent has received an ini-
tial diagnosis from their primary care physician, that is an important
starting point, butitis rarely the end of the diagnostic process. Getting
a thorough, comprehensive evaluation is one of the most important
things you can do in the early weeks, and it is worth pursuing even if
it requires some effort and coordination from a distance.

Neurologists are the specialists most commonly involved in di-
agnosing dementia. A neurologist can conduct or order a range of
cognitive tests, neurological examinations, brain imaging studies, and
blood work to help identify what type of dementia is present, how
advanced itis, and whether there are any contributing or complicating
factors. For a long-distance caregiver, getting your parent to a neu-
rologist may mean coordinating travel, arranging for a local support
person to accompany them, or identifying a practice close to where
your parent lives. It is worth the effort.

Geriatric specialists, including geriatricians and geriatric psychia-
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trists, bring particular expertise in the complex, overlapping medical
picture that often accompanies aging. Many older adults with de-
mentia also have other health conditions, take multiple medications,
and have mental health concerns like depression or anxiety that can
complicate the clinical picture. A geriatric specialist is trained to see
all of these factors together and can be invaluable in distinguishing
dementia from other conditions that can mimic its symptoms.

Memory clinics, which exist at many academic medical centers and
larger hospitals, offer multidisciplinary evaluations that bring together
neurologists, neuropsychologists, social workers, and other special-
ists in one place. A neuropsychological evaluation, in particular, is
an extremely detailed assessment of cognitive function that goes far
beyond a standard office screening. It can identify the specific pattern
of cognitive strengths and weaknesses your parent has, which is im-
portant both for diagnosis and for care planning. If a memory clinic is
accessible, it is often the gold standard for initial evaluation.

There are also conditions that can cause symptoms that look like
dementia but are treatable or even reversible. These include thyroid
disorders, vitamin B12 deficiency, urinary tract infections, depression,
medication side effects, and normal pressure hydrocephalus, among
others. A thorough evaluation will rule these out before confirming
a dementia diagnosis. This is another reason not to accept a cursory

assessment as the final word.

2.3 Understanding the Diagnosis

Once your parent has undergone a thorough evaluation, you will like-
ly receive a collection of reports, test results, and physician notes that
can feel overwhelming to read if you are not a medical professional.
Learning to navigate this material is a practical skill, and it is one worth
developing.

Medical reports from neurological evaluations typically include a
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summary of the cognitive tests performed and how your parent scored
on each, descriptions of any imaging findings such as MRI or CT
scan results, the physician's clinical impressions and reasoning, and the
formal diagnosis along with any recommended next steps. Do not be
discouraged if the language is dense or unfamiliar. Most medical pro-
fessionals are willing to explain their reports in plain language when
asked directly, and you have every right to request that explanation.

Asking the right questions at medical appointments is a skill that
pays dividends throughout the caregiving journey. Some of the most
important questions to ask following a diagnosis include: What spe-
cific type of dementia does my parent have, and how certain are you
of that diagnosis? What stage would you say they are currently at?
What should we expect over the next six to twelve months? What
symptoms or changes should prompt us to call your office? Are there
medications or other treatments that might help? What resources or
referrals would you recommend? Are there clinical trials or research
studies that might be relevant?

If you cannot be physically present at appointments, explore
whether you can participate by phone or video call. Many physicians
are willing to include a family member remotely, particularly when
that family member is a primary point of contact for care coordina-
tion. You can also ask your parent to sign a release allowing the physi-
cian to speak with you directly, which requires a specific authorization
under HIPAA, the federal law that governs health information priva-
cy.

Secking a second opinion is not disloyal, and it is not an insult to
the diagnosing physician. When the stakes are this high, confirming
the diagnosis with another qualified specialist is simply due diligence.
This is especially worth considering if the diagnosis was made quickly,
if the type of dementia is unusual, if the picture is clinically complex,
or if something about the conclusions does not quite fit what you are

observing. A second opinion can either confirm what you have been
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told, giving you more confidence as you move forward, or it can add

important nuance or even change the diagnosis in ways that matter.

2.4 Talking to Your Parent

One of the most difficult and most important conversations you will
have is with your parent themselves. How much do they know? How
much do they want to know? How do you talk with someone about
a diagnosis that is reshaping their future, while still honoring their
dignity and their right to be a full participant in decisions about their
own life?

Respecting your parent’s autonomy is central to this conversation,
even as their capacity to exercise that autonomy is changing. Many
people with early-stage dementia are quite aware that something is
wrong. They have noticed the memory lapses, the confusion, and the
moments of not being able to find the right word. In many cases, the
diagnosis comes as a relief of sorts, because it gives a name to what they
have been experiencing and removes the fear that they are simply going
crazy. Many people with dementia want to be told the truth, and they
deserve it.

How you have this conversation matters enormously. Choose a
calm, private moment rather than a crowded or stressful setting. Have
itin person if at all possible, even if that means arranging a special trip.
Bring another trusted family member or a close friend if your parent
would find that supportive. Use plain, direct language without being
blunt to the point of cruelty. Acknowledge how hard this is. Make
space for your parent's feelings, whatever they are, without rushing to
fix or reassure.

Preserving dignity throughout this conversation, and throughout
everything that follows, is not just a nicety. It is a moral imperative.
Your parent is still a full person, with a history, opinions, preferences,

and feelings. They will be dealing with losses that you cannot fully
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imagine. The way you show up for them in these early conversations
sets the tone for the relationship you will have through all the stages
ahead. Lead with love and respect, and you will be building something
that sustains both of you.

Some things your parent says during this conversation may be hard
to hear. They may express fear about losing their independence, their
identity, their sense of self. They may talk about not wanting to be a
burden. They may share wishes about their future care that surprise
you or conflict with what you had been imagining. Listen carefully.
Take notes if that helps. These conversations are gifts, even when they
are painful ones, because they give you real information about what
matters most to your parent at a time when they can still tell you
clearly.

You may also encounter a parent who does not want to know, who
pushes back on the diagnosis, or who refuses to discuss it. This is their
right, even if it is frustrating for you. You cannot force someone to
accept a diagnosis. What you can do is gently keep the door open,
introduce information gradually, and ensure that the necessary safety
and legal steps get taken regardless, framed in terms of general plan-
ning rather than specific disease progression. A social worker or geri-
atric care manager can be a helpful intermediary when direct family

conversations feel stuck.

2.5 Creating an Immediate Action Plan

Once the initial shock has settled enough for you to think practically,
there are a handful of urgent priorities that need your attention sooner
rather than later. Creating a simple, focused action plan in the first
weeks after diagnosis can prevent a great deal of chaos down the road.

Safety is always the first priority. Before anything else, you need a
clear-eyed assessment of whether your parent is currently safe in their

living situation. Are there immediate risks in the home, unsecured
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medications, fall hazards, a stove that gets left on? Is your parent still
driving, and is that driving safe? Are they managing their own med-
ications without errors? Are they eating and taking care of their basic
hygiene? You may be able to assess some of this through conversation
and video calls, but a visit, or a trusted local person doing a home
check, is often necessary to get an accurate picture. We will cover home
safety assessment in much more depth in Chapter 9.

Legal and financial planning cannot wait. This is one of the most
time-sensitive priorities after a dementia diagnosis, because your par-
ent must have legal capacity to sign documents like a durable power
of attorney or healthcare proxy. Capacity can decline, and it can do so
faster than families expect. If these documents are not in place, you
will want to get them signed as soon as possible, ideally with the help
of an elder law attorney. Chapter 6 covers this territory in detail, but
please do not defer this step. It is one that families most frequently
regret having put off.

Gathering important documents is a practical task that will save
enormous amounts of time and stress later. This means locating in-
surance cards, Medicare and Medicaid information, financial account
numbers and institutions, the names and contact information of all
current physicians, any existing legal documents, the location of your
parent’s will and any trust documents, and records of monthly income
and regular expenses. If your parent cannot help you locate these
things, you may need to do some detective work. A visit to go through
files and paperwork with your parent, while they can still guide you, is
time extremely well spent.

Building your local intelligence network is something that starts
now. Who are the neighbors who notice if something seems off? Is
there a faith community your parent belongs to? A friend who checks
in regularly? A nearby family member, even a more distant one, who
could serve as a local point of contact? Start mapping out who is

physically close to your parent and who might be willing to play a role
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in their care network. These relationships will become increasingly
important as the disease progresses, and they take time to cultivate.

Finally, be honest with yourself about what you do not yet know
and what you need to learn. You have just entered a world with its own
vocabulary, its own systems, its own set of decisions and tradeoffs. You
will not figure everything out in the first month, and you do not need
to. What you do need is a general direction and a few clear next steps.
Focus on safety, legal documents, and building your local network.
The rest will unfold, chapter by chapter, as you need it.

The weeks after a dementia diagnosis are among the hardest in any
caregiver's journey. The ground is shifting, the emotions are raw, and
the practical demands feel overwhelming. But this is also a moment
of real possibility. You now know what you are dealing with. You can
begin to plan. You can start having the conversations that matter. You
can take steps that will protect your parent and make your role more
sustainable over time.

You will not do this perfectly. None of us do. But you are doing it,

and that is what counts.



Chapter 3: Caring From Afar

here is a particular kind of helplessness that belongs specifically
T to the long-distance caregiver. It is the helplessness of not being
able to see for yourself. Not being able to walk through the house and
check whether the mail is piling up or the refrigerator has food in it.
Not being able to sit across the table from your parent and gauge, just
from looking at them, whether today is a good day or a hard one. Not
being there when the phone rings at 2 a.m.

This chapter is about learning to care effectively across that dis-
tance. Not perfectly. There is no perfect caregiving, and there is cer-
tainly no perfect long-distance caregiving. But there are strategies that
work, tools that genuinely help, and a way to structure your role that
makes it more sustainable and effective than simply reacting to crises
as they arise.

The foundation of long-distance caregiving is information. When
you cannot be present, you need reliable, regular information about
what is actually happening in your parent’s life. Building systems to
gather that information and responding to it thoughtfully is the core

work of this chapter.

3.1 The Unique Challenges of Distance

Let's name the specific difficulties plainly, because acknowledging
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them is the first step toward addressing them. Long-distance caregiv-
ing is not simply local caregiving with more driving. Itis a qualitatively
different experience that comes with its own particular stresses.

Guilt is probably the most commonly reported emotional experi-
ence among long-distance caregivers, and it is worth examining hon-
estly. The guilt takes many forms. Guilt for not being there. Guilt for
having your own life, your own career, your own family demands,
while your parent is alone. Guilt on good days, when you are enjoying
yourself and your parent is struggling. Guilt on bad days, when you
lose patience during a phone call or snap at your spouse after hanging
up. Guilt for what you are not doing, even when what you are doing
is genuinely a lot.

Here is something important to understand about this guilt: much
of it is not a signal that you are doing something wrong. It is a signal
that you love someone and cannot fully protect them. That is a real
and painful thing, but it is not a failure. Guilt becomes a problem
when it drives frantic, reactive caregiving decisions made more to
relieve the caregiver's distress than to actually serve the person being
cared for. Recognizing the difference, and making decisions from a
calmer place, is a skill worth cultivating. We will return to the emo-
tional dimensions of caregiving throughout this book and at length in
Chapters 12 and 13.

Lack of visibility is a structural challenge that no amount of good-
will resolves on its own. When you are not physically present, you are
dependent on others, including your parent themselves, to tell you
what is happening. But people with dementia are often not reliable
reporters of their own condition. Your parent may genuinely not
remember that they fell last week, or they may minimize problems to
avoid worrying you, or to avoid losing their independence. The gap
between what you are being told and what is actually happening can
be significant, and it tends to widen as the disease progresses.

Emergency response is a worry that sits in the background of every
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long-distance caregiver's mind. What happens if your parent falls and
cannot reach the phone? What if there is a fire, a medical episode, a
break-in? What if they wander and get lost? Being hundreds of miles
away when something like that happens is terrifying to contemplate,
and the fear is not irrational. It is a real risk that needs to be planned
for, not just worried about. Building a local emergency response plan
is one of the most concrete things you can do to address this, and we

will cover it in the final section of this chapter.

3.2 Evaluating Risk Remotely

One of your most important ongoing tasks as a long-distance caregiver
is assessing how your parent is actually doing. Not how they say they
are doing. How they are actually doing. This requires developing both
aset of reliable information sources and a practiced eye for the warning
signs that things are changing.

Warning signs of functional decline can sometimes be detected
even over the phone, if you know what to listen for. Is your parent
repeating themselves within a single conversation in a way that is new,
or more frequent than before? Are they having difficulty following the
thread of what you are saying? Do they seem confused about basic
information like the day of the week or recent events in their own
life? Are they mentioning the same worry or complaint repeatedly,
suggesting they cannot retain the fact that they already told you? Do
they seem more flat or disengaged than usual, which can be a sign of
depression or advancing cognitive decline? A good phone call is not
just a social exchange. It is an assessment opportunity, and you can
become quite skilled at it over time.

Home conditions tell a story that your parent may not be able to
tell you. When you visit, or when a trusted local person checks in,
pay attention to the physical environment. Is the mail accumulating

unopened? Are there dishes piling up in ways that suggest your parent
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is not managing basic housekeeping? Is the refrigerator empty or full
of expired food? Are there signs of recent falls, unexplained bruises,
or evidence that something was knocked over and not picked up? Are
medications organized and being taken correctly, or are pill bottles in
disarray? These environmental clues are often more informative than
anything your parent tells you directly.

Self-care deficits are another category to watch. Is your parent
maintaining personal hygiene? Do they seem to be wearing the same
clothes repeatedly? Are they losing weight? Are they getting out of the
house and maintaining any social connection, or have they become
increasingly isolated? Is there evidence that they are cooking and eating
adequately? Many of these things are difficult to assess from a distance,
which is one reason having a reliable local observer is so valuable.
A neighbor, a home health aide who visits a few times a week, or
a geriatric care manager doing periodic check-ins can all serve this
function.

Financial warning signs deserve particular attention. Dementia
makes people vulnerable to financial exploitation, and it also impairs
the judgment needed to manage money responsibly. If you have any
visibility into your parent's finances, look for unusual transactions,
unpaid bills, new subscriptions or donations they cannot explain, or
evidence that they have been in contact with anyone soliciting money.
We will cover financial protection in depth in Chapter 6, but being

alert to financial warning signs is part of your ongoing risk assessment.

3.3 Communication Strategies

Staying genuinely connected to a parent with dementia from a dis-
tance requires more intentionality than most adult children initially
expect. The casual, sporadic phone calls that characterized your rela-
tionship before the diagnosis are no longer sufficient. You need a more

deliberate approach.
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Regular check-ins on a consistent schedule are foundational. For
many long-distance caregivers, a daily phone call, even a brief one,
makes a significant difference. Your parent comes to expect and look
forward to it, which provides structure to their day and gives you
a daily data point on how they are doing. Some families find that
the timing matters as much as the frequency. If your parent tends
to be more confused or agitated in the late afternoon and evening, a
morning call may go better. Pay attention to when your parent is most
alert and engaged, and try to schedule your calls accordingly.

Video calls offer something phone calls cannot: the ability to see
your parent’s face, their environment, and sometimes things that they
would not mention. A video call lets you notice if your parent looks
thinner or less kempt than last time. It lets you see whether the lights
are on and the house looks lived-in. It lets you make eye contact, which
carries its own form of connection and reassurance. Not all older
adults are comfortable with video technology, and some people with
dementia find the screen confusing or distressing. But for those who
can engage with it, video calling is a meaningful upgrade from voice
alone.

When you do talk with your parent, the approach matters. Keep the
conversation simple and focused. Avoid asking open-ended questions
that require complex memory retrieval, such as "What have you been
up to this week?" which may produce frustration or confabulation.
Instead, try offering gentle prompts and context: "T heard it was warm
there today. Did you sit outside at all?” or "Did you watch any of
your shows last night?" This kind of conversational scaffolding reduces
the cognitive demand on your parent and makes the interaction more
enjoyable for both of you.

Care journals are a tool that some families find enormously useful,
particularly when multiple people are involved in a parent’s care. A
shared digital document, a simple notebook keptat the parent's home,

or a dedicated app can serve as a running log of observations, medical
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updates, incidents, and questions. When everyone who interacts with
your parent, family members, neighbors, hired aides, can contribute
to a shared record, patterns become visible that might otherwise be
missed. You can see across time whether there has been a gradual
decline in a particular area, or whether a new behavior is isolated or
recurring. This kind of documentation also becomes invaluable when

communicating with medical providers.

3.4 Using Technology

Technology cannot replace human presence, but it can meaningfully
extend your reach as a long-distance caregiver. The range of tools
available has expanded enormously in recent years, and new options
continue to emerge. The key is identifying the tools that fit your
parent's specific situation, their comfort with technology, the layout
of their home, their particular risks, and the level of oversight that their
current stage of disease requires.

Smart home monitoring systems can provide a level of passive over-
sight that would otherwise require a physical presence. These systems
use sensors placed around the home to track patterns of activity. They
can detect whether your parent got out of bed this morning, whether
they opened the refrigerator (a reasonable proxy for whether they are
eating), whether they left the house and came back, and whether their
daily movement patterns have changed in ways that suggest something
is different. Some systems alert designated family members if activity
falls outside normal patterns, for example, if the front door has not
been opened by mid-morning on a day when your parent typically
goes outside. These are not surveillance tools in a punitive sense. They
are safety nets, and many families find them enormously reassuring.

Medication management is one of the areas where errors are most
common and most consequential for people with dementia. Auto-

mated medication dispensers can be programmed to release the correct
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medications at the correct times and to alert caregivers if a dose is
missed. These range from simple pill organizers with alarm reminders
to sophisticated locked dispensers that only release the correct com-
partment at the scheduled time, preventing double-dosing. For a par-
ent who is still largely independent but whose reliability with med-
ications is questionable, an automated dispenser can be a relatively
low-cost intervention with significant safety benefits.

GPS and wandering alert technology has become increasingly ac-
cessible and increasingly important as dementia progresses. Wander-
ing, or the impulse to leave home without a clear destination or aware-
ness of danger, affects a large proportion of people with dementia
and is one of the leading causes of serious injury and death in this
population. GPS devices can be worn as watches, clipped to clothing,
or placed in shoes, and they allow caregivers to see a loved one's lo-
cation in real time through a smartphone app. Some devices include
geofencing features that send an alert if your parent leaves a designated
safe area. Medical alert systems that include two-way communication
allow your parent to call for help if they are lost or distressed, and allow
you to communicate with them remotely.

Voice-activated assistants like Amazon Echo or Google Home de-
vices can be useful for some people with early to moderate dementia,
providing reminders, answering simple questions, and allowing family
members to drop in with a voice message. However, it is worth being
realistic about their limitations. People with dementia may notreliably
remember how to use them, may become confused or frightened by
a disembodied voice, or may give the device instructions that lead to
unexpected results. Test any technology with your parent during a
visit before relying on it, and do not assume that because a device is
installed, it is being used or used correctly.

Video doorbells and in-home cameras are tools that require careful
thought. They can provide peace of mind and genuine safety bene-

fits, allowing you to see who is coming and going, to check on your
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parent visually, and sometimes to intervene remotely in a confusing
situation. However, they also raise legitimate questions about privacy
and dignity that should not be dismissed. If you are considering any
form of in-home monitoring, discuss it openly with your parent to the
extent they can participate in that conversation, involve other family
members, and think carefully about where cameras are and are not
placed. A camera in a common living area is very different from a

camera in a bedroom or bathroom.

3.5 Creating a Distance Care Plan

All of the strategies and tools in this chapter work best when they are
part of a coherent plan rather than a collection of ad hoc respons-
es. A distance care plan is a living document that captures the key
information, contacts, protocols, and responsibilities that make your
caregiving role manageable and communicable to others.

Emergency contacts are the backbone of any distance care plan.
This list should include not just family members but local contacts
who can physically respond in an emergency: a neighbor who has
agreed to be a point of contact, the local non-emergency police line,
your parent’s primary care physician and after-hours answering ser-
vice, the nearest emergency room, any home health aides or care man-
agers who are involved, and the contact information for your parent's
pharmacy. This list should be posted visibly in your parent’s home,
stored in your phone, and shared with every person who plays a role
in your parent's care.

Care schedules help prevent the gaps and overlaps that happen
when multiple people are involved in supporting someone with de-
mentia. Who is calling on which days? Who is responsible for ac-
companying your parent to medical appointments? Who manages
the grocery delivery or meal service? Who checks in on the home?

Mapping this out explicitly, even in a simple shared spreadsheet or
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calendar, transforms a loosely coordinated set of good intentions into
a functioning system. It also makes it immediately visible when there
are gaps that need to be filled.

Ongoing assessments are a planned part of good long-distance
caregiving. Rather than waiting for a crisis to prompt a reassessment
of your parent's needs, build regular review points into your care
plan. This might mean a phone call with your parent's physician every
few months to get a medical update, a quarterly review of the home
safety situation, an annual visit specifically focused on reassessment
rather than just connection, or a periodic conversation with any hired
caregivers about how things are going and whether needs are changing.
The disease will progress. Your care plan needs to progress with it.

Your distance care plan should also include a section on what you
will do when things change rapidly. What are the triggers that would
prompt you to book a flight immediately? Who makes the call if
your parent is hospitalized and you cannot get there for twelve hours?
What is the protocol if a hired caregiver does not show up for a shift?
Thinking through these scenarios in advance, when you are calm and
not in crisis, produces much better answers than trying to figure it out
in the middle of an emergency.

Finally, build flexibility into your plan from the start, because
things will change. The tools that work at the early stage of dementia
may not work at the middle stage. The neighbor who agreed to check
in may move away. The care schedule that worked in spring may need
to shift in winter. A good distance care plan is not a rigid structure. It
is a framework that gets revisited and revised regularly as your parent's
needs and circumstances evolve.

Caring from a distance is hard. There is no point in pretending
otherwise. But it is also something that many, many families do every
day, with love and creativity and more effectiveness than they give
themselves credit for. You are building a set of skills and systems that

will serve your parent well across the years ahead. Each week that you
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show up, check in, pay attention, and adjust, you are doing something

genuinely meaningful. Even across the miles.



Chapter 4: Building a Local Support
Network

ere is a truth that experienced caregivers eventually come to:
H the quality of your parent's life does not depend primarily on
how much you do from a distance. It depends largely on the quality of
the people and systems surrounding your parent where they actually
live. Your role, as the long-distance caregiver, is less to be the sole
provider of care and more to be the architect and steward of a network
that can provide it.

This is a significant shift in perspective for many people, particular-
ly those who feel that asking for help is an imposition, or who believe
that family obligations should be handled within the family. Both of
those instincts, however understandable, will limit your effectiveness
and accelerate your burnout. No one builds a good support network
alone, and no support network sustains itself without attention.

This chapter walks you through the full landscape of local support:
the informal helpers who are often already close at hand, the profes-
sional resources that can provide skilled and consistent care, and the
strategies for building and maintaining a local safety net that serves

your parent well across the stages of their illness.
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4.1 Identifying Potential Helpers

The first step in building a local support network is a simple but
important inventory: who is already in your parent's life, and who
might be willing to play a more active role? This is not about recruiting
volunteers for an exhausting ongoing commitment. It is about iden-
tifying people who care about your parent and finding small, specific,
sustainable ways for them to contribute.

Family friends are an obvious starting point, but they are often
underutilized simply because no one has asked them directly. Friends
of your parent who live nearby may be perfectly willing to stop in
for a weekly visit, to call and check in a few times a week, to pick up
a few groceries when they are going to the store, or to accompany
your parent to a routine appointment. Most people want to help
when someone they care about is struggling. What they often lack is
a specific, concrete request. Vague offers of "let me know if there is
anything I can do" rarely translate into action because they put the
burden of asking back on the family. A direct, specific request, "Would
you be willing to stop by on Tuesday afternoons for a cup of coffee?”
is far more likely to result in actual help.

Neighbors are among the most valuable potential members of a
local support network, simply because of geography. A neighbor who
notices that your parent’s car has not moved in three days, that the
mail is piling up, or that the lights were on all night, can provide a
level of passive observation that no amount of remote technology fully
replaces. Introduce yourself to your parent's immediate neighbors if
you have not already, explain the situation honestly and simply, and
ask whether they would be willing to keep an informal eye on things
and contact you if something seems off. Most neighbors, when ap-
proached directly and respectfully, are glad to help. Provide them with
your phone number, and make it easy for them to reach you.

Faith communities are a resource that families sometimes overlook,
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particularly if they are not themselves religious. But for many older
adults, a church, synagogue, mosque, or other religious community
is a central part of their social world. These communities often have
formal or informal structures for supporting members who are ill or
struggling, including volunteer visitor programs, meal delivery, trans-
portation assistance, and pastoral care. Reach out to your parent's
faith community directly. Speak with a clergy member or a lay leader
who coordinates care ministry. Be specific about what your parent
needs. Many faith communities are eager to help and simply need to
know that help is wanted.

Extended family members, even those who are not geographically
close, can sometimes play meaningful roles. A cousin who lives in the
same city as your parent and has a loose schedule may be willing to
help with occasional transportation. A niece or nephew who has a
good relationship with your parent may be glad to visit regularly. Do
not assume that because extended family has not offered, they would
not be willing if asked. A family meeting or update email that clearly
describes the situation and offers specific ways to help often draws out
contributions that would never have come forward otherwise.

When you are identifying potential helpers, it is worth being honest
with yourself about fit. Some people are wonderful with older adults
and some are not. Some have the temperament for dementia caregiv-
ing, its repetitions, its unpredictability, its emotional demands, and
some genuinely do not. You are not looking for perfection. You are
looking for reliable, kind people who can show up consistently for
manageable tasks. The range of helpful contributions is wide, from a
brief weekly visit to managing grocery delivery to accompanying your
parent to a haircut. Match the task to the person, and you will get
much better results than if you simply ask broadly for help and hope
for the best.
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4.2 Working with Social Workers

Social workers are one of the most underutilized resources available to
families navigating dementia caregiving, and one of the most valuable.
If you are not already working with a social worker, this section may
change that.

Social workers who specialize in aging and elder care bring a breadth
of knowledge about community resources that most families sim-
ply do not have. They know what services are available in your par-
ent's area, which ones have waiting lists, which ones are covered by
Medicare or Medicaid, and how to navigate the often byzantine ap-
plication processes. They can connect your parent with meal delivery
programs, transportation assistance, in-home support services, adult
day programs, legal aid, and a wide range of other community-based
supports. For a long-distance caregiver who does not know the local
landscape, a social worker is an invaluable guide.

Care coordination is another core social work function. A social
worker can help you map out your parent's current needs, identify
gaps in their care, and develop a plan for addressing those gaps. They
can communicate with medical providers on your parent's behalf,
attend appointments and take notes, and serve as a consistent point
of contactacross a fragmented system. When your parent has multiple
providers, multiple needs, and a long-distance family trying to coor-
dinate everything remotely, having someone on the ground whose job
is to hold the whole picture together is a significant asset.

Crisis management is where social workers often prove most es-
sential. When something goes wrong, whether it is a sudden hos-
pitalization, a safety incident at home, a rapid cognitive decline, or
a caregiver who suddenly becomes unavailable, a social worker who
already knows your parent and their situation can respond quickly

and effectively. They can help arrange emergency respite care, coor-



38 Y. HAKOL

dinate a safe discharge from the hospital, connect the family with
crisis resources, and guide decision-making under pressure. Building
a relationship with a social worker before a crisis occurs, rather than
scrambling to find one in the middle of one, is a significant advantage.

You can find social workers through several channels. Your parent's
primary care physician's office may have a social worker on staff or
can provide a referral. Hospital social work departments can connect
you with community resources. Your local Area Agency on Aging,
a federally funded network of local organizations that support older
adults, is an excellent starting point for finding social work services and
a wide range of other community supports. The Eldercare Locator,
a service of the U.S. Administration on Aging, can help you identify

your local Area Agency on Aging and other resources by zip code.

4.3 Professional Resources

Beyond the informal network of friends, neighbors, and community
members, there is a range of professional services designed specifically
to support people with dementia and their families. Understanding
what is available, and when each type of service becomes appropriate,
is an important part of your planning toolkit.

Geriatric care managers, sometimes called aging life care profes-
sionals, are specialists who provide comprehensive assessment and on-
going care management for older adults. They are typically trained as
social workers, nurses, or gerontologists, and they bring a sophisticat-
ed understanding of dementia's progression and its care implications.
A geriatric care manager can conduct a thorough in-home assessment
of your parent's needs, develop a detailed care plan, coordinate ser-
vices, supervise hired caregivers, accompany your parent to medical
appointments, and serve as your eyes and ears on the ground. They
are particularly valuable for long-distance families who need a trusted,

knowledgeable local professional to oversee the day-to-day reality of
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their parent’s care.

Geriatric care management is not inexpensive, and it is generally
not covered by Medicare or most insurance plans. Fees typically range
from eighty to two hundred dollars per hour depending on the pro-
fessional's credentials and your geographic area. However, for families
who are managing complex care from a distance, the cost is often more
than offset by the peace of mind, the avoidance of crises, and the overall
improvement in care quality that a skilled care manager provides. The
Aging Life Care Association maintains a national directory of certified
professionals and can help you find one in your parent’s area.

Home health aides provide direct personal care in the home, assist-
ing with activities of daily living such as bathing, dressing, grooming,
meal preparation, and light housekeeping. They can range from com-
panions who provide supervision and social engagement to certified
nursing assistants who are trained to handle more complex physical
care needs. Home health aides can be hired through agencies, which
handle payroll, taxes, insurance, background checks, and backup cov-
erage when a regular aide is unavailable, or as independent workers,
which is generally less expensive but places more administrative re-
sponsibility on the family. For a long-distance caregiver, the reliability
and oversight that a reputable agency provides is usually worth the
additional cost. Chapter 10 covers the process of hiring and managing
professional caregivers in much greater detail.

Adult day programs offer structured daytime programming for
people with dementia in a supervised group setting, typically several
days a week. They provide activities, social interaction, meals, and
sometimes medical oversight, and they give family caregivers or paid
aides a meaningful break during daytime hours. For someone who is
still living at home but needs more stimulation and supervision than
they are getting, an adult day program can be genuinely transforma-
tive. Many people with dementia thrive in these environments once

they have had a few weeks to adjust, and families often find that their
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parent comes home tired and content in ways that were not happening
before enrollment. Many communities offer sliding scale fees, and
Medicaid may cover adult day services for eligible individuals.

Meal delivery services range from nonprofit programs like Meals
on Wheels, which provides hot meals delivered to homebound older
adults, to commercial meal delivery services that send prepared or
semi-prepared meals. For a parent who is no longer cooking safely or
reliably, meal delivery ensures adequate nutrition without requiring a
daily human presence. It also provides a daily touchpoint: a Meals on
Wheels volunteer who visits every weekday will notice if your parent
does not come to the door, and many programs have protocols for

following up or alerting family members in that situation.

4.4 Creating a Local Safety Net

Individual helpers and services are important, but they become truly
effective when they are organized into a coherent safety net. A safety
net is not a rigid schedule. It is an overlapping system of people and
services that ensures your parent is never fully without support, and
that any significant change in their condition will be noticed and
responded to promptly.

Backup caregivers are an essential component of any serious care
plan. Even the most reliable hired caregiver gets sick. Neighbors go
on vacation. Family friends have their own demands. Building redun-
dancy into your care plan means identifying, in advance, who covers
when the primary support is unavailable. This might mean hiring
through an agency specifically because they provide backup coverage.
It might mean cultivating two or three neighbors rather than relying
on just one. It might mean having a clear protocol for what a hired
aide does if they cannot make their shift: who do they call, and in
what order? These are unsexy logistical questions, but they prevent

the panicked scrambles that happen when a single point of failure goes
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down.

Emergency plans need to be written down and accessible to every-
one involved in your parent's care. This means a document, posted
somewhere visible in your parent’s home, that contains the names and
contact numbers for family members, the local emergency contact, the
primary physician, the pharmacy, and any hired caregivers. It should
include your parent’s medical history summary, current medications,
and any known allergies. It should specify where important docu-
ments are kept. First responders, neighbors, and hired aides should
all know where this document is. A laminated card posted on the
refrigerator has saved lives and simplified innumerable crises.

Transportation assistance is a need that grows as dementia pro-
gresses, particularly after driving becomes unsafe, which we will ad-
dress in Chapter 9. Building transportation solutions into your local
safety net before they are urgently needed is much easier than scram-
bling for them in the aftermath of a driving incident. This might
include identifying a neighbor or friend who can provide occasional
rides, enrolling your parent in a local senior transportation program,
setting up a rideshare account that a caregiver can use on your parent's
behalf, or arranging for medical transport services for appointments.
The combination of these options, rather than reliance on any single
one, is most resilient.

Regular in-person visits from you remain important even as you
build out the local network. Visits serve multiple purposes: they allow
you to assess your parent's condition directly, to check on the home
environment, to meet with hired caregivers and other members of the
support network, to handle tasks that require your physical presence,
and to simply be present with your parent in a way that phone callsand
video chats cannot replicate. How often you can visit will depend on
your own circumstances, but building regular visits into your annual
calendar, rather than relying on crises to prompt them, is a meaningful

commitment.



42 Y. HAKOL

4.5 Maintaining Relationships

Building a support network is one challenge. Sustaining it over the
months and years of a dementia caregiving journey is another. People's
lives change. Enthusiasm fades. Without intentional maintenance,
even a well-constructed network tends to thin out over time.
Expressing gratitude is not just courteous. It is a practical invest-
ment in the sustainability of your network. People who feel appre-
ciated are more likely to continue helping. A sincere thank-you call,
a handwritten note, an occasional small gesture of acknowledgment
goes a long way. This is especially true for the informal helpers, the
neighbors and friends and community members who are contributing
out of goodwill rather than professional obligation. They are not
getting paid. Knowing that their help is seen and valued matters.
Managing expectations clearly and honestly from the beginning
prevents a great deal of resentment down the road. When you ask
someone for help, be specific about what you are asking for and realis-
tic about what the commitment involves. Do not ask for an open-end-
ed ongoing commitment if what you need is a monthly visit. Do not
promise that "it will not be a big deal” if the reality is more demanding
than that. People who feel they have been recruited into something
bigger or harder than they understood tend to withdraw, sometimes
abruptly and sometimes with lasting damage to the relationship.
Avoiding volunteer burnout requires that you pay attention to the
people in your network and notice when someone is struggling. The
neighbor who has been checking in every day may reach a point where
that daily commitment is becoming a burden. The family friend who
has been driving your parent to appointments may hit a season of their
own life that makes that difficult. Watch for signs of strain, and be
willing to redistribute responsibilities when you see them. Regularly

checking in with the people in your network, not just to give them
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tasks but to genuinely ask how things are going for them, is both kind
and strategically smart.

Recognize also that your network will need to evolve as your par-
ent's needs change. The informal helpers who were sufficient in the
early stage of dementia may not be adequate as care needs intensify in
the middle stage. The home health aide who works well with a moder-
ately independent person may not have the skills or temperament for
the behavioral challenges of later-stage dementia. Revisiting the com-
position and capacity of your local network regularly, not just when
a crisis makes it obvious, allows you to make changes thoughtfully
rather than reactively.

Building a local support network is one of the most valuable invest-
ments you can make in your parent's wellbeing and your own sustain-
ability as a caregiver. It takes time, intention, and ongoing attention.
It requires asking for help, which many of us find genuinely difficult.
And it pays dividends that are hard to overstate: a parent who is not
isolated, who has multiple people watching over them with care, who
has professional support tailored to their needs, and who has a family
caregiver who is not doing it all alone.

You cannot be everywhere. But you can make sure that the right
people and the right systems are there in your place. That is not a

consolation prize. That is good caregiving.



Chapter 5: Family Dynamics, Conflict,
and Difficult Conversations

T here is a saying among geriatric social workers: dementia does
not create family problems. It reveals them. The tensions, ri-
valries, and unspoken resentments that have been lying dormant in
families for decades have a way of surfacing with particular force when
a parent’s care is at stake. Old wounds get reopened. Ancient roles
reassert themselves. The sibling who always felt overlooked suddenly
has a platform for every grievance that accumulated over thirty years.
The one who always tried to hold everyone together finds themselves
exhausted by a job that never ends.

Even in families with genuinely good relationships, a dementia
diagnosis creates new conflicts. Decisions have to be made under pres-
sure, with incomplete information, about things none of you were
trained for. People process grief differently and on different timelines.
Geographic distance creates unequal burdens that breed resentment
even among people who love each other. And all of this unfolds against
the backdrop of watching someone you love change in ways that are
painful and frightening.

This chapter will not make family conflict disappear. Nothing
does. But it will give you a framework for understanding why family
conflict is so common in this context, practical strategies for dividing

responsibilities in ways that feel fair, approaches for working with
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difficult siblings, tools for running family meetings that actually pro-
duce decisions, and ways to protect your family relationships across

what may be a very long caregiving journey.

5.1 Why Families Fight During Caregiving

Understanding the roots of caregiver family conflict is the first step to-
ward managing it more effectively. When you can see why something
is happening, you are less likely to take it entirely personally and more
likely to respond thoughtfully rather than reactively.

Stress and grief are the underlying fuel for most caregiving conflict.
Everyone in the family is experiencing some version of loss, the loss of
the parent they knew, the loss of the future they imagined, the loss
of the family as it was. But grief does not produce calm, measured
behavior. It produces irritability, hypersensitivity, a tendency to cat-
astrophize, and a shortened fuse. When multiple people who are all
grieving and stressed are trying to make difficult decisions together
under time pressure, conflict is not a failure of character. It is almost
inevitable.

Old family dynamics rarely stay dormant under pressure. The roles
established in childhood, the responsible one, the difficult one, the
one who was always the favorite, the one who never got credit, tend
to reassert themselves with remarkable tenacity. If one sibling always
felt that another was the parent's preferred child, that wound will
color how they interpret every caregiving decision the favored sibling
makes. If one family member has always managed things by taking
unilateral control while others fell into passivity, that pattern will likely
repeat, even if everyone involved wishes it would not. Recognizing
these patterns for what they are, old family scripts being replayed
rather than objective disagreements about your parent's care, can help
you respond to them with a little more perspective.

Unequal burdens are a genuine and legitimate source of conflict,
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not just a perception problem. In most families, one person, often
a daughter, often the one who lives closest, ends up carrying a dis-
proportionate share of the caregiving work. They are the one who
fields the calls from the doctor, who coordinates the appointments,
who manages the crisis when a hired aide does not show up, who
flies in when there is a hospitalization. Meanwhile, siblings who are
further away, or who are simply less inclined to take on responsi-
bility, contribute less and sometimes critique more. This imbalance
breeds resentment, and the resentment is not unreasonable. It is a
signal that the distribution of responsibility needs to be addressed, not
suppressed.

Financial disagreements add another layer of complexity. How
much should be spent on your parent’s care? Who pays when your
parent's resources are insufficient? How should inheritance expecta-
tions be adjusted when one sibling has been providing hands-on care
while others have not? These are genuinely hard questions with no
universal right answers, and they tend to activate strong emotions
because money, in families, is rarely just money. It carries meaning
about fairness, love, sacrifice, and worth that makes straightforward
financial conversations surprisingly charged.

It is also worth naming something that is rarely said directly: some
family members are simply not going to step up, no matter what.
Not every sibling has the capacity, temperament, or willingness to
engage meaningfully with a parent's dementia caregiving. Spending
enormous energy trying to force participation from someone who is
fundamentally resistant is often a losing proposition. At some point,
the more useful question is not how to get them to do their share, but
how to structure care so that the absence of their contribution does

not sink everyone else.
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5.2 Dividing Responsibilities

One of the most productive things a family can do early in the care-
giving journey is have an explicit conversation about who is going to
do what. This sounds obvious, but an astonishing number of families
never have it. They fall into patterns by default, and those default
patterns are almost never equitable or sustainable.

The first step is making the full scope of what needs to be done
visible. Caregiving involves a wide range of tasks that are easy to take
for granted until you list them out. Medical tasks include scheduling
and attending appointments, managing medications, communicat-
ing with physicians, tracking symptoms, and coordinating between
specialists. Financial tasks include paying bills, managing accounts,
filing insurance claims, and overseeing any financial planning. Dai-
ly support tasks include grocery shopping, meal preparation, trans-
portation, housekeeping, and personal care. Administrative tasks in-
clude managing legal documents, dealing with insurance companies,
and coordinating hired caregivers. Emotional support tasks include
regular phone calls and visits, providing companionship, and simply
being present with your parent through the emotional dimensions of
their illness. When all of this is written down, its sheer volume tends
to change the conversation.

Once the scope is visible, the conversation about division becomes
more concrete. Different family members have different strengths,
schedules, proximity, and resources. A sibling who lives nearby but
works full time may be able to handle occasional appointments but
cannot do daily check-ins. A sibling who lives far away but has more
flexibility may be better positioned to handle research, insurance co-
ordination, or financial oversight. A sibling who lives at a distance and
has limited time may contribute financially rather than through direct
care. A fair division does not mean an equal division of each task. It

means a distribution that accounts for what each person can genuinely
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offer and results in the total work being covered without any single
person being crushed.

Financial contributions deserve particular thought. In families
where one sibling provides the majority of hands-on care, it is reason-
able to discuss whether other siblings should contribute financially to
offset some of the burden, whether through contributing to the cost
of hired help, compensating the caregiving sibling directly for time
lost from their own work, or other arrangements. These conversations
are uncomfortable, and many families avoid them. But addressing
them honestly early, rather than letting resentment fester silently, is far
better for both the family relationships and the quality of your parent's
care.

Whatever is decided, write it down. Not as a legal contract but
as a shared reference point. When responsibilities are agreed upon
verbally and then not fulfilled, the person who remembered the agree-
ment clearly is left feeling betrayed, while the person who did not
follow through may have a genuinely different recollection of what
was agreed. A simple document, even a shared email thread or a note
in a family group chat, that summarizes who is responsible for what

creates accountability without requiring formal legal structures.

5.3 Managing Difficult Siblings

Not every family member will engage constructively with the caregiv-
ing process, and some will actively make it harder. Learning to manage
these dynamics without letting them derail the overall effort is a skill
that many long-distance caregivers eventually have to develop.
Non-participating siblings are perhaps the most common source of
frustration for the sibling who is doing the bulk of the work. They
may be geographically distant, emotionally avoidant, consumed by
their own life demands, or simply in a stage of denial that has not

yet broken. Whatever the reason, their absence is felt keenly by the
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sibling who is present and active. A few things are worth consider-
ing here. First, have you made a direct, specific ask? Not a general
plea for help but a concrete request: "I need you to call Mom every
Tuesday and Thursday evening, can you commit to that?" People who
feel overwhelmed by the totality of a situation sometimes respond to
specific, bounded requests when they would not respond to a general
call for help. Second, consider whether there are tasks that play to this
sibling's particular strengths or circumstances. Someone who cannot
manage emotional caregiving may be able to handle research, financial
management, or handling a specific logistical task. Third, accept that
there are limits to what you can make another adult do, and shift your
energy toward ensuring that your parent’s needs are met regardless of
whether this sibling participates.

Controlling siblings present a different kind of challenge. This is
the sibling who inserts themselves into every decision, second-guesses
everything you do, makes unilateral choices without consulting oth-
ers, or manages through intimidation and force of personality rather
than consensus. Often, controlling behavior in a caregiving context
is driven by anxiety and grief rather than malice, but that does not
make itless disruptive. Clear role boundaries are the most effective tool
here. When responsibilities are explicitly assigned and documented, it
becomes much easier to say, "That falls within the area I am managing.
I will make sure you are informed of decisions, but this one is mine
to make." Where possible, establish decision-making protocols in ad-
vance, so that there is an agreed-upon process for how decisions get
made, rather than allowing the most assertive person in the room to
simply prevail by default.

Long-distance disagreements, where family members who are not
present attempt to override the judgment of those who are, are a
particular frustration for hands-on caregivers. The sibling who visits
twice a year but has strong opinions about everything is a near-uni-

versal phenomenon. The most effective response is usually to give
y
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information rather than argue. Share your observations specifically
and concretely: what you are seeing, what the doctor said, what the
hired aides report. Invite the distant sibling to speak directly with care
professionals. And be willing to say directly, but without contempt,
that firsthand, ongoing observation carries more weight than periodic
impressions formed from a distance.

In the most difficult cases, family conflict becomes so disruptive
that it genuinely interferes with your parent's care. When that hap-
pens, bringing in a neutral third party, a geriatric care manager, a
family therapist, a social worker, or a mediator, is not an admission of
failure. It is a practical step toward protecting your parent's wellbeing.
Sometimes an outside voice saying what family members have been
saying to each other for months actually lands differently, and the

conversation begins to move.

5.4 Family Meetings That Work

Family meetings about a parent's care have a reputation for going
badly, and they often do. They dissolve into old arguments, they pro-
duce decisions that fall apart before the next meeting, and they leave
everyone feeling worse than before. But they do not have to go this
way. A well-run family meeting can be genuinely productive, and the
difference between a meeting that works and one that does not usually
comes down to structure.

Setting an agenda in advance transforms the nature of a family
meeting. When everyone knows beforehand what will be discussed,
there is less opportunity for the meeting to be hijacked by whoever
has the most energy and the strongest grievances on that particular
day. The agenda should be specific and focused: the current status of
your parent's care, any decisions that need to be made, any changes
to existing arrangements, and any emerging concerns. Distribute the

agenda at least a day before the meeting, and stick to it. If something
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important comes up thatis not on the agenda, acknowledge it and add
it to the next meeting rather than letting it derail the current one.

Facilitating decisions rather than facilitating discussion is a subtle
but important distinction. The goal of a family meeting is not to en-
sure that every person has fully expressed every feeling they have about
every aspect of the situation. The goal is to make decisions and assign
responsibilities. Feelings matter, and they deserve acknowledgment,
but a meeting that becomes an unstructured processing session rarely
produces the clarity and accountability that your parent's care actually
requires. One person should serve as a facilitator, someone who keeps
the conversation on track, manages the time, and ensures that the
meeting ends with clear decisions and clear owners for each action
item.

Documenting agreements is the step that most family meetings
skip and most family caregivers subsequently regret. Before the meet-
ing ends, someone should read back the decisions that were made and
the responsibilities that were assigned. Within a day of the meeting, a
brief written summary should be shared with everyone who partic-
ipated. This does not need to be formal or elaborate. A simple email
thatsays "Here is what we agreed to today” followed by a bulleted list is
sufficient. This documentation serves as a reference point and creates a
shared record that prevents the revisionism and selective memory that
so often undermine family caregiving agreements.

If in-person family meetings are not possible, video calls can work
well and are preferable to phone calls for this purpose. Seeing faces
reduces misunderstanding and makes it easier to gauge the emotional
temperature in the room. If some family members are in person and
some are joining remotely, make sure the remote participants can hear
clearly and are genuinely included in the conversation rather than be-
ing treated as peripheral. And consider whether a regularly scheduled
meeting, perhaps every month or every quarter, serves better than

convening only in response to crises. Regular meetings normalize the
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process and allow issues to be addressed before they become emergen-

cies.

5.5 Protecting Family Relationships

The caregiving journey for someone with dementia can last many
years. The decisions you make and the patterns you establish during
this time will shape your family relationships long after the caregiving
itself has ended. Protecting those relationships, even when the imme-
diate caregiving demands are intense, is worth deliberate effort.

Conflict resolution in a caregiving context works best when you can
separate the substantive disagreement from the emotional charge that
surrounds it. This is easier said than done, but a few practices help.
One is to slow down. Most caregiving disagreements are not actually
emergencies that require resolution in the next five minutes. Taking
a breath, stepping back from a heated exchange, and returning to the
conversation when everyone is calmer almost always produces better
outcomes than pressing for resolution in the moment of maximum
tension. Another is to distinguish between interests and positions.
A position is what someone says they want: "Mom should stay in
her house.” An interest is why they want it: "I am afraid she will be
unhappy anywhere else.” Often, positions that seem irreconcilable
reflect underlying interests that are actually quite compatible.

Setting boundaries is not the same as withdrawing from the family
or abdicating responsibility. It means being clear about what you can
and cannot do, what behavior you will and will not accept in interac-
tions with you, and what decisions are yours to make versus those that
require family consensus. Caregivers who do not set boundaries tend
to accumulate resentment over time in ways that eventually damage
both their effectiveness as caregivers and their family relationships.
Boundaries, stated clearly and held consistently, actually protect re-

lationships by preventing the slow corrosion of unexpressed resent-
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ment.

Focusing on shared goals is a powerful way to de-escalate conflicts
that have become entrenched. When a family argument has been going
in circles, returning to the question of what everyone actually agrees
on, that your parent should be safe, comfortable, and treated with
dignity, that the family should remain intact through this, that deci-
sions should be made in your parent's best interests, can shift the frame
enough to make forward movement possible. You do not have to agree
on everything. You do not have to like each other in every moment.
But if you can agree on the goal, you have enough common ground to
work with.

Finally, make room for the grief that underlies so much of the
conflict. Much of what looks like a fight about whether to hire an aide
or whether Mom should stop driving is actually a fight about loss. Loss
of the parent you knew. Loss of the family you thought you had. Loss
of the future you expected. When you can see that, and occasionally
name it gently, the tenor of the conversation sometimes changes. Not
always. But sometimes. And sometimes is worth something.

Your family will not navigate this perfectly. No family does. There
will be moments of real ugliness alongside moments of unexpected
tenderness and solidarity. The goal is not a conflict-free caregiving
journey. Itis a journey that, when it is over, leaves your family relation-
ships intact or even strengthened, because you found a way to show
up for each other through something genuinely hard.

That is a worthy goal. And it is more achievable than it probably

feels right now.



Chapter 6: Legal and Financial
Planning Before a Crisis

f there is one chapter in this book that you need to act on imme-
diately, this is it.

Legal and financial planning is the area where delays cause the most
irreversible damage to families navigating a parent's dementia. It is
also the area that families most consistently put off, partly because the
conversations involved are uncomfortable, partly because the paper-
work feels daunting, and partly because confronting it head-on means
fully accepting the reality of what is happening. So they wait. They tell
themselves there is time. And then the window closes, and what could
have been a straightforward process becomes an expensive, prolonged
legal ordeal.

The central issue is legal capacity. In order to sign legally binding
documents, a person must have the mental capacity to understand
what they are signing and the implications of doing so. Dementia
erodes that capacity over time, and sometimes faster than families
expect. A person who has capacity today may not have it six months
from now. Once capacity is lost, the legal options available to families
become significantly more limited, more costly, and more adversarial.
The time to act is now, while your parent can still participate fully and
meaningfully in decisions about their own future.

This chapter covers the essential legal documents every family
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should have in place, the basics of estate planning, how to organize
your parent's financial life, how to protect them from financial ex-
ploitation, and what guardianship involves and when it may become
necessary. Throughout, we will point you toward the professionals
who can help, because this is one area where attempting to navigate

alone often creates more problems than it solves.

6.1 Essential Legal Documents

There are three legal documents that are foundational to managing a
parent's care and finances as dementia progresses. Without them, you
may find yourself unable to make medical decisions on your parent's
behalf, locked out of their financial accounts at a moment of crisis, or
facing a court proceeding simply to gain the authority to help. With
them, you have the legal standing to act as your parent’s advocate
effectively and without unnecessary obstruction.

A durable power of attorney is a legal document in which your par-
ent designates someone, called an agent or attorney-in-fact, to manage
their financial affairs. The word "durable"” is critical: it means the doc-
ument remains in effect even if your parent loses mental capacity. A
standard power of attorney, by contrast, becomes void when the per-
son who granted it loses capacity, which makes it useless for dementia
caregiving. A durable power of attorney allows the designated agent to
access bank accounts, pay bills, file taxes, manage investments, buy or
sell property, and handle a wide range of other financial transactions
on your parent's behalf. Without it, family members have no legal
authority over a parent’s finances, even in an emergency.

The scope of a durable power of attorney can be broad or limited
depending on what your parent chooses to authorize. An elder law
attorney can help draft a document that gives the agent the authority
they will actually need without going beyond what your parent is

comfortable granting. It is also worth noting that a durable power
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of attorney can be structured as "springing,” meaning it only takes
effect when your parent loses capacity, or as immediately effective.
Both approaches have their uses, and the right choice depends on your
family's specific circumstances.

A healthcare proxy, also known as a healthcare power of attorney or
medical power of attorney depending on the state, designates someone
to make medical decisions on your parent’s behalf when they are
unable to make those decisions themselves. This is the person who will
speak with doctors, authorize or decline treatments, make decisions
about hospitalization and surgery, and ultimately guide end-of-life
care. Choosing the right person for this role, someone who knows
your parent's values and wishes, can make difficult decisions under
pressure, and can communicate effectively with medical providers, is
one of the most important decisions your family will make.

It is worth noting that a healthcare proxy and a durable power of
attorney can designate the same person or different people. Some fam-
ilies split these roles because different family members have different
strengths. The sibling who is best at managing finances may not be the
one best suited to navigating the emotional and relational dimensions
of medical decision-making. Having an honest conversation within
the family about who is best positioned for each role, rather than
defaulting to birth order or geographic proximity, tends to produce
better outcomes.

A living will, sometimes called an advance healthcare directive or
directive to physicians, is a document in which your parent expresses
their own wishes about medical treatment in specific circumstances,
typically end-of-life scenarios. It might specify that your parent does
not want life-prolonging treatmentif they are in a persistent vegetative
state, or that they do wish for aggressive treatment to be pursued. It
might address their wishes about artificial nutrition and hydration, re-
suscitation, and mechanical ventilation. A living will gives the health-

care proxy a roadmap for decision-making and reduces the burden
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of those decisions by making clear what your parent actually wanted,
rather than leaving the proxy to guess.

All three of these documents should be prepared with the help of
an elder law attorney, signed while your parent has legal capacity, wit-
nessed and notarized as required by your state's law, and stored some-
where accessible. Copies should be given to the designated agents, to
your parent's primary care physician, and to any hospital or specialist
who may be involved in your parent's care. A document that exists but

cannot be located in a crisis is of limited value.

6.2 Estate Planning Basics

Estate planning is the process of organizing how your parent’s assets
will be managed during their lifetime and distributed after their death.
It is not only for the wealthy. Even a modest estate benefits from
thoughtful planning, and the absence of that planning can create
significant complications and costs for families.

A will is the foundational document of an estate plan. It specifies
who inherits your parent's assets after death, names an executor who
is responsible for carrying out its instructions, and can address other
matters such as specific bequests, charitable giving, and guardianship
of minor dependents if any. Without a valid will, your parent's estate
passes according to your state's intestacy laws, which may or may
not align with what your parent would have wanted. A will must be
executed with proper formalities, including witnesses and sometimes
notarization, to be legally valid. It is worth reviewing any existing will
to ensure it reflects your parent's current wishes and that the named
executor is still appropriate and willing to serve.

Trusts are legal arrangements in which assets are held by one party,
the trustee, for the benefit of another, the beneficiary. They serve a
variety of purposes in estate planning. A revocable living trust allows

your parent to transfer assets into the trust during their lifetime, re-
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taining control over them as the trustee, while designating a successor
trustee who takes over management when your parent becomes inca-
pacitated or dies. Assets held in a revocable living trust pass to bene-
ficiaries without going through probate, the court-supervised process
by which a will is validated and an estate distributed. Probate can be
slow, public, and expensive, so avoiding it has real practical value.

An irrevocable trust, once established, generally cannot be modi-
fied or revoked. These are used for specific purposes, including Medic-
aid planning, asset protection, and certain tax strategies. If your parent
may eventually need Medicaid to cover long-term care costs, under-
standing how asset transfers to trusts are treated under Medicaid's
rules is important, and this is an area where an elder law attorney's
guidance is essential. Medicaid has a five-year look-back period during
which asset transfers can affect eligibility, so the timing of any planning
moves matters enormously.

Beneficiary designations on financial accounts, retirement ac-
counts, and life insurance policies are a critical and often overlooked
component of estate planning. These designations override whatever
a will says, meaning that if your parent’s will leaves everything to their
three children equally but their retirement account names only one
child as beneficiary, that one child receives the retirement account re-
gardless of the will's instructions. Reviewing and updating beneficiary
designations is an important step, and it should happen as part of the

broader estate planning process rather than in isolation.

6.3 Financial Organization

One of the most practical things you can do for your parent and
for yourself as a caregiver is to get a clear, organized picture of their
financial life. Many families are surprised to discover, when they finally
sit down to map it out, how complex and fragmented their parent's

finances actually are. Multiple bank accounts at different institutions,
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old retirement accounts from jobs held decades ago, life insurance
policies whose premiums are still being paid but whose existence was
barely remembered, recurring subscriptions and automatic payments
that no one has reviewed in years. Getting all of this organized now,
while your parent can guide you, is far better than trying to reconstruct
it later under pressure.

Bank accounts form the core of most people's day-to-day financial
picture. You will want to identify every account your parent holds, at
every institution, along with the account numbers, the approximate
balances, and any automatic payments that are drawn from each ac-
count. If your parent has given you durable power of attorney, you can
be added to the account or set up to access it on their behalf. If not,
now is the time to get that authorization in place.

Insurance policies of all kinds need to be located and reviewed. This
includes health insurance and Medicare supplemental coverage, life
insurance, long-term care insurance if your parent has it, homeowner's
or renter’s insurance, and any auto insurance. For each policy, you will
want to know the insurer, the policy number, the coverage amount,
the premium amount and payment schedule, and how to file a claim.
Long-term care insurance policies in particular deserve careful review:
they have specific benefit triggers, waiting periods, and claim proce-
dures that families are often unaware of until they need to use the
policy.

Income sources should be documented comprehensively. This in-
cludes Social Security benefits, any pension income, Required Min-
imum Distributions from retirement accounts, rental income if your
parent owns investment property, annuity payments, and any other
regular income. Knowing exactly what comes in each month, from
where, and on what schedule, is essential for managing your parent's
finances and for planning for future care costs. If your parent receives
Social Security, you can contact the Social Security Administration to

discuss representative payee arrangements when direct management
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becomes necessary.

Regular expenses should be reviewed with the same care. Beyond
the obvious bills like housing, utilities, and food, look for automatic
payments and subscriptions that may have been set up and forgot-
ten. Charitable donations, magazine subscriptions, streaming services,
club memberships, and various other recurring charges can add up
to a significant amount, and many of them may no longer serve any
purpose for your parent. Simplifying and consolidating your par-
ent's financial picture now makes ongoing management much more

straightforward.

6.4 Preventing Financial Exploitation

People with dementia are among the most vulnerable targets for fi-
nancial exploitation, and the problem is far more widespread than
most families realize. It is estimated that financial exploitation costs
older Americans billions of dollars each year, and people with demen-
tia, whose judgment is impaired and whose social networks are often
shrinking, are disproportionately affected. Worse, the perpetrators are
often not strangers. A significant proportion of financial exploitation
of older adults is committed by family members, hired caregivers, or
people who have been granted trust and access.

Scams targeting older adults with dementia take many forms.
Phone scams in which callers claim to be from the IRS, Medicare,
Social Security, or a utility company and demand immediate pay-
ment or personal information are extremely common. Lottery and
sweepstakes scams that require an upfront payment to claim a prize
prey on people whose ability to evaluate such claims is compromised.
Romance scams conducted online or by phone establish false emo-
tional relationships as a prelude to financial requests. Door-to-door
contractors who collect substantial upfront payments for work they

never perform or perform shoddily target homeowners who may not
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remember having paid or may not recognize the quality problems with
the work.

Monitoring your parent’s accounts regularly is one of the most
effective protective measures available. If you have financial power of
attorney or have been added to your parent's accounts, set up online
access and review transactions at least monthly, and ideally more fre-
quently. Look for unusual withdrawals, new payees, large cash trans-
actions, transfers to unfamiliar accounts, and evidence of purchases
or donations that your parent would not normally make. Some banks
have elder financial protection programs that can flag unusual activity
and alert designated family members.

Fraud prevention measures worth considering include reduc-
ing your parent’s exposure to unsolicited contacts. Registering their
phone number on the National Do Not Call Registry will not stop all
unwanted calls, but it reduces them. Setting up call blocking on their
phone for known scam numbers, through their carrier or a third-party
service, adds another layer of protection. If your parent has internet
access, ensuring they have appropriate security software and, if pos-
sible, having a trusted person monitor their online activity, can help.
Many families also establish a simple protocol with their parent: before
giving money or personal information to anyone who contacts them
unsolicited, they call a designated family member first. This protocol is
easier to establish when your parentstill has the capacity to understand
and agree to it.

Be alert also to the possibility of exploitation by people in your
parent’s immediate circle. This is a difficult topic, but it is an impor-
tant one. If a new person appears in your parent's life who is taking
an unusual interest in their financial affairs, if a long-standing hired
caregiver begins asking for loans or gifts, if a family member who
previously had little involvement suddenly becomes very attentive in
ways that seem connected to the finances, trust your instincts and

investigate. Financial exploitation by trusted individuals often begins
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with small boundary violations that escalate over time. Catching it
early is far better than discovering it after significant damage has been

done.

6.5 When Guardianship Becomes Necessary

For most families who plan ahead and put legal documents in place
while their parent still has capacity, guardianship will never be neces-
sary. But if your parent did not execute a durable power of attorney
or healthcare proxy while they had the capacity to do so, or if those
documents are found to be inadequate or invalid, or if there is a dis-
pute about who should be making decisions on your parent's behalf,
guardianship may become the only available legal remedy.

Guardianship, also called conservatorship in some states, is a
court-supervised legal arrangement in which a judge appoints some-
one to make decisions on behalf of a person who has been determined
to lack the capacity to make those decisions themselves. A guardian of
the person makes decisions about living arrangements, medical care,
and daily life. A guardian of the estate, sometimes called a conservator,
manages financial affairs. These roles may be filled by the same person
or by different people.

The legal standards for establishing guardianship require a formal
court proceeding in which medical evidence of the person's incapacity
is presented, the person has the right to be represented by an attorney
and to contest the proceeding, and the judge makes a determination
about both the fact of incapacity and who should serve as guardian.
This process takes time, typically several months from filing to ap-
pointment, and it costs money, in attorney's fees and court costs that
are often paid from the person's own estate. Itis also a matter of public
record, which some families find distressing.

Court procedures vary significantly by state, and navigating them

without an attorney is extremely difficult. If you find yourself in a
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situation where guardianship may be necessary, retaining an elder
law attorney immediately is strongly advisable. They can guide you
through the process, help you understand what evidence will be re-
quired, and represent your parent’s best interests throughout.

Alternatives to guardianship are worth exploring before initiating
court proceedings. In some situations, a representative payee arrange-
ment with Social Security or a veterans' benefits fiduciary can address
financial management needs without a full guardianship. A geriatric
care manager or other trusted professional can sometimes serve as
a surrogate decision-maker for care issues in ways that avoid court
involvement. Mediation between family members who disagree about
who should serve as decision-maker can sometimes resolve disputes
that might otherwise end up in court. An elder law attorney can help
you understand which alternatives, if any, are viable in your parent's
specific situation.

If you are reading this before your parent has lost capacity, please
take this section as the strongest possible encouragement to act now.
Getting a durable power of attorney and healthcare proxy in place
is a relatively simple, relatively inexpensive process when your parent
has capacity. Guardianship, when those documents do not exist, is
complicated, expensive, emotionally taxing, and completely avoidable
with a little advance planning.

Legal and financial planning is not the most emotionally resonant
part of the caregiving journey. It does not feel as immediately im-
portant as managing your parent's medical care or maintaining your
relationship with them. But getting these foundations right is what
makes everything else possible. It is what allows you to act quickly in
a medical crisis without bureaucratic obstruction. It is what protects
your parent's assets from exploitation and mismanagement. It is what
ensures that your parent's wishes about their own care are actually
honored.

Make the appointment with the elder law attorney. Gather the
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financial documents. Have the conversations. Do it now, while you
still can. Your future self, managing a crisis at two in the morning with

the legal authority to act, will be deeply grateful that you did.



Chapter 7: Understanding Medicare,
Medicaid, and Long-Term Care
Coverage

T here is a widespread and deeply damaging myth in Ameri-
can families: the belief that Medicare will pay for a parent's
long-term care. This assumption leads families to defer financial plan-
ning, spend down assets without strategy, and then arrive at the mo-
ment when serious care is needed to discover, with shock and often
panic, that Medicare covers almost none of it.

Understanding how the American healthcare coverage system ac-
tually works for people with dementia is not glamorous knowledge.
The rules are complicated, the programs interact with each other in
ways that are not intuitive, and the stakes are enormous. But this is
knowledge that genuinely protects families, and the families who have
it make substantially better decisions than those who do not.

This chapter walks you through Medicare and its significant lim-
itations for dementia care, the distinct and much more relevant role
of Medicaid in long-term care funding, long-term care insurance and
how to use it effectively, and other sources of financial assistance that
families frequently overlook. By the end, you will have a clearer picture
of what your parent's coverage actually provides, where the gaps are,

and what planning moves are worth making to address them.



66 Y. HAKOL

7.1 Medicare Basics

Medicare is the federal health insurance program for Americans aged
65 and older, as well as for certain younger people with disabilities. It is
funded primarily through payroll taxes and premiums, and it covers a
wide range of acute medical services. Understanding its structure helps
you understand both what it does and what it decidedly does not do
for people with dementia.

Medicare Part A covers inpatient hospital care, skilled nursing facil-
ity care under specific conditions, hospice care, and some home health
services. It is premium-free for most people who have worked and paid
Medicare taxes for at least ten years. The skilled nursing facility benefit
is one of the most misunderstood parts of Medicare. It covers up to
100 days in a skilled nursing facility following a qualifying hospital stay
of at least three days, but only for skilled care such as physical therapy,
occupational therapy, or wound care. It does not cover custodial care,
which is the assistance with daily activities like bathing, dressing, and
eating that constitutes the majority of what people with dementia
actually need as the disease progresses. This distinction between skilled
and custodial care is the crux of why Medicare falls so short for de-
mentia families.

Medicare Part B covers outpatient medical services, including
physician visits, diagnostic tests, preventive care, durable medical
equipment, and some home health services. It requires a monthly
premium, which is deducted from Social Security benefits for most
enrollees. Part B does cover certain dementia-related services, includ-
ing the initial cognitive assessment that Medicare now reimburses as a
preventive benefit, and it covers many of the specialist visits and diag-
nostic tests involved in diagnosis and ongoing medical management.
However, like Part A, it covers medical services, not ongoing custodial
care.

Medicare Part C, commonly known as Medicare Advantage, al-
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lows beneficiaries to receive their Medicare benefits through private
insurance plans rather than through traditional Medicare. These plans
often include additional benefits beyond what traditional Medicare
covers, such as dental, vision, and hearing coverage, and some offer care
coordination services that can be valuable for people with complex
needs. However, they also typically involve more restricted provider
networks and prior authorization requirements that can create fric-
tion for people who see multiple specialists, as people with dementia
often do. If your parent is enrolled in a Medicare Advantage plan, it
is worth understanding exactly what the plan covers and what its care
coordination services include.

Medicare Part D covers prescription medications through private
plans that beneficiaries choose and enroll in separately. For people
with dementia, medication coverage matters significantly: the med-
ications used to manage dementia symptoms, as well as the many other
medications that older adults typically take for coexisting conditions,
can be expensive without coverage. Part D plans vary in their for-
mularies, meaning which specific drugs they cover and at what cost,
and reviewing whether your parent’s current plan covers their actual
medications at a reasonable cost is worth doing annually during the
open enrollment period each fall.

Enrollment in Medicare has important timing rules. Most people
are automatically enrolled in Parts A and B when they turn 65 if
they are already receiving Social Security benefits. Those who are not
automatically enrolled have a seven-month initial enrollment peri-
od. Missing enrollment deadlines can result in permanent premium
penalties that add to costs for the rest of your parent's life. If your par-
ent has not yet enrolled or if you are uncertain about their enrollment
status, contact Medicare directly or consult with a Medicare coun-
selor through your state's State Health Insurance Assistance Program,

known as SHIP, which provides free unbiased counseling.
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7.2 What Medicare Does Not Cover

Understanding Medicare's coverage gaps is at least as important as un-
derstanding what it does cover, because the gaps are where dementia
families get into serious financial trouble.

Custodial care is the single most significant gap. This is the ongoing
assistance with activities of daily living, bathing, dressing, grooming,
toileting, eating, and mobility, that people with dementia increas-
ingly need as the disease progresses. Whether this care is provided at
home by a paid aide, in an assisted living facility, or in a memory care
unit, Medicare does not pay for it. This is the care that costs families
tens of thousands to hundreds of thousands of dollars per year, and
Medicare's role in paying for it is essentially zero.

Long-term supervision is similarly not covered. Medicare does not
pay for the oversight and monitoring that a person with dementia
needs simply to remain safe, to be redirected when they become con-
fused or agitated, to be prevented from wandering, or to be reminded
to eat and take medications. This supervision, even when itis provided
in a facility setting rather than in the home, is considered custodial
rather than skilled and falls outside Medicare's scope.

Memory care costs are entirely outside Medicare's coverage. Dedi-
cated memory care units, which provide the specialized environment,
staffing ratios, and programming that people with moderate to ad-
vanced dementia benefit from, are among the most expensive options
in the long-term care landscape. Monthly costs commonly range from
four thousand to eight thousand dollars or more depending on the
facility and geographic location. None of this is paid by Medicare.

Even Medicare's limited skilled nursing facility benefit has signif-
icant cost-sharing requirements that families often underestimate.
After a qualifying hospital stay, Medicare covers the first twenty days
of skilled nursing facility care in full. From day twenty-one through

day one hundred, there is a substantial daily copayment that changes
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annually and that Medicare supplement insurance may or may not
cover depending on the policy. After day one hundred, Medicare cov-
erage ends entirely, and the full cost falls to the individual or other
payers.

The practical implication of all of this is straightforward: if your
parent will eventually need significant ongoing care for dementia,
which is likely given the nature of the disease, you cannot count on
Medicare to pay for the majority of it. Planning for how those costs
will be covered, whether through personal assets, Medicaid, long-term

care insurance, or a combination, is not optional. It is essential.

7.3 Understanding Medicaid

Medicaid is the joint federal and state program that provides health
coverage to people with low incomes and limited assets. Unlike
Medicare, which is an entitlement that all qualifying older Americans
receive regardless of financial need, Medicaid is means-tested: eligibil-
ity depends on both income and assets falling below thresholds set by
each state. For dementia families, Medicaid is critical because it is the
primary public payer for long-term custodial care, including nursing
home care and, in many states, home and community-based services.

Eligibility rules for Medicaid vary significantly by state, but the
general principle is that an individual must have very limited count-
able assets, typically two thousand dollars or less in most states, though
some states have higher thresholds. Certain assets are excluded from
this calculation, most importantly the primary residence up to a cer-
tain equity limit, one vehicle, household furnishings, and personal
belongings. A spouse's assets are treated under special rules designed to
prevent spousal impoverishment. Understanding the specific rules in
your parent's state is important, and an elder law attorney is the right
professional to guide this analysis.

Asset protection planning, sometimes called Medicaid planning,
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involves legally restructuring assets to help a person qualify for Med-
icaid while preserving as much as possible for a spouse or other family
members. This is a legitimate and widely practiced area of elder law.
Strategies may include establishing certain types of trusts, making
gifts in ways that account for Medicaid's look-back rules, converting
countable assets into exempt ones, and timing care arrangements to
optimize benefit availability. The five-year look-back period is a critical
concept here: Medicaid examines asset transfers made within five years
of the application date and may impose a penalty period of ineligibility
for transfers that were made to qualify for benefits. This is why plan-
ning needs to happen well in advance of when benefits will actually be
needed.

The application process for Medicaid is administratively demand-
ing. It requires extensive documentation of income, assets, and med-
ical need, and applications are frequently denied initially due to tech-
nicalities or incomplete documentation. Navigating the process is
much easier with professional help, either from an elder law attorney, a
Medicaid planning specialist, or a social worker with experience in the
benefits system. Many families who attempt to manage the application
on their own experience significant delays or denials that could have
been avoided.

Medicaid's coverage of home and community-based services, rather
than just nursing home care, has expanded significantly in recent years
through waiver programs that allow states to use Medicaid funds for
a broader range of services. These may include personal care assis-
tance in the home, adult day services, respite care for family caregivers,
and other supports that allow people to remain in their communities
rather than entering institutional care. Availability and eligibility re-
quirements vary substantially by state, and many of these programs
have waiting lists that can stretch for months or years. Applying early,

even before the need is immediate, is often advisable.
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7.4 Long-Term Care Insurance

Long-term care insurance is private insurance specifically designed to
cover the costs of custodial care that Medicare does not cover. For
families whose parent had the foresight to purchase a policy, it can
be a significant financial resource. For families without it, this sec-
tion explains what you have missed and what the alternatives are. For
anyone still within the age and health window to purchase coverage,
understanding what good coverage looks like is valuable.

Policy benefits vary widely, and understanding exactly what a pol-
icy covers is essential before a claim is needed. Most long-term care
insurance policies cover care in nursing facilities, assisted living facil-
ities, memory care units, and at home. The daily or monthly benefit
amount, typically expressed as a dollar amount per day or month, de-
termines how much the policy pays toward covered care costs. Policies
typically have a benefit period, the maximum length of time benefits
will be paid, ranging from two years to lifetime coverage. An inflation
protection feature, which increases the benefit amount over time to
keep pace with rising care costs, is an important policy feature, partic-
ularly for policies purchased many years ago.

Benefit triggers are the specific conditions that must be met for a
policy to begin paying. Most long-term care insurance policies use two
standards: the inability to perform a specified number of activities of
daily living without assistance, typically two out of six, or a cognitive
impairment that requires substantial supervision to protect the health
and safety of the insured. A diagnosis of dementia will typically satisfy
the cognitive impairment trigger, meaning that a person with demen-
tia will generally be eligible for benefits once their disease has pro-
gressed to a point where ongoing supervision is required. However,
the specific language of each policy matters, and reviewing the policy
carefully, or having an insurance professional review it, before filing a

claim ensures that you understand exactly what is required.



72 Y. HAKOL

The claims process for long-term care insurance requires docu-
mentation of the benefit trigger, typically through a physician's cer-
tification and sometimes a separate functional assessment conducted
by the insurer. There is usually an elimination period, functioning like
a deductible measured in days rather than dollars, during which the
insured must be receiving qualifying care before benefits begin. This
period commonly ranges from thirty to ninety days. Benefits are then
paid either as reimbursement for actual care costs or as an indemnity
payment, a set amount regardless of actual costs, depending on the
policy structure.

Common pitfalls in using long-term care insurance include failing
to file a claim promptly when eligibility is met, not understanding
the elimination period and how it is satisfied, and not keeping the
insurance company informed of changes in care needs or setting that
might affect coverage. Some families also discover that a policy pur-
chased long ago has benefits that have not kept pace with actual care
costs, making partial coverage planning necessary. If your parent has
a long-term care insurance policy, locate it now, read it carefully, and

make sure you understand its terms before care needs become urgent.

7.5 Other Sources of Financial Assistance

Beyond Medicare, Medicaid, and long-term care insurance, there are
additional sources of financial assistance that families navigating de-
mentia care costs frequently overlook. Taking the time to investigate
these options can meaningfully reduce the financial burden.
Veterans benefits represent a significant and underutilized resource
for older adults who served in the military. The Department of Vet-
erans Affairs offers a range of benefits that can help cover care costs,
including the Aid and Attendance benefit, which provides monthly
payments to veterans and surviving spouses who need help with daily

activities or are housebound. This benefit is not widely known and
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is not automatically applied for; families must submit a formal ap-
plication with supporting documentation of military service, medical
need, and financial status. Eligibility criteria are distinct from Medic-
aid rules, and working with a Veterans Service Officer, who can assist
with the application at no cost, is strongly advisable. If your parent
is a veteran or the surviving spouse of a veteran, this benefit is worth
investigating as a priority.

State programs supplement federal coverage in ways that vary con-
siderably by location. Many states offer additional pharmaceutical as-
sistance programs for older adults whose drug costs are not adequately
covered by Medicare Part D. State-funded home care programs pro-
vide services to older adults who need support but have not yet reached
Medicaid eligibility. Some states have specific programs for people
with Alzheimer's disease and related dementias, including caregiver
respite programs, case management services, and emergency assistance
funds. The Eldercare Locator and your local Area Agency on Aging
are the best starting points for identifying what your parent's state
specifically offers.

Nonprofitsupport organizations provide a range of direct financial
assistance and services that many families do not know exist. The
Alzheimer's Association, the leading voluntary health organization in
the Alzheimer's space, offers a 24-hour helpline, care consultation ser-
vices, support groups, and referrals to local resources at no cost. Some
local chapters also administer small financial assistance programs for
families in crisis. Other disease-specific nonprofits, community foun-
dations, religious organizations, and local charities may offer one-time
or ongoing assistance with specific care costs, home modification ex-
penses, or caregiver respite. Asking a social worker or geriatric care
manager to help identify locally available nonprofit resources is often
the most efficient way to find these programs.

Home equity is a financial resource that some families use to fund

care costs, either through a reverse mortgage, which allows a home-
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owner aged 62 or older to borrow against the equity in their home
without selling it or making monthly payments, or through a home
equity line of credit or outright sale of the home when a move to a
care facility makes the home unnecessary. Each of these approaches
has significant implications for Medicaid planning and estate planning
that should be carefully evaluated with professional guidance before
any decisions are made.

Life insurance policies may have provisions that allow the policy-
holder to access a portion of the death benefit while still alive to cover
long-term care or terminal illness costs. These are called accelerated
death benefits or living benefit riders. Some policies can also be sold
to a third party through a life settlement, generating a lump sum
that is less than the death benefit but more than the cash surrender
value. If your parent holds a life insurance policy, reviewing it for these
provisions is worthwhile.

Navigating the landscape of healthcare coverage and financial assis-
tance for dementia care is genuinely complex, and no single resource
will give you every answer for your parent's specific situation. What
this chapter has tried to give you is 2 map of the territory: where the
major resources are, where the critical gaps lie, and where professional
guidance is most important. An elder law attorney, a Medicare coun-
selor through SHIP, and a social worker with expertise in benefits
navigation are your three most valuable professional allies in this work.

The financial dimensions of dementia caregiving are daunting, but
they are not insurmountable. Families who understand the landscape,
plan ahead, and seek appropriate professional help consistently nav-
igate it better than those who simply hope things will work out. You

now have the foundation to be in the first group.



Chapter 8: Managing Medical Care
From a Distance

T he medical management of dementia is genuinely complex.
Your parent will likely see multiple specialists over the course of
their illness. Their medication list will probably grow. They will have
appointments they cannot reliably report on and instructions they
may not consistently follow. And you will be trying to stay on top of
all of it from hundreds of miles away, without the ability to sit in the
waiting room, hear what the doctor actually said, or watch whether
the prescription gets picked up and taken correctly.

This is one of the areas where long-distance caregivers most acutely
feel the limitations of their situation. Medical care requires real-time
information, quick responses, and an ongoing relationship with
providers, all of which are harder to maintain across distance. But
harder does not mean impossible. Long-distance medical advocacy
is a learnable set of skills, and caregivers who develop them make a
measurable difference in their parent’s health outcomes.

This chapter covers how to become an effective medical advo-
cate for your parent, how to coordinate across multiple healthcare
providers, how to manage medications safely from a distance, how
to participate meaningfully in medical appointments even when you
cannot be there in person, and how to navigate the particular chal-

lenges of hospitalization and discharge when you are not on the
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ground.

8.1 Becoming a Medical Advocate

A medical advocate is someone who actively participates in a patient's
healthcare on their behalf: gathering and organizing information,
communicating with providers, asking questions, ensuring that in-
structions are understood and followed, and speaking up when some-
thing does not seem right. For a person with dementia, who may not
be able to accurately report their symptoms, may not remember what
the doctor said, and may not reliably follow through on instructions,
having a knowledgeable, engaged advocate is not a luxury. It is a safety
imperative.

Organizing information is the foundation of effective medical ad-
vocacy. You need a comprehensive, current record of your parent's
medical situation that you can access quickly and share with providers
when needed. This includes a complete list of current diagnoses, a
medication list with dosages and prescribing physicians, a summary
of relevant medical history including hospitalizations, surgeries, and
significant illnesses, known allergies and adverse drug reactions, the
names and contact information of all current providers, and insurance
information. This record should be kept somewhere accessible to you
and ideally also available in your parent's home for use in emergencies.
Many caregivers maintain this in a simple document that they update
after every significant medical development and share with other fam-
ily members who are involved in care.

Asking effective questions at medical appointments is a skill that
improves with practice. Before any appointment, think through what
you most need to know and write your questions down. The most
important categories are: What is the current status of the condition
being addressed? Has anything changed since the last visit? What

do the test results mean in plain language? What are the treatment
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options, and what are the expected benefits and risks of each? What
should we watch for, and when should we call? Whatare the next steps
and who is responsible for each? Are there any referrals being made,
and if so, for what purpose? Having these questions written down
before the appointment, and either attending in person, by phone, or
by video, ensures that you get the information you need rather than
hoping your parent will remember to ask and then accurately relay the
answers.

Building relationships with your parent's providers takes time and
intentionality, but it pays significant dividends. Introduce yourself
to the key people in your parent's medical world: the primary care
physician, the neurologist, the office nurse or medical assistant who
manages the practice day-to-day. Let them know who you are, what
your role is, and that you are an active participant in your parent's
care. Make sure you are listed on all necessary HIPAA authorizations
so that providers can speak with you freely. When you communicate
with providers, be organized, be concise, and be specific. A provider
who knows you as a reliable, informed advocate is far more likely to
call you proactively when something changes than one who has never
heard your name.

Staying current between appointments requires a system. After
any appointment or medical contact, document what was discussed,
what was decided, and what follow-up is needed. Keep a running
log of any symptoms, behavioral changes, or functional changes you
observe or hear about from others. Review this log periodically and
bring relevant patterns to the attention of your parent's providers. The
physician who sees your parent for fifteen minutes every three months
has a very partial view of how the disease is actually progressing day
to day. You are in a position to provide context that meaningfully

improves the quality of their clinical decision-making.
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8.2 Coordinating Healthcare Providers

People with dementia often have multiple health conditions in ad-
dition to their cognitive diagnosis, and the management of those
conditions involves multiple providers who may not communicate
reliably with each other. As along-distance caregiver, you may become
the de facto coordinator of a care team that includes a primary care
physician, a neurologist, a cardiologist or other specialist, a psychiatrist
or geriatric psychiatrist managing behavioral symptoms, a physical or
occupational therapist, and a pharmacist. Each of these providers sees
one piece of your parent's health picture. Someone needs to hold the
whole picture, and that someone is often you.

The primary care physician should serve as the central hub of your
parent’s medical care, but not all of them do this effectively. A good
primary care physician for someone with dementia actively tracks
the specialist visits, reviews the medications prescribed by multiple
providers for potential interactions, and maintains an integrated view
of the patient’s overall health. If your parent's primary care physician
is not playing this coordinating role, you may need to fill the gap your-
self, or to advocate for a geriatric specialist who is better positioned to
manage complex, multimorbid patients.

Specialists present a particular coordination challenge because they
often focus narrowly on their area of expertise without fully account-
ing for the broader clinical picture. A cardiologist managing heart
failure may prescribe medications that worsen cognitive symptoms. A
pain specialist may recommend a treatment without knowing about
existing drug interactions. The neurologist may not be aware that a
new medication prescribed by the urologist is known to exacerbate
confusion in people with Lewy body dementia. Part of your advocacy
role is ensuring that each specialist knows what the others are doing.
This means sharing medication lists at every appointment, telling each

provider about any recent changes made by other providers, and flag-
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ging any new symptoms that emerged after a medication change.

Referrals need to be tracked and followed through. Itis surprisingly
common for a physician to make a referral that gets lost in the shuffe,
either because the appointment was never made, or because it was
made and then forgotten by your parent, or because the specialist's
office never received the referral paperwork. Any time a referral is
made, write it down, find out who is responsible for scheduling it,
confirm that the appointment has been made, and follow up to ensure
that the referring physician receives the specialist's report after the
visit. This kind of administrative follow-through is unglamorous but
genuinely important.

A geriatric care manager, as discussed in Chapter 4, can be an in-
valuable ally in care coordination, particularly for long-distance fam-
ilies who cannot attend appointments in person. A care manager who
accompanies your parent to appointments, takes notes, and commu-
nicates findings to you and to other providers is providing a service
that addresses one of the most significant structural vulnerabilities in

long-distance medical advocacy.

8.3 Medication Management

Medication errors are among the most common and most preventable
sources of harm for older adults with dementia. The combination
of multiple medications, cognitive impairment that affects the ability
to manage complex regimens reliably, and sometimes multiple pre-
scribers who are not fully aware of each other's prescriptions creates a
genuinely dangerous environment without active oversight. Manag-
ing your parent's medications carefully, from a distance, is one of the
highest-impact things you can do for their safety.

Tracking prescriptions requires maintaining a complete and cur-
rent medication list. This means every prescription medication, every

over-the-counter medication, every supplement and herbal product.
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The last category is more important than many families realize: herbal
supplements and common over-the-counter products can have sig-
nificant interactions with prescription medications, and many older
adults take them without mentioning them to their physicians. Your
medication list should include the name of each medication, the dose,
the frequency, the prescribing provider, the reason it is being taken,
and the date it was last reviewed. Update this list every time there is a
change, and bring a copy to every medical appointment.

Preventing medication errors requires thinking about the specific
failure modes that dementia introduces. A person with dementia may
forget whether they took a dose and take it again, resulting in dou-
ble-dosing. They may stop taking a medication because they cannot
remember why they are taking it or because the pill has changed color
or shape. They may not be able to manage a complex schedule in-
volving multiple medications at different times with different instruc-
tions. They may take someone else's medication by mistake. Each of
these failure modes calls for a specific preventive response: automated
dispensers for timing and dose control, simplified regimens that con-
solidate medications where clinically appropriate, visual labeling and
organizing systems for those who can still manage medications with
reminders, and a trusted person who administers medications directly
when independent management is no longer safe.

Pharmacy delivery options reduce the logistical burden on your
parent and ensure that prescriptions are not simply not picked up
because the trip to the pharmacy is too much. Most major pharmacy
chains offer home delivery, and mail-order pharmacy services through
Medicare Part D plans are often less expensive for maintenance med-
ications. If your parent uses multiple pharmacies, consolidating all
prescriptions at a single pharmacy allows the pharmacist to screen the
entire medication list for interactions and to serve as a knowledgeable
resource. A pharmacist who knows your parent’s complete medica-

tion picture is a genuinely valuable member of the care team and is
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often more accessible than the prescribing physicians for questions
about medication effects and interactions.

Certain medications deserve particular attention in the context
of dementia. Anticholinergic medications, which are found in many
common drugs for bladder issues, allergies, sleep, and depression, can
significantly worsen cognitive symptoms in people with dementia and
should be reviewed carefully with the prescribing physician. Sedating
medications of all kinds carry heightened risks of falls and confusion.
Antipsychotic medications, sometimes used for behavioral symptoms
of dementia, carry a black box warning for increased risk of death in
elderly patients with dementia and should be used only when clearly
necessary and under close supervision. If your parent is prescribed any
of these medication categories, understanding the rationale and the

monitoring plan is important.

8.4 Attending Appointments Remotely

One of the most significant developments in healthcare over the past
several years has been the normalization of telehealth and remote
participation in medical care. The Covid-19 pandemic forced rapid
adoption of virtual care options that many providers and patients
had been slow to embrace, and many of those options have remained
available. For long-distance caregivers, this represents a genuine and
meaningful opportunity to be present at appointments that geogra-
phy would otherwise prevent.

Telehealth tools have become increasingly sophisticated and widely
used. Many primary care practices, neurologists, and other specialists
now offer video visits for follow-up appointments, medication man-
agement, and care discussions that do not require a physical exami-
nation. For a long-distance caregiver, participating in a telehealth ap-
pointment alongside your parent, whether by being in the room with

them on their device or by joining separately from your own location,
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provides access to the physician's assessment and recommendations in
real time. Itallows you to ask questions, raise concerns, and ensure that
instructions are communicated clearly, all without having to book a
flight.

Joining by phone or video when your parent has an in-person
appointment is an option that more providers are willing to accom-
modate than you might expect, particularly when they understand
your role as a long-distance caregiver. Contact the practice ahead of
the appointment, explain the situation, and ask whether you can join
by phone or video during the visit. Not all practices can accommodate
this, particularly for brief visits with tight schedules, but many will
make the effort when asked. Even a five-minute call with the physician
at the end of an appointment, while your parent is still there, can be
enormously valuable.

Virtual participation in care conferences and family meetings with
facility staff, when your parent is in a care facility or being evaluated for
placement, has become similarly normalized. Care conferences, which
are scheduled meetings between family and care team staff to review
a resident’s status and care plan, are an important touchpoint, and
being present even remotely is far better than receiving a secondhand
summary. Request to join by video for any care conference, and make
it clear that you are an active participant in your parent's care who
should be included in these discussions.

When you cannot be present at an appointment at all, preparing
your parent and whoever accompanies them is the next best thing.
Write out your questions and concerns clearly and send them to the
accompanying person in advance. Ask them to take notes or, with
the provider's permission, to record the appointment on a phone.
Debrief them immediately after the appointment while the informa-
tion is fresh. And follow up directly with the provider's office for any
questions that were not fully addressed. A proactive, organized absent

caregiver can still gather a great deal of useful information through
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these channels.

8.5 Managing Hospitalizations

Hospitalizations are among the most stressful events in a long-dis-
tance caregiving relationship, and they are unfortunately common for
people with dementia. Older adults with dementia are hospitalized
at higher rates than those without cognitive impairment, and hos-
pitalization itself carries particular risks for this population: deliri-
um, which is an acute state of confusion that can be triggered by
illness, medication changes, or the disorienting hospital environment,
is extremely common and can cause lasting cognitive decline. Falls,
medication errors, inadequate nutrition and hydration, and the loss
of familiar routines all pose heightened risks in the hospital setting.
Emergency planning before a hospitalization happens is far better
than trying to coordinate everything in the moment of crisis. Your
emergency plan should specify who will be notified immediately if
your parent is taken to the emergency room, who has authority to
make medical decisions if you cannot be reached, whether and when
you will travel, and who will be present at the hospital if you cannot
get there immediately. A trusted local contact who can go to the emer-
gency room and stay with your parent until you arrive or until the sit-
uation is stabilized is enormously valuable. An unaccompanied person
with dementia in a busy emergency room, confused and frightened,
without an advocate present, is in a genuinely vulnerable situation.
Once your parent is hospitalized, your medical advocacy role be-
comes especially important. If you can be present, be there. The
hospital is a complex, fast-moving environment with frequent shift
changes, multiple providers with varying levels of familiarity with your
parent’s history, and significant potential for miscommunication. If
you cannot be present, stay in close phone contact with whoever is

there, and establish direct communication with the hospital care team,
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including the attending physician and the nursing staff. Make sure
the hospital has a copy of your parent's advance directives, healthcare
proxy designation, and medication list. Watch for signs of delirium
and bring any sudden increase in confusion to the immediate atten-
tion of the care team, as it may indicate an underlying medical problem
that needs to be addressed.

Discharge coordination is where many hospitalizations go wrong
for dementia patients and their families. Hospitals are under signif-
icant pressure to discharge patients quickly, and discharge planning
may begin within the first day or two of admission. The post-discharge
plan needs to match your parent's actual functional status at the time
of discharge, which may be significantly worse than it was before the
hospitalization. Ask the hospital social worker or discharge planner
to involve you directly in discharge planning, regardless of whether
you are physically present. Make sure you understand exactly what
level of care your parent will need after discharge, what skilled nursing
or home health services Medicare will cover, who is responsible for
arranging those services, and what the plan is if those services are
not yet in place when discharge is proposed. Premature discharge to
an inadequate care situation is one of the most common and most
preventable causes of rapid readmission.

Follow-up care after discharge requires active management. The
period immediately following a hospitalization is a high-risk time for
people with dementia: they are often weaker, more confused, and
more medically fragile than before admission. Make sure that fol-
low-up appointments with the primary care physician and any rele-
vant specialists are scheduled before discharge. Confirm that all new
or changed medications are available and that whoever is managing
medications understands the updated regimen. Stay in closer contact
than usual during the weeks following discharge, and do not hesitate
to call the physician if something seems wrong. Readmission rates are

high after hospitalization in this population, and attentive follow-up
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genuinely reduces them.

Managing medical care from a distance is demanding, ongoing,
and often invisible work. It does not have the emotional weight of
sitting with your parent and holding their hand, but it is no less im-
portant. Every medication error caught, every appointment attend-
ed, every hospitalization navigated safely, every discharge plan that
actually matches your parent’s needs, these are real contributions to
your parent's quality of life and safety. You may be far away, but your

medical advocacy matters enormously. Do not underestimate it.



Chapter 9: Keeping a Loved One Safe at
Home

or many families, the goal from the moment of diagnosis is

keeping a parent at home for as long as possible. Home repre-
sents familiarity, autonomy, and dignity. For someone with dementia,
whose world is already becoming more confusing and frightening, the
familiar surroundings of a home they have lived in for decades can be
genuinely orienting and calming. That goal is worth pursuing. But it
has to be pursued realistically, with clear eyes about the risks that home
living presents for someone with progressive cognitive impairment,
and with deliberate attention to addressing those risks before they
cause harm.

The challenge for long-distance caregivers is that home safety de-
teriorates gradually and often invisibly. Small hazards accumulate.
Judgment about risk declines. Habits that were once reliable, turning
off the stove, locking the door, taking medications correctly, become
inconsistent. By the time a crisis makes the situation obvious, signifi-
cant damage may already have been done.

This chapter covers the five major safety domains that every
long-distance caregiver needs to monitor and manage: the physical
environment of the home itself, driving and alternative transporta-
tion, wandering prevention, nutrition and self-care, and emergency

preparedness. In each area, we will cover both what to watch for and
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what to do about it, because observation without response is not

protection.

9.1 Home Safety Assessments

A home safety assessment is a systematic evaluation of the physical
environment where your parent lives, with the specific goal of iden-
tifying hazards that pose particular risks to someone with dementia.
Ideally, this assessment is conducted in person during a visit, ideally
with the help of a professional such as an occupational therapist who
specializes in home safety for older adults. But even a careful walk-
through by an informed family member is enormously better than no
assessment at all.

Fall risks are the first and most urgent category. Falls are the lead-
ing cause of injury-related death among older adults, and dementia
significantly increases fall risk through impaired judgment, reduced
spatial awareness, altered gait, and slowed reaction times. During a
home safety assessment, look for loose rugs and carpet edges that can
catch a foot. Check bathroom floors for slippery surfaces and evaluate
whether grab bars are present and securely installed near the toilet
and in the shower or bathtub. Look at the lighting throughout the
home, particularly in hallways and on staircases, and identify any areas
that are poorly lit at night. Assess whether the furniture arrangement
creates clear, unobstructed pathways. Check for electrical cords cross-
ing walking areas. Look at footwear: older adults with dementia often
shuffle rather than lifting their feet, and ill-fitting shoes or socks on
slippery floors significantly increase fall risk.

Modifications to reduce fall risk are often straightforward and rel-
atively inexpensive. Removing or securing loose rugs is one of the
simplest and most effective changes. Installing nightlights in hallways,
bathrooms, and bedrooms reduces the risk of nighttime falls, which

are especially common among people with dementia who may get
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up confused and disoriented. Grab bars in the bathroom, installed
by a contractor who can anchor them securely into wall studs, can
be life-saving. Rearranging furniture to create clearer pathways costs
nothing. A personal emergency response system, such as a wearable
button that connects to a monitoring service, allows your parent to
call for help after a fall if they are alone and unable to reach the phone.

Fire hazards require particular attention because dementia impairs
the judgment and response capability needed to recognize and escape
from a fire safely. The stove is the most common source of fire risk
for people with dementia, who may turn on a burner and forget it or
attempt to cook in ways that are no longer safe. Stove knob covers that
require a specific action to turn on a burner can slow impulsive stove
use. Automatic stove shut-off devices that detect heat or inactivity
and turn off the burner can prevent fires from unattended cooking.
In some cases, the right decision is simply disabling the stove entirely
and transitioning to a microwave, a hotplate that is easier to supervise,
or meal delivery. Smoke detectors should be tested to ensure they are
working and should be placed on every level of the home and outside
every sleeping area. Carbon monoxide detectors are equally important
if there are any gas appliances or attached garages.

Accessibility concerns go beyond fall prevention. As dementia pro-
gresses, mobility often declines and navigating the home becomes
more physically challenging. Stairs can become a significant barrier
and eventually a serious hazard. If your parent’s bedroom is on an
upper floor, considering whether a ground-floor sleeping arrangement
is feasible is worthwhile planning for the future. Doorway widths,
bathroom accessibility, and the overall layout of the home through the
lens of progressive mobility decline are worth thinking about during
assessments even when they are not yet immediately urgent. Modifi-
cations made proactively cost less and cause less disruption than those
made in response to a crisis.

When you cannot conduct a home safety assessment in person, a
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geriatric care manager or a local occupational therapist can conduct
one on your behalf and provide you with a detailed written report.
Many Area Agencies on Aging also offer free or low-cost home safety
assessment services for older adults. The small investment of arranging

a professional assessment is almost always worth it.

9.2 Driving and Transportation

Few conversations in dementia caregiving generate as much conflict
and heartbreak as the one about driving. For many older adults, dri-
ving represents independence, competence, and identity in ways that
go far beyond simply getting from one place to another. The loss of
driving privileges feels, to many people, like the loss of a fundamen-
tal part of who they are. And yet dementia impairs every cognitive
function that safe driving requires: attention, reaction time, spatial
judgment, the ability to process multiple stimuli simultaneously, and
the executive function needed to respond appropriately to unexpected
situations.

Evaluating driving ability in someone with dementia is not
straightforward. A person can appear perfectly capable in a short,
familiar drive around their neighborhood and be genuinely danger-
ous in novel situations, heavy traffic, or when something unexpected
happens. Warning signs that driving safety is compromised include
unexplained new dents or scrapes on the vehicle, getting lost on routes
that should be familiar, difficulty with lane changes or merging, run-
ning stop signs or red lights, and reports from passengers of feeling
frightened or unsafe. If you are not present to observe these signs
directly, ask neighbors, friends, or anyone who has recently ridden
with your parent whether they have noticed anything concerning.

A formal driving evaluation conducted by a certified driving reha-
bilitation specialist is the most objective way to assess whether dri-

ving is safe. These specialists, who are often occupational therapists
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with specialized training, conduct both clinical assessments and be-
hind-the-wheel evaluations that give a more thorough and defensible
picture of driving ability than a casual impression. Some neurologists
and geriatricians also conduct driving assessments as part of their clin-
ical practice. If there is genuine uncertainty about whether your parent
is safe to drive, a formal evaluation removes the subjectivity from the
conversation and provides a professional opinion that is harder to
dismiss than a family member's concern.

Ending driving safely is one of the most delicate interventions in
dementia caregiving. Approaches that have worked for families in-
clude having the conversation come from the physician rather than the
family, since many people with dementia are more willing to accept a
medical recommendation than to feel they are being overruled by their
children. Some families have the car disabled or removed from the
property to eliminate the temptation. Some ask the DMV to conduct
adriver reexamination based on a medical referral. Whatever approach
is used, the goal is to reach the outcome of your parent not driving
without creating a breach of trust or a sustained battle that damages
the relationship. This is easier said than done, and it sometimes simply
does not go smoothly. But framing it consistently as a safety matter
rather than a competence judgment, and keeping the focus on your
parent's wellbeing and the wellbeing of others on the road, helps.

Alternative transportation solutions need to be in place before dri-
ving ends, not scrambled for in the aftermath. Options to research
and arrange in advance include local senior transportation programs
run by Area Agencies on Aging or local nonprofits, medical transport
services for appointments, rideshare accounts set up and funded by a
family member that a caregiver can use on your parent’s behalf, volun-
teer driver programs offered by faith communities or community or-
ganizations, and family members or friends who can provide rides for
specific regular needs. No single option will cover all transportation

needs, and building a combination of resources that together provides
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adequate coverage is the goal.

9.3 Wandering Prevention

Wandering is one of the most frightening safety challenges associated
with dementia, and one of the most important to prepare for before
it happens rather than after. Studies suggest that as many as six in ten
people with dementia will wander at some point during the course
of their illness. Wandering can take the form of walking away from
home without a clear destination, becoming confused and unable to
find their way back from a familiar route, or attempting to leave a care
facility. The consequences can be severe: people with dementia who
wander and are not found within twenty-four hours face a significant
risk of injury or death from exposure, traffic accidents, falls, or other
hazards.

Warning signs that wandering risk is increasing include repeatedly
talking about wanting to go home even when they are at home, a
common phenomenon in people with dementia who are referring
to an earlier home or an emotional state rather than their current
location. Attempts to leave the house at unusual times, particularly at
night or in bad weather. Following caregivers to the door when they
leave. Appearing restless, agitated, or disoriented, particularly in the
late afternoon when sundowning tends to occur. If you are observing
these signs, the time to implement wandering prevention strategies is
now, not after the first incident.

Environmental modifications can reduce wandering risk at home.
Door alarms that sound when an exterior door is opened are a simple
and effective first line of defense. Some families use door knob covers
or high latches placed at heights that are visually inconspicuous or
difficult for a confused person to notice and operate. Visual barriers
like stop signs or solid-colored door covers can sometimes redirect a

person with dementia who is attempting to leave, because the visual
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cue overrides the impulse. Motion-activated alarms placed near ex-
terior doors alert caregivers or family members to movement toward
exits. Baby monitors positioned near doors provide audio monitoring
without requiring continuous visual surveillance.

GPS technology, as discussed in Chapter 3, provides an additional
safety layer for people who do wander despite home modifications.
A GPS device worn as a watch, shoe insert, or clip provides real-time
location tracking and, in some cases, automatic alerts when the wearer
leaves a designated safe zone. The Alzheimer's Association's Com-
fort Zone program and the MedicAlert and Alzheimer's Association
Safe Return program are designed specifically for this population and
provide both tracking technology and a coordination service that can
assist with a search if wandering occurs. Enrolling your parent in one
of these programs before a wandering incident gives law enforcement
and emergency responders immediate access to your parent’s infor-
mation and photograph.

Emergency response plans for a wandering incident should be pre-
pared in advance. This means having a current photograph of your
parent readily available, knowing the local protocol for reporting a
missing adult with dementia, having a list of places your parent might
go based on their history and memories, and knowing the contact
information for local law enforcement and the relevant wandering
support programs. In many communities, law enforcement agencies
participate in Silver Alert programs similar to Amber Alerts for chil-
dren, which broadcast descriptions of missing adults with cognitive
impairment. Registering with these programs proactively ensures that

the system can be activated quickly if needed.

9.4 Nutrition and Self-Care

Adequate nutrition and basic self-care are easy to take for granted

when someone is independent and managing well. They are easy to
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overlook when a person lives alone and has a caregiver checking in
by phone rather than in person. And they are genuinely at risk as
dementia progresses, for reasons that go beyond simple forgetfulness.

Meal preparation becomes increasingly unsafe and unreliable as
dementia advances. The sequencing required to prepare even a simple
meal, gathering ingredients, following steps in order, managing heat
safely, knowing when something is ready, relies on exactly the execu-
tive function and working memory that dementia most consistently
impairs. Your parent may attempt to cook and produce something
inedible or unsafe. They may open the refrigerator, not remember
why, close it again, and forget to eat entirely. They may eat the same
thing repeatedly because it is the only preparation they can still reliably
manage, leading to nutritional deficits. Monitoring eating patterns
from a distance requires active effort: asking specific questions about
what they have eaten recently, checking whether food is being de-
livered and actually consumed, and watching for signs of weight loss
during visits.

Solutions for meal support range along a spectrum of intensity.
At the lower end, stocking the home with easy-to-prepare, nutritious
foods and clearly labeled leftovers reduces the cognitive demand of
mealtime. Meal delivery services, from Meals on Wheels to commer-
cial prepared meal services, provide regular nutrition with minimal
cognitive demand and, in the case of daily delivery programs, a human
touchpoint that checks on your parent's wellbeing. At the higher end
of the spectrum, having a hired aide present at mealtimes to prepare
and serve food ensures both nutrition and safety.

Hydration isa particular concern with dementia. Many people with
dementia do not reliably recognize or respond to thirst, and dehy-
dration in older adults can cause rapid and serious health deteriora-
tion, including increased confusion, urinary tract infections, falls, and
in severe cases, hospitalization. Ensuring that water and other fluids

are readily accessible and visible throughout the home, not just in
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the kitchen, can help. Some people with dementia will drink more
readily if the glass is placed directly in their hand rather than simply
left nearby. Monitoring for signs of dehydration, including decreased
urination, dark urine, dry mouth, increased confusion, or dizziness, is
important.

Personal hygiene is an area where the gap between what your par-
ent reports and what is actually happening can be substantial. Many
people with dementia become resistant to bathing, partly due to the
complexity of the task, partly due to the vulnerability of undressing,
and partly because they may simply not remember or recognize that
they need to bathe. They may tell you they showered when they have
not. They may resist a caregiver's attempts to help. This is an extremely
common and frequently distressing challenge for families, and the
most effective responses tend to be creative and gentle rather than
confrontational: restructuring bathing as a routine, using a shower
chair to reduce the physical challenge, having a caregiver of the same
sex when possible, and reframing bathing as something pleasant rather
than a task being imposed.

Dental hygiene often deteriorates in dementia before families no-
tice it, with significant health consequences. Poor oral hygiene leads
to dental pain and infection, which in someone who cannot clearly
communicate pain may manifest as increased agitation, refusal to eat,
or behavioral changes. Regular dental check-ups become increasingly
importantand increasingly difficult to manage as dementia progresses,
partly because the dental office environment can be disorienting and
partly because cooperation with examination and treatment becomes
less reliable. Advocating for good dental care, including identifying a
dentist with experience treating patients with dementia, is worth the

effort.
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9.5 Emergency Preparedness

People with dementia are disproportionately vulnerable during emer-
gencies of all kinds, not just the medical emergencies that are the
typical focus of caregiving planning. Natural disasters, power outages,
extreme weather events, and community emergencies all pose height-
ened risks for someone who cannot reliably assess danger, follow in-
structions, or adapt quickly to changed circumstances. Emergency
preparedness for your parent is a component of safe home living that
deserves deliberate attention.

Medical emergencies are the most immediate category. Your parent
needs to be able to summon help quickly in the event of a fall, a
sudden illness, or any other acute medical event. A personal emergency
response system, as mentioned in the home safety section, provides
one pathway. Making sure your parent's phone is charged, accessible,
and has emergency contacts programmed and easy to reach provides
another. For someone who can no longer reliably use a phone, an
automatic fall detection device that calls for help without the person
needing to press a button may be necessary.

Natural disasters and extreme weather require advance planning
that accounts for your parent's specific vulnerabilities. If your parent
lives in an area prone to hurricanes, floods, wildfires, or severe winter
storms, they need an evacuation plan that does not depend on them
being able to plan and execute independently when the time comes.
This means identifying in advance where they would go, who would
transport them, and who would be responsible for initiating the evac-
uation. It means having a go-bag prepared with essential medications,
medical information, identification documents, and a few days of
supplies. It means ensuring that a local person, not just you from a
distance, has the awareness, authority, and willingness to act quickly
when an emergency develops.

Power outages pose specific risks for people with dementia who
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may become significantly more confused and frightened when their
familiar environment suddenly changes. If your parent relies on elec-
trically powered medical equipment, has medications that require
refrigeration, or lives in a climate where temperature extremes are
dangerous, a power outage plan is essential. This might include a gen-
erator, arrangements to stay with a neighbor or family member during
extended outages, or registration with the local utility as a medical
priority customer for faster restoration.

Backup care plans address the emergency that comes not from the
external environment but from within the care system itself: what
happens when the primary caregiver, whether a family member, a
hired aide, or a neighbor who checks in, suddenly becomes unavail-
able? This is the emergency that families most consistently fail to plan
for and most often find themselves scrambling to manage. Identifying
at least one and ideally two backup options for every person who
plays a regular role in your parent's care, and having those options
confirmed and ready rather than merely theoretical, is the difference
between a disruption and a crisis.

Keeping your parent safe athome is one of the most active and most
evolving responsibilities in long-distance caregiving. What works at
one stage of the disease will not be sufficient at the next. The home
that was safe last year may not be safe this year. Safety is not a status
you achieve once. It is a condition you maintain through ongoing at-
tention, regular reassessment, and willingness to make changes before
something goes wrong.

That ongoing vigilance is one of the most meaningful gifts you can
give your parent. It is what allows them to remain in their home, in
their familiar world, for as long as that is genuinely safe. And when
it is no longer safe, having done everything possible to extend that
time makes the transition to a different care setting easier to accept,

for everyone.



Chapter 10: Hiring and Managing
Professional Caregivers

A t some point in most dementia caregiving journeys, the in-
formal network of family, friends, and neighbors reaches the
limits of what it can reliably provide. Your parent’s needs grow beyond
what occasional check-ins and good intentions can cover. The gap
between the care that is needed and the care that is available becomes
a safety concern rather than an inconvenience. When that happens,
professional caregivers become not a luxury but a necessity.

For long-distance caregivers, professional home care often becomes
the cornerstone of the entire care plan. A skilled, reliable, compatible
caregiver who is present with your parent when you cannot be is one
of the most valuable resources you can secure. Finding that person, or
that agency, and then managing the relationship well over months and
years, is a significant undertaking. It involves more complexity than
most families anticipate, and the stakes are high: the wrong caregiver
in your parent's home is not just ineffective. In the worst cases, it is
dangerous.

This chapter covers how to recognize when professional help is
genuinely needed, how to choose between agency and independent
caregiver arrangements, how to find and evaluate candidates, how to
supervise caregivers effectively from a distance, how to address prob-

lems when they arise, and how to build and sustain a professional care
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team that serves your parent well over the long arc of the disease.

10.1 Knowing When Help Is Needed

One of the most common mistakes families make is waiting too long
to bring in professional help. There are understandable reasons for
this: cost is a significant factor, the sense that the family should be han-
dling things, concern about a parent's resistance to having strangers
in the home, and the natural human tendency to adapt gradually to
a deteriorating situation without fully registering how much it has
changed. But delayed help means delayed safety, and the costs of wait-
ing, in risk to your parentand in the acceleration of caregiver burnout,
often far exceed the costs of acting earlier.

Caregiver limitations are a legitimate and important signal. If you
or another family member is managing a significant portion of your
parent’s care remotely and finding that the demands are growing be-
yond what can be managed reliably, that is not a personal failure. It
is a structural reality that professional support is designed to address.
The same is true for local family members who are providing hands-on
care: exhaustion, resentment, declining health, and the neglect of oth-
er important relationships and responsibilities are all signs that the
current arrangement has reached its limits.

Escalating care needs provide the clearest signal. When your parent
can no longer manage medications reliably without direct assistance,
when personal hygiene has deteriorated despite reminders and sup-
port, when meals are being missed or prepared unsafely, when your
parentisisolated and without meaningful human contact for stretches
of the day, when wandering risk has become a daily concern, these
are not situations that get better with more remote monitoring. They
require a physical presence, and professional caregivers provide that.

Safety concerns that have materialized, not just concerns about

what might happen but things that have actually occurred, are the
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clearest possible signal that the current level of support is insufficient.
A fall that resulted in injury. A kitchen fire, however minor. A missed
medication that caused a health event. Getting lost on a familiar route.
These incidents are not isolated accidents. In the context of pro-
gressive dementia, they are harbingers. When safety incidents begin
occurring, the question is no longer whether more support is needed
but how quickly it can be arranged.

Having an honest conversation with your parent's physician about
the current level of care and whether it is adequate is a useful way to
externalize the assessment and take some of the interpersonal weight
off the family. A physician who knows your parent's current func-
tional status and living situation can speak directly about what level of
support is medically indicated, and that clinical opinion carries weight

that a family’s recommendation sometimes does not.

10.2 Choosing Home Care Services

Once you have determined that professional home care is needed, the
next decision is how to obtain it. There are two primary pathways:
hiring through a home care agency, or hiring an independent caregiver
directly. Each has distinct advantages and disadvantages, and the right
choice depends on your parent's situation, your capacity to manage
the arrangement, and your priorities.

Home care agencies employ caregivers directly and handle the ad-
ministrative infrastructure that surrounds employment: payroll, tax-
es, workers' compensation insurance, background checks, ongoing
training, and, critically, backup coverage when a regular caregiver is
unavailable. When you hire through an agency, you are not just hiring
a person. You are purchasing a system. If your parent's regular aide
calls in sick, the agency is responsible for finding a substitute. If a
caregiver does not work out, the agency provides a replacement. The

oversight and accountability structures that agencies provide are par-
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ticularly valuable for long-distance caregivers who cannot be on-site
to supervise directly.

The trade-offs of agency care include higher cost, less control over
which specific caregiver is assigned, and sometimes higher turnover,
since agency caregivers may be simultaneously working multiple as-
signments and may be reassigned when scheduling demands shift. The
quality of agencies varies significantly, and the fact that an agency
is licensed and bonded, while necessary, is not sufficient evidence of
quality. Evaluating an agency requires asking specific questions about
caregiver screening and training, how they handle caregiver-client
matching, what their backup coverage protocols are, how they su-
pervise caregivers in the field, and what their process is for addressing
concerns about care quality.

Independent caregivers are hired directly by the family, without an
agency intermediary. This arrangement typically costs less per hour
because the agency markup is eliminated. It also allows for more direct
control over who is in your parent’s home, and when a good match is
found, the continuity of having the same person consistently can be
deeply beneficial for someone with dementia, who is often reassured
by familiar faces and disrupted by unfamiliar ones. A long-term in-
dependent caregiver who truly knows your parent, their history, their
preferences, their routines, can provide a quality of individualized care
that is genuinely difficult to replicate.

The significant drawbacks of hiring independently include the ad-
ministrative responsibilities that fall to the family: managing payroll,
withholding taxes, providing workers' compensation coverage, and
handling all backup arrangements when the regular caregiver is un-
available. You also bear more direct legal liability as an employer. Back-
ground checks must be arranged independently rather than assumed.
And finding a good independent caregiver requires more upfront ef-
fort, since you are conducting the search yourself rather than working

through a pool of vetted agency employees. For long-distance fami-
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lies who already have substantial administrative demands, the agency
route often makes more practical sense despite the higher cost.
Background checks are non-negotiable regardless of whether you
hire through an agency or independently. A comprehensive back-
ground check should include criminal history at both state and na-
tional levels, a check of sex offender registries, verification of identity
and employment eligibility, and ideally a check of professional license
status if the caregiver claims relevant certifications. Many services exist
to facilitate background checks for private household employment.
If you are hiring through an agency, ask specifically what their back-
ground check process includes and whether it covers national or only

state-level records.

10.3 Supervising Caregivers

Supervision of professional caregivers is one of the most challenging
aspects of long-distance caregiving, and one of the most important.
Without adequate supervision, even initially excellent care can drift.
Routines become inconsistent. Standards slip gradually in ways that
are easy to miss over individual shifts but significant in aggregate. In
the worst cases, neglect or exploitation can develop in an environment
where no one is watching closely.

Setting clear performance expectations from the start is founda-
tional to effective supervision. Before a caregiver begins, they should
have a written care plan that specifies exactly what is expected during
each shift: what personal care tasks are to be completed, how meals
are to be handled, what activities are to be offered, what medications
are to be administered and when, what behaviors or symptoms to
watch for and report, and what to do in specific emergency scenarios.
This care plan should be reviewed at the start of employment, updated
whenever your parent’s needs change, and treated as aliving document

rather than a one-time orientation.
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Communication systems between you and the caregivers in your
parent’s home need to be explicit and consistent. Establish a regular
check-in protocol: how often will caregivers report to you, through
what channel, and what are they expected to report? A daily brief
text or app entry about how the shift went, flagging any concerns,
incidents, or changes in your parent's condition, gives you ongoing
visibility into what is actually happening. A weekly or biweekly phone
call with caregivers who are present most frequently gives you a richer
picture and gives them a direct channel to raise anything they are
hesitant to put in writing.

Documentation by caregivers serves multiple important functions.
A shift log that records what your parent ate, whether they were co-
operative with care, any behavioral changes or incidents, medications
administered, and anything unusual that occurred creates a running
record that can reveal patterns over time. It provides accountabili-
ty, since caregivers who know their work is documented tend to be
more consistent. And it provides an invaluable resource for medical
appointments: the physician who can review a detailed log of your
parent’s daily functioning has a much richer picture than one who is
relying on your recollection of a few phone calls.

Unannounced visits, or visits at varied times rather than always on a
predictable schedule, are a supervision strategy that most experienced
long-distance caregivers eventually adopt. When caregivers know that
afamily visit could happen at any time, the incentive to maintain con-
sistent standards is stronger than when visits are predictable and can
be prepared for. You can supplement your own visits by asking trusted
local people, a neighbor, a friend, a geriatric care manager, to stop in
periodically at unannounced times and report what they observe. This
is notabout creating a surveillance environment of distrust. It is about
creating accountability structures that protect your parent.

Technology can assist with remote supervision in ways covered in

Chapter 3, including in-home monitoring systems, check-in apps, and
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video calls. If you use any monitoring technology in your parent's
home, be transparent with caregivers about its existence. Concealed
monitoring of employees raises significant legal and ethical issues that
vary by state, and the relationship damage that comes from a caregiver
discovering they are being secretly recorded almost always outweighs

any surveillance benefit.

10.4 Resolving Problems

Problems with professional caregivers are not exceptions in long-dis-
tance dementia caregiving. They are the rule. Even with careful hiring,
ongoing supervision, and clear expectations, issues arise. Caregivers
call in sick without adequate notice. Care quality varies from shift
to shift. Personality conflicts develop. Concerning behaviors are ob-
served. Knowing how to respond to these problems effectively, with-
out overreacting to minor issues or underreacting to serious ones, is a
skill that every long-distance caregiver needs to develop.

Poor performance covers a wide spectrum, from occasional lapses
in an otherwise reliable caregiver to a consistent pattern of inade-
quate care. For minor, isolated performance issues, a direct, specific,
non-accusatory conversation often resolves the problem. Focus on
the specific behavior and its impact rather than character judgments:
"I noticed from the shift log that the medication was not given at
the scheduled time on Tuesday. Can you help me understand what
happened?” For a pattern of poor performance that continues after a
direct conversation, escalate to the agency if one is involved, or make
a clear decision about whether the caregiver is meeting the standard
required. Continuing to employ a caregiver whose performance is
consistently inadequate out of reluctance to disrupt the arrangement
does not serve your parent.

Personality conflicts between your parent and a caregiver are com-

mon and deserve serious attention, even when the caregiver's techni-



104 Y. HAKOL

cal performance is adequate. People with dementia often respond to
interpersonal dynamics more than to verbal content, and a caregiver
they feel uncomfortable with or frightened by will create daily distress
even if the tasks are being completed correctly. Your parent's expressed
discomfort about a caregiver should be taken seriously, with appropri-
ate calibration for the fact that dementia can produce misperceptions.
If your parent consistently resists care from a specific person, or if
you observe tension or distress during interactions, consider whether
a different caregiver would be a better fit.

Care quality concerns that suggest potential neglect or abuse re-
quire immediate and decisive action. Signs that should prompt ur-
gent investigation include unexplained injuries such as bruising, skin
breakdown, or signs of physical trauma; evidence of dehydration or
significant weight loss without a medical explanation; a parent who
seems unusually fearful, withdrawn, or distressed; missing medica-
tions or valuables; and a caregiver who is consistently unavailable dur-
ing their scheduled shift or who discourages family visits or moni-
toring. If you have serious concerns about your parent's safety with
a current caregiver, remove that caregiver from the home immediately
and conduct a thorough assessment before making any decision about
whether to resume the relationship. If you have reason to believe abuse
has occurred, contact Adult Protective Services.

Transitions between caregivers are disruptive for people with de-
mentia and should be managed with care. When a caregiver rela-
tionship ends, whether voluntarily or not, the goal is to maintain as
much continuity of routine as possible. Introduce a new caregiver
gradually if the situation permits, having them overlap with the out-
going caregiver for at least a few shifts. Provide the new caregiver with
detailed written information about your parent's preferences, history,
routines, and communication style. And give your parent time to
adjust, recognizing that behavioral changes in the days and weeks after

a caregiver transition are normal and usually temporary.
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10.5 Building a Long-Term Care Team

The goal of professional home caregiving is not simply to fill the
hours when family members cannot be present. It is to build a stable,
skilled, cohesive care team that provides your parent with consistent,
high-quality support over what may be a period of years. This requires
thinking beyond the individual caregiver to the overall team structure
and its long-term sustainability.

Retention strategies for good caregivers are worth deliberate in-
vestment. High turnover in caregiving arrangements is enormously
disruptive for people with dementia and costly in the time and energy
required to repeatedly recruit, hire, and train new people. Caregivers
who feel respected, valued, adequately compensated, and supported in
their work stay longer. Practical retention strategies include paying at
the upper end of the market rate rather than the lower end, acknowl-
edging good work specifically and regularly, making sure the care plan
is realistic and that caregivers are not being set up to fail, responding
promptly and supportively when caregivers raise concerns, and treat-
ing caregivers as professional partners in your parent's care rather than
as interchangeable shift fillers.

Continuity of care requires that institutional knowledge about
your parent not be held only in the heads of individual caregivers.
When a caregiver leaves, their knowledge about your parent's habits,
preferences, triggers, and routines should not leave with them. This
means maintaining written documentation of everything that mat-
ters: what your parent likes to eat and what they refuse, how they
prefer to be addressed, what topics of conversation engage them,
what activities bring them pleasure, what specific sequences work for
bathing or dressing, what calms them when they are agitated. This
document, which mightbe called alife history or a personal care guide,

should be updated continuously and given to every new caregiver as a
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starting point.

Professional collaboration between the care team and your par-
ent's medical providers strengthens the overall quality of care. Care-
givers who are present with your parent daily have observations that
physicians and other clinicians rarely have access to, and those ob-
servations can be clinically invaluable. Establishing a clear channel
for caregivers to communicate observations to you, and for you to
relay relevant clinical information to caregivers, creates a feedback loop
that improves care quality on both sides. When caregivers feel that
their observations are taken seriously and that they are contributing
meaningfully to the clinical picture, they are also more engaged and
invested in their work.

As your parent’s dementia progresses, the care team's composi-
tion and the hours of coverage required will almost certainly need
to expand. What begins as a few hours of help several times a week
may grow to daily coverage and then to full-time, round-the-clock
care. Planning ahead for these transitions, rather than scrambling to
arrange additional coverage in response to each new need, allows you
to maintain quality and continuity rather than simply plugging gaps
as they open. Regular reassessment of the current care plan, perhaps
every three to six months, with an honest evaluation of whether the
current level of coverage is adequate for your parent’s current needs, is
a practice that serves everyone well.

Building a professional care team is one of the most tangible and
lasting contributions you can make to your parent’s wellbeing as a
long-distance caregiver. A reliable, skilled, caring presence in your
parent’s home does not replace you. It extends you. It means that your
parent has the support they need during the many hours when you
are not there, delivered by people who have been chosen carefully,
supervised thoughtfully, and supported well enough to stay.

That is not a compromise. That is good caregiving.



Chapter 11: When Home Is No Longer
Safe

T here is no harder decision in dementia caregiving than ac-
knowledging that your parent can no longer safely remain at
home. Everything that comes before this moment, the monitoring,
the home modifications, the hired aides, the safety systems, is in some
sense an effort to extend the time before this reckoning arrives. And
all of that effort is worthwhile. But dementia is progressive, and for
most people, there comes a point at which home is no longer a safe or
sustainable option.

This chapter is about that moment and what comes after it. It
is about recognizing the signs that the threshold has been crossed,
understanding the range of care settings available, knowing how to
evaluate them rigorously, navigating the move itself with as much
grace as the circumstances allow, and building an effective ongoing
relationship with the facility after placement. It is also, honestly, about
managing the guilt that almost every family caregiver feels when this
transition happens, even when it is clearly the right decision.

The decision to move a parent to a care facility is not an aban-
donment. Said plainly: choosing a setting that can provide the level
of care your parent now requires is an act of love, not a failure of it.
But knowing that intellectually and feeling it emotionally are different

things, and both deserve acknowledgment here.
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11.1 Recognizing the Signs

The signs that home is no longer safe rarely arrive as a single dramatic
moment. More often, they accumulate gradually, each one individu-
ally manageable, until collectively they paint an unmistakable picture.
Part of the challenge for long-distance caregivers is that this accumu-
lation can be harder to see when your information comes through
phone calls and periodic visits rather than daily observation. This is
one reason having reliable local people who can report honestly is so
important throughout the caregiving journey.

Increasing accidents are among the clearest signals. A first fall that
causes no serious injury can be addressed with home modifications
and increased supervision. A pattern of falls, or a fall that causes a
significant injury such as a hip fracture, signals that the home envi-
ronment and current level of oversight are no longer adequate to keep
your parent safe. Similarly, repeated kitchen incidents, medication er-
rors that result in health consequences, or episodes of getting lost that
require outside intervention are not isolated accidents but evidence
that the current care arrangement has been outpaced by the disease.

Caregiver exhaustion is a signal that deserves serious attention, par-
ticularly when the primary caregiver is a family member who has been
providing hands-on care. Caregiver burnout does not just harm the
caregiver. It degrades the quality of care, erodes patience and judg-
ment, and creates a care environment that is not good for anyone.
When a family caregiver is showing signs of serious distress, declining
health, or the inability to meet their own basic needs because the
caregiving demands have consumed everything else, that is a sign that
the care arrangement needs to change, not simply that the caregiver
needs to try harder.

Advanced dementia symptoms themselves signal escalating care

needs that home settings, even well-supported ones, often cannot
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adequately meet. These include severe behavioral symptoms such as
persistent aggression, extreme agitation, or nighttime wandering that
disrupts the household and poses safety risks. They include significant
swallowing difficulties that increase aspiration risk and require spe-
cialized management. They include incontinence that requires skilled
nursing management. They include the inability to ambulate safely, to
communicate, or to participate in any self-care even with maximum
assistance. As dementia reaches these later stages, the level of care
required approaches what skilled nursing or specialized memory care
settings are specifically designed to provide.

A useful question to ask yourself honestly, and to ask your parent's
physician, is whether the current care arrangement is serving your
parent’s actual needs or simply filling the available hours. A parent
who is technically supervised but is not receiving engagement, stim-
ulation, appropriate nutrition, adequate personal care, and medical
oversight is not receiving adequate care, regardless of whether some-
one is present. The quality of the care environment matters as much

as its structure.

11.2 Exploring Housing Options

The landscape of residential care options for people with dementia is
more varied than many families realize when they first begin exploring
it. Understanding what each option offers, who it is designed for,
and what it costs is essential groundwork before beginning the actual
search.

Assisted living facilities provide housing, meals, personal care as-
sistance, and varying levels of medical oversight in a residential setting
that is generally less institutional than a traditional nursing home.
Residents typically live in private or semi-private apartments or rooms,
participate in communal dining and activities, and receive help with

daily activities according to their individual needs. Assisted living is
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regulated at the state level, and the scope of care that facilities are
permitted to provide varies significantly by state. Some states allow
assisted living facilities to care for residents with significant cognitive
impairment and complex care needs; others require transfer to a higher
level of care once specific thresholds are reached. Understanding what
the regulations allow in your parent's state is an important part of
evaluating whether assisted living is a viable long-term option.
Memory care units are dedicated living environments designed
specifically for people with dementia. They may operate as stand-
alone facilities or as specialized wings within larger assisted living or
skilled nursing communities. What distinguishes memory care from
general assisted living is a combination of physical design, staffing,
and programming: secured environments that prevent wandering and
wandering-related accidents, staffing ratios and training specifically
oriented to dementia care, structured daily programming that engages
residents meaningfully and manages behavioral symptoms, and en-
vironmental features like circular floor plans, enhanced lighting, and
sensory programming that are tailored to the cognitive and behavioral
needs of people with dementia. For someone with moderate to ad-
vanced dementia, particularly if wandering or significant behavioral
symptoms are present, memory care generally provides a higher stan-
dard of safety and specialized support than general assisted living.
Skilled nursing facilities, sometimes still called nursing homes, pro-
vide the highest level of residential care outside a hospital. They are
staffed around the clock by licensed nurses and certified nursing as-
sistants, can manage complex medical needs and skilled therapy ser-
vices, and are equipped to care for residents who require significant
hands-on assistance with all activities of daily living. Medicare and
Medicaid both have coverage roles in skilled nursing facilities, as dis-
cussed in Chapter 7. For someone with late-stage dementia and sig-
nificant medical complexity, a skilled nursing facility may provide the

most appropriate level of care, though quality varies enormously and
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the evaluation process described later in this chapter applies fully.

Continuing care retirement communities, sometimes called life
plan communities, offer a continuum of care within a single campus,
from independent living through assisted living, memory care, and
skilled nursing. The model is designed to allow residents to move
between levels of care as their needs change without having to relocate
to an entirely new community. For families who want to establish a
long-term home for their parent without having to repeatedly nav-
igate the placement process as the disease progresses, this model has
significant appeal, though entrance fees and monthly costs tend to be
higher than for facilities that provide a single level of care.

Some families also explore the option of moving a parent closer
to where the primary caregiver lives. This is not the right choice for
every family, but when geography is the primary barrier to adequate
care and oversight, relocating your parent can transform the caregiving
dynamic. It eliminates the distance component entirely, allows direct
participation in medical appointments and care decisions, and pro-
vides the reassurance of proximity. The trade-offs include disrupting
whatever familiar environment and social connections your parent
still has, which can be disorienting and distressing, particularly in the

earlier stages of dementia when those connections still carry meaning.

11.3 Evaluating Facilities

The research and evaluation process for choosing a care facility is one
of the most important projects you will undertake in the caregiving
journey, and it deserves a level of rigor and care proportional to its
stakes. This is not a purchase to be made based on a brochure or
a single visit. It requires systematic investigation, multiple visits at
different times of day, careful observation, and pointed questions.
Before visiting any facility, use publicly available resources to con-

duct a preliminary screening. Medicare's Care Compare website al-
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lows you to look up inspection reports, staffing data, and quality
ratings for certified nursing facilities and home health agencies. State
health department websites often publish inspection reports for as-
sisted living and memory care facilities. The Alzheimer's Association's
Dementia Care Practice Recommendations and its online Commu-
nity Resource Finder can help identify dementia-specific facilities in
your area and provide guidance on what standards to look for. A
geriatric care manager who knows the local landscape can also be
invaluable in identifying facilities worth visiting and flagging those
with known quality problems.

Questions to ask during facility visits should be specific and prob-
ing rather than general. How many residents does each direct care
staft member supervise during the day shift? During the night shift?
What is the staff turnover rate, a figure that good facilities will share
and that reveals a great deal about the work environment and culture?
What specific training do staff members receive in dementia care, and
how frequently? What is the facility’s approach to behavioral symp-
toms of dementia, and under what circumstances are antipsychotic
medications used? How are families communicated with when a res-
ident’s condition changes? What is the process for addressing family
concerns? What activities are offered, and how are they adapted for
residents with different levels of cognitive ability?

Red flags during visits should be taken seriously even when a facility
makes a good overall impression. These include staff who are consis-
tently unresponsive or inattentive to residents in common areas, res-
idents who appear unkempt, bored, or distressed in ways that suggest
inadequate engagement and supervision, a smell of urine that suggests
inadequate toileting care, a physical environment that is cluttered,
poorly lit, or obviously not designed for people with dementia, ad-
ministrators or staff who are defensive or evasive in response to direct
questions, and visible tension between staff members. Trust what you

observe, not only what you are told.
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Quality indicators that signal a well-run facility include staft who
address residents by name and with warmth and patience, an envi-
ronment that is clean, appropriately lit, and thoughtfully designed
for safety and orientation, programming that is actually happening
during your visit rather than simply described as available, a leadership
team that is visible and engaged rather than sequestered in adminis-
trative offices, and family members of current residents who, when
you encounter them, speak positively about the care their loved one
receives. If you can speak informally with families of current residents,
either at the facility or through online caregiver forums specific to the
facility, that perspective is among the most valuable information you
can gather.

Cost and financial eligibility are practical considerations that need
to be evaluated alongside quality. Memory care and assisted living are
not covered by Medicare and must be paid for privately until a person's
assets are sufficiently depleted to qualify for Medicaid in states where
Medicaid covers these settings. Skilled nursing facility costs may be
partially covered by Medicare for short-term skilled care and by Med-
icaid for long-term custodial care, subject to eligibility. Understanding
how long your parent's resources will last at each facility’s rates, and
what the facility's policy is when a resident transitions from private

pay to Medicaid, is an essential part of the evaluation.

11.4 Managing the Transition

The move itself is one of the most emotionally and logistically de-
manding events in the caregiving journey. Even when everyone agrees
itis the right decision, and often not everyone does, actually executing
the move requires careful planning, sensitive communication, and
realistic expectations about how the transition period will unfold.
Moving day logistics for someone with dementia require more

careful management than a typical relocation. The day should be kept
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as calm and low-key as possible. Avoid large groups of family members
all present at once, which can be overstimulating and distressing. Bring
familiar objects from home, photographs, a favorite blanket or chair,
familiar small items that carry personal meaning, that can help make
the new space feel less foreign. Coordinate with the facility staff about
the best timing and approach for your parent's arrival; good facilities
have protocols for orienting new residents with dementia and can
guide you on what tends to work well. Arrange for a familiar and
trusted person to be present throughout the day, someone your parent
associates with safety and comfort.

Emotional preparation for the move is needed not just for your par-
ent but for every family member involved. Many families find moving
day, and the days and weeks immediately following, to be among the
most grief-laden of the entire caregiving journey. Your parent may be
distressed, confused, or angry. They may ask repeatedly to go home.
They may not understand what is happening or why. These reactions
are normal, and they are painful to witness. Allow yourself to feel the
grief of this transition without interpreting your parent’s distress as
confirmation that you have made the wrong decision. Adjustment to
a new care setting takes time for everyone, typically several weeks to
a few months, and the picture at week two rarely reflects what the
experience will be at month three.

Family communication before and during the transition reduces
the risk of the kind of divisive conflict that placement decisions some-
times generate. Ideally, the decision to pursue placement has been
discussed openly among family members before it is imminent, and
there is general alignment on the rationale even if not universal en-
thusiasm. When family members are surprised by the decision or feel
excluded from it, their distress often gets expressed as opposition to
the placement itself. Keeping everyone informed, inviting input, and
explaining the decision-making process clearly, even when you are

the one with primary decision-making authority, reduces conflict and
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preserves relationships.

11.5 Adjusting After Placement

Placement in a care facility is not the end of your caregiving role. It is
a transformation of it. The work shifts from managing care directly
to overseeing and advocating within an institutional setting, and the
skills required are somewhat different. Staying engaged, maintaining
your relationship with your parent, and ensuring that the facility is
delivering on its promises are ongoing responsibilities that matter
enormously for your parent's quality of life.

Monitoring care quality after placement requires a systematic ap-
proach. Make regular visits, varying the time of day so you observe
different shifts and different aspects of daily life. Pay attention to your
parent’s physical condition: are they well groomed? Is their clothing
clean and appropriate? Do they appear well nourished and hydrated?
Are there any unexplained injuries or skin breakdown? Pay attention
to their emotional state: do they seem comfortable and relatively at
ease in the environment, or consistently distressed? Do staff interact
with them warmly and with patience? These observations, conducted
regularly and honestly, give you the ongoing visibility into care quality
that your parent can no longer reliably report themselves.

Visiting effectively means more than simply being present. Dur-
ing your visits, engage directly with the nursing staff and care aides
who work with your parent. Learn their names. Ask them specifically
how your parent has been doing, what behaviors they have noticed,
whether there are any concerns. Thank them specifically and genuine-
ly when they tell you about something they did well. Staff members
who feel recognized and appreciated by families tend to invest more
in the care of that family's resident. This is not manipulation. It is a
simple and true observation about human motivation, and acting on

it benefits your parent.
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Managing guilt after placement is a process that most families go
through and that deserves honest attention. Guilt does not mean
you made the wrong decision. It means you love someone and wish
circumstances were different. It is a normal response to a painful
situation, not a verdict on your character or your choices. The most
effective antidote to placement guilt is not self-reassurance but action:
visiting regularly, staying engaged with the care team, advocating when
things are not right, and maintaining the quality of your relationship
with your parent within whatever the current setting allows. Doing
those things well redirects guilt's energy into something constructive
and meaningful.

Your relationship with your parent continues to matter after place-
ment, even as dementia progresses and the nature of connection
changes. Visits, calls, cards, music shared together, familiar pho-
tographs, sitting with your parent quietly, these things have value
that persists even when verbal communication has largely faded. Your
parent may not be able to tell you that your presence matters. But
the evidence from dementia care research is consistent: people with
dementia respond to the emotional tone of interactions and to the
presence of people they are attached to, even in the late stages of the
disease. Showing up continues to be a meaningful act, right to the end.

The transition from home to a care facility is one of the most sig-
nificant thresholds in the dementia caregiving journey. It marks a new
chapter, not a conclusion. Your parent still needs you, and in some
ways your advocacy role becomes more important, not less, once they
areliving in an institutional setting where the quality and attentiveness
of their care depends partly on how engaged and present their family
is. You are still the person who knows them best. That knowledge
is still irreplaceable. Bring it with you into this new phase, and keep

showing up.



Chapter 12: The Hidden Cost of
Caregiving

T here is a version of the caregiving story that gets told in obitu-
aries and at memorial services. It is the version of devotion, of
sacrifice, of showing up. It is true, and it is worth honoring. But it is
incomplete. The full story includes what caregiving costs the caregiver:
the physical toll, the financial strain, the damage to marriages and
family relationships, the grief that has no clean beginning or end, and
the particular exhaustion that comes from caring for someone across
a distance for months or years while the rest of your life continues to
make its ordinary demands.

This chapter is about naming those costs honestly. Not to discour-
age you from caregiving, and not to suggest that the costs are not
worth bearing. Many caregivers, looking back, say they would do it
again. But bearing costs you have not named is more dangerous than
bearing costs you can see clearly. When you understand what caregiv-
ing is actually taking from you, you can make more intentional choices
about how to protect yourself, when to ask for help, and when you
have crossed from sustainable sacrifice into genuine self-destruction.

The hidden costs of caregiving are not signs of weakness. They are
signs that you are human, that you love someone, and that you have

been carrying something very heavy for a very long time.
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12.1 Understanding Caregiver Stress

Caregiver stress is not simply feeling worried or overwhelmed on a bad
day. It is a chronic physiological and psychological state that devel-
ops when the demands placed on a person consistently exceed their
resources for managing those demands. Research on caregiver stress
is extensive and consistent in its findings: family caregivers for people
with dementia have significantly higher rates of depression, anxiety,
and physical illness than matched non-caregiving populations. They
have higher levels of stress hormones. They sleep less and sleep more
poorly. Their immune systems function less effectively. They are more
likely to develop chronic conditions and to delay seeking care for their
own health problems.

Physical symptoms of caregiver stress can be easy to dismiss or min-
imize, particularly because caregivers tend to put other people’s needs
first and their own last. Persistent fatigue that is not resolved by rest
is one of the most common physical manifestations. Headaches, gas-
trointestinal problems, muscle tension, and a general sense of physical
depletion that does not lift are others. Caregivers frequently report
getting sick more often than they used to, taking longer to recover, and
noticing that minor physical complaints they would normally manage
easily feel harder to cope with. These are not imaginary symptoms.
They are the measurable physical consequences of chronic stress.

Emotional strain in dementia caregiving has particular qualities
that distinguish it from other forms of stress. The grief is non-linear
and ongoing, without the resolution that follows the death of some-
one you love. You are mourning someone who is still here, which
means there is no social permission to grieve fully, no rituals to mark
the loss, and no clear endpoint after which you are expected to re-
build. The repetitive nature of dementia caregiving, answering the
same question for the hundredth time, redirecting the same behavior

again, navigating the same confusion over and over, produces a par-
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ticular kind of wearing down that accumulates even when individual
interactions are not especially difficult. And the cognitive dissonance
of loving someone who has changed so profoundly, who sometimes
does not recognize you or behaves in ways that feel like the opposite
of who they were, creates emotional complexity that does not resolve
neatly.

Chronic anxiety is perhaps the most pervasive emotional expe-
rience of long-distance caregiving specifically. When you cannot see
your parent, you live in a state of ongoing uncertainty about what
is happening. Is the aide actually showing up? Did they take their
medications? Has something happened that no one has called you
about yet? This background hum of worry is genuinely draining, and
it does not go away on weekends or holidays. It is present in the middle
of your workday and in the middle of the night. It colors your ex-
perience of ordinary pleasures because enjoyment feels inappropriate
when someone you love is struggling. Over time, this chronic anxiety

becomes its own health problem.

12.2 The Financial Impact

The financial costs of long-distance caregiving are substantial and fre-
quently underestimated by families in the early stages of the journey.
They rarely appear as a single large expense. Instead, they accumulate
across dozens of smaller expenditures that are each individually justi-
fiable but collectively represent a significant ongoing drain.

Travel expenses are the most visible cost for long-distance care-
givers. Flights, rental cars, hotels, and meals away from home add up
quickly, particularly when visits become more frequent as your par-
ent's needs increase, or when an emergency requires unplanned travel
on short notice. Families who are flying across the country several
times a year, often booking at the last minute, can easily spend several

thousand dollars annually on travel alone. For many caregivers, these
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costs come directly out of personal savings or are charged to credit
cards in ways that create their own financial stress.

Lost income is a cost that is harder to quantify but potentially
much larger than direct expenses. Long-distance caregivers frequently
miss work for caregiving-related reasons: emergency trips, phone calls
during work hours, cognitive load that impairs focus and productivity,
and the mental bandwidth consumed by coordination and worry.
Some caregivers reduce their working hours, decline promotions or
career opportunities, or leave the workforce entirely because care-
giving demands have made their previous level of professional en-
gagement impossible. For caregivers who are in their peak earning
years, these foregone earnings can represent hundreds of thousands of
dollars over the course of a caregiving journey.

Out-of-pocket costs beyond travel include a wide range of expenses
that accumulate steadily. Contributions to the cost of your parent's
care, such as co-pays for their medications or medical visits, gaps in
their insurance coverage, supplemental services not covered by their
insurance or benefits, home modification costs, and contributions
to the cost of hired caregivers when your parent's own resources
are insufficient. Phone and technology costs for the monitoring and
communication systems discussed throughout this book. The cost
of professional advisors: elder law attorneys, geriatric care managers,
financial planners with eldercare expertise. None of these individual
costs is unreasonable. Together, they constitute a significant ongoing
financial commitment that deserves to be tracked, planned for, and
acknowledged.

Retirement savings impact is a long-term financial consequence
that caregivers rarely consider in the moment but often feel acutely
later. Reduced income and increased expenses during caregiving years
translate directly into reduced retirement savings contributions, less
time for investments to compound, and sometimes the liquidation

of existing savings to cover caregiving costs. For caregivers who are
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in their forties, fifties, and sixties, this impact on their own future
financial security can be meaningful. Thinking about your own re-
tirement planning even while managing a parent's care is not selfish.

It is financially prudent and ultimately protects your own family.

12.3 Impact on Marriage and Family

Dementia caregiving does not happen in isolation from the rest of
your life. It happens in the middle of a marriage, a career, a parenting
role, a social network, a sense of self. And it affects all of those things,
often in ways that are not recognized until the damage is already
underway.

Relationship stress in marriages and partnerships is extremely com-
mon among dementia caregivers, and it takes many forms. Time and
energy that would otherwise go into the relationship are redirected
toward caregiving. Emotional bandwidth is depleted by the caregiving
demands, leaving less capacity for intimacy, patience, and genuine
presence with a partner. Conflicts about how much time and money
to invest in a parent’s care, how involved the non-caregiving partner
should be, whether the family's own needs are being adequately prior-
itized, and how to manage the caregiver's emotional state can become
persistent sources of friction. Some partners feel that the caregiver's
parent has effectively become the center of the relationship, displacing
the partnership itself.

The caregiving partner’s chronic stress and anxiety also affects the
relationship in subtler ways. Irritability and short temper, reduced
interest in sex and physical intimacy, social withdrawal, difficulty being
present and engaged during family time, and the emotional numbing
that can develop as a protective response to prolonged stress all take
a toll on relational closeness. Partners who are not experiencing the
caregiving demands directly may struggle to understand why their

partner is so consistently depleted, and that gap in understanding can
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itself become a source of conflict.

Parenting challenges arise when caregiving responsibilities compete
with the demands of raising children. Parents who are managing a par-
ent’'s dementia while also raising their own children describe a sense of
being pulled in multiple directions simultaneously, never fully present
in any of them. Children notice when a parent is distracted, worried,
or emotionally unavailable, even when they cannot name what they
are picking up on. The financial impact of caregiving can affect de-
cisions about children's activities, education, and opportunities. And
children who are old enough to understand what is happening to their
grandparent are navigating their own grief and fear alongside a parent
who is already emotionally stretched.

Family tension extends beyond the immediate household. Siblings
who disagree about caregiving decisions, spouses who feel the caregiv-
ing burden is unequally distributed, extended family members who
offer opinions without offering help, all of these dynamics affect the
quality of family relationships in ways that can outlast the caregiving
itself. Some families emerge from a caregiving journey closer than they
entered it, strengthened by the experience of managing something
hard together. Others find that the accumulated stress and unresolved
conflict have left lasting damage. The difference often comes down to
whether the family found ways to communicate honestly, distribute
responsibility more fairly, and address conflict before it became en-

trenched.

12.4 Guilt and Grief

If there is one emotional experience that is nearly universal among
dementia caregivers, it is guilt. Guilt for not doing enough. Guilt for
doing too much and then resenting it. Guilt for enjoying yourself.
Guilt for being relieved when a visit ends. Guilt for moments of anger

or impatience. Guilt for decisions made with incomplete information.
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Guilt for the distance. Guilt for the things left unsaid before the disease
took away the possibility of saying them. Guilt, in short, for being
human in an inhuman situation.

Anticipatory grief is the grief that begins before the death of the
person you love, as you watch them change and lose what made them
who they were. It is a real and legitimate form of grief, and it is not
well served by our culture's rituals and vocabulary for loss, which are
oriented toward bereavement after death. Anticipatory grief does not
have a clear beginning. It does not follow a predictable arc. It can
coexist, uneasily, with periods of normalcy and even joy. And it is
complicated by the fact that the person you are grieving is still present,
still making demands, still needing things, still sometimes showing
glimpses of who they used to be in ways that make the grief feel both
more bearable and more acute.

Survivor guilt appears in dementia caregiving in a particular form:
the guilt of having your own life, your own health, your own capacity
for pleasure and forward movement, while your parentis suffering and
declining. This guilt can make it genuinely difficult to enjoy ordinary
things, to invest in your own future, to laugh freely or take pleasure in
the parts of your life that are going well. It can manifest as a compul-
sive self-sacrifice that goes beyond what is actually helpful, as though
suffering alongside your parent is a form of loyalty that health and
happiness would betray.

Emotional exhaustion is the cumulative result of sustained care-
giving stress, grief, and guilt. It is different from ordinary tiredness,
which responds to rest. Emotional exhaustion is a deeper depletion
that rest alone does not repair. People experiencing it describe feeling
hollowed out, unable to feel the normal range of emotions, going
through the motions of daily life without genuine engagement, and
finding that things that used to bring pleasure have lost their charge.
This is not laziness or ingratitude. It is a predictable consequence of

running on empty for too long, and it is a signal that the current
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caregiving arrangement is not sustainable without significant changes.

Complicated grief can develop when the emotional demands of
caregiving have been so sustained and so unprocessed that the grief
becomes stuck. Some caregivers find that by the time their parent dies,
they have been grieving for so long that the actual death produces a
confusing mixture of relief, guilt about the relief, and a grief that does
notknow quite where to settle. Understanding that this is a recognized
psychological phenomenon, not a moral failing, and seeking support
from a therapist who has experience with caregiver grief, is genuinely

important for your long-term wellbeing.

12.5 Recognizing Burnout Warning Signs

Caregiver burnout s the endpoint of a process that develops gradually,
usually while the caregiver is too consumed by the immediate demands
to recognize what is happening. It is not simply being tired or having
a hard week. It is a state of profound physical, emotional, and cogni-
tive depletion that impairs your ability to function effectively in any
domain of your life, including your ability to care for your parent.
Depression is one of the most serious and most common conse-
quences of unaddressed caregiver stress. Studies consistently find that
dementia caregivers experience clinical depression at rates significantly
higher than the general population. Depression in caregivers often
looks different from the textbook presentation: it may manifest more
as numbness, flatness, and loss of motivation than as overt sadness. It
may be masked by busyness, as the caregiver fills every available mo-
ment with tasks to avoid the feelings underneath. It may be dismissed
by the caregiver themselves as an understandable response to a hard
situation, which it is, but that does not mean it does not warrant
treatment. If you are experiencing persistent low mood, loss of interest
in things that used to matter, changes in sleep or appetite, difficulty

concentrating, or a pervasive sense of hopelessness, please take those
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symptoms seriously and reach out to a healthcare provider or mental
health professional.

Isolation is both a symptom and an accelerant of burnout. Care-
givers who withdraw from their social networks, who stop reaching
out to friends because the gap between their inner experience and the
ordinariness of social conversation feels too wide to bridge, who de-
cline invitations because they are too depleted to engage, gradually lose
access to the social support that buffers stress. The isolation tends to
compound: the more isolated you become, the harder it feels to reach
out, and the more acute the loneliness becomes. Noticing that you
have been progressively withdrawing and making a deliberate effort
to maintain even modest social connection is an important protective
act.

Health decline in the caregiver is a warning sign that the body is
giving you. Significant weight change in either direction, new or wors-
ening chronic conditions, persistent pain or illness that you have not
sought care for, dental care and routine medical appointments that
you have been postponing because there is no time, these are signs that
you are neglecting your own health in ways that will compound over
time. There is a particular irony in caregivers who attend diligently to
every medical detail of a parent's care while allowing their own health
to deteriorate. Your health matters, both for its own sake and because
your capacity to care for your parent depends on it.

Persistent inability to experience positive emotions, the flatness and
anhedonia that signals burnout rather than ordinary stress, is worth
naming as a distinct warning sign. When you cannot remember the
last time you genuinely laughed, when nothing holds anticipation or
pleasure, when even things you love feel effortful and gray, that is a
signal that something needs to change urgently. It is not a signal to
push harder.

The costs catalogued in this chapter are real, and acknowledging

them is not self-pity. It is the prerequisite for addressing them. The
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next chapter is devoted entirely to what you can do about them. There
are effective strategies for managing caregiver stress, setting sustainable
limits, finding support, and building the resilience that makes this
long journey more bearable. But those strategies only work if you first
accept that what you are carrying is genuinely heavy, and that you
deserve help carrying it.

You do.



Chapter 13: Preventing Caregiver
Burnout

hapter 12 named the costs. This chapter is about what you can
C actually do about them.

Preventing burnout is not about eliminating stress. The stresses of
caregiving are largely inseparable from the role itself, and pretending
otherwise sets caregivers up for a particular kind of failure: the sense
that if they were just doing it right, this would not be so hard. It is
hard. It is supposed to be hard. The question is not how to make
it effortless but how to make it sustainable, which means building
enough support, enough recovery, enough genuine selthood alongside
the caregiving that you can continue to show up over months and
years without being consumed.

The strategies in this chapter are not luxuries or extras that you can
afford to skip when things get busy. They are the infrastructure that
makes the whole caregiving enterprise possible. A car runs out of gas if
you never stop to refuel, regardless of how important the destination

is. You are the vehicle in this metaphor. Refueling is not optional.

13.1 Making Self-Care Non-Negotiable

The phrase "self-care” has accumulated a kind of eye-roll association

in popular culture, conjuring images of bath bombs and spa days
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that feel irrelevant to someone managing a parent’s dementia from
several hundred miles away. Set that association aside. What we are
talking about is not indulgence. It is the maintenance of the physical
infrastructure that your caregiving depends on: your body, your brain,
your basic capacity to function.

Sleep is the single most foundational element of physical and cog-
nitive functioning, and it is the one that caregivers most commonly
sacrifice first. The middle-of-the-night phone calls, the background
anxiety that makes falling asleep difficult or wakes you at three in the
morning, the tendency to use nighttime hours to catch up on the
work that caregiving displaced from the day, all erode the quantity
and quality of sleep in ways that compound over time. Chronic sleep
deprivation impairs judgment, increases emotional reactivity, weakens
immune function, and accelerates the very burnout you are trying to
prevent. Protecting your sleep, treating it as a medical priority rather
than a personal preference, is not laziness. It is one of the most im-
portant things you can do for your parent as well as yourself, because a
sleep-deprived caregiver makes worse decisions and has less emotional
capacity for the work.

Practical strategies for protecting sleep include establishing a con-
sistent sleep and wake schedule even on weekends, reducing screen
exposure in the hour before bed, keeping the phone on do-not-disturb
during sleep hours except for designated emergency contacts, and ad-
dressing the background anxiety that interferes with sleep through the
other strategies in this chapter. If anxiety-driven insomnia has become
a persistent problem, talking to your physician about it is appropriate.
Chronic insomnia is 2 medical issue, not a character issue, and there
are effective treatments.

Exercise is the intervention with the strongest evidence base for
managing both the physical and emotional dimensions of caregiver
stress. Regular physical activity reduces cortisol levels, improves sleep

quality, elevates mood through endorphin release, builds the kind of
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physical resilience that protects against illness, and provides a struc-
tured break from the cognitive demands of caregiving. It does not need
to be intensive or time-consuming to be effective. Thirty minutes of
brisk walking most days of the week produces measurable benefits.
The obstacle for most caregivers is not information but prioritiza-
tion: exercise tends to be the first thing dropped when schedules get
crowded, precisely because it is something done for oneself rather than
for someone else. Scheduling it as a non-negotiable appointment, the
same way you would schedule a medical appointment, is the most
reliable way to protect it.

Nutrition often deteriorates during demanding caregiving peri-
ods for straightforward reasons: there is less time to prepare food
thoughtfully, stress eating and irregular meals are common responses
to anxiety, and cooking for oneself when depleted can feel like too
much effort. The result is a nutritional foundation that undermines
everything else. This does not require elaborate meal planning. It
requires making access to reasonably healthy food easy enough that it
happens by default rather than by effort. Keeping the kitchen stocked
with foods that require minimal preparation, setting a regular meal
schedule, and resisting the pattern of skipping meals and then com-
pensating with convenient but nutritionally poor options are all prac-

tical starting points.

13.2 Setting Healthy Boundaries

Boundaries in caregiving are not about caring less. They are about car-
ing in a way that does not require self-erasure, that preserves enough
of your own self and life to sustain the effort over time. Caregivers
without boundaries do not ultimately provide better care than care-
givers with them. They provide care that is more erratic, more resent-
ment-laden, and less sustainable, until they collapse and provide no

care at all.
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Saying no is a skill that most caregivers find genuinely difficult,
partly because of guilt, partly because the needs are real and the alter-
natives are unclear, and partly because the caregiver identity can be-
come so central that any boundary feels like a betrayal of it. But saying
no to some things is the prerequisite for saying yes reliably to others.
Every caregiver has a finite amount of time, energy, and emotional
capacity. Spending all of it, and then some, means eventually having
none of it. Deciding in advance what you will and will not take on, and
holding those decisions with some consistency, is not abandonment.
It is resource management in the service of long-term sustainability.

Practical boundary-setting begins with identifying where the cur-
rent arrangement is most unsustainable. Is it the volume of phone
calls, each individually reasonable but collectively consuming hours of
every day? Is it the expectation that you are available for any question
or crisis at any hour? Is it the pattern of taking on every task yourself
rather than delegating, because it is faster or easier than asking some-
one else? Is it the reluctance to spend money on professional support
because the money feels like it belongs to your parent's care rather
than to enabling your own sustainability? Identifying the specific
places where you are most over-extended gives you the most actionable
starting point for change.

Sharing responsibilities is both a boundary-setting strategy and a
care quality strategy. When you hold everything yourself, you create
a single point of failure. When responsibilities are distributed across
multiple people, the system becomes more resilient and you become
less indispensable, which is actually a good thing. The goal is not to be
the person without whom everything falls apart. The goal is to be one
essential part of a system that would continue to function even if you
needed to step back for a week.

Managing expectations, your own and others’, is an ongoing
boundary practice. Others’ expectations of your availability and re-

sponsiveness will tend to expand to fill whatever space you offer. If
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you respond to every message within minutes at all hours, that be-
comes the expected standard. Setting and communicating reasonable
response time expectations, being explicit about when you are avail-
able and when you are not, and following through consistently on
those boundaries trains the people around you to work within them.
This requires the initial discomfort of disappointing people who are

accustomed to unlimited access. It is worth the discomfort.

13.3 Finding Emotional Support

One of the most isolating aspects of dementia caregiving is the dif-
ficulty of finding people who truly understand what you are going
through. Friends and family who have not been through it mean well,
but their attempts at comfort, "You are doing such a wonderful job,"
or "At least she is still with you,” or "Have you tried playing her music
from the old days?" can feel more lonely than no response at all. What
you need, and what genuinely helps, is connection with people who
know this territory from the inside.

Support groups specifically for dementia caregivers are one of the
most consistently beneficial resources available, and they are also one
of the most underutilized, because caregivers tend to feel they do not
have time for one more commitment. The evidence for their effective-
ness is strong: caregivers who participate in peer support groups show
lower rates of depression and anxiety, report higher quality of life, and
are more likely to continue caregiving without crisis burnout. What
makes support groups work is not advice, though that is sometimes
shared, but the experience of being understood without having to
explain, of discovering that the feelings you thought were shameful or
unusual are in fact nearly universal among people in your situation.
The Alzheimer's Association offers both in-person and online sup-
port groups for caregivers, including groups specifically for long-dis-

tance caregivers and groups organized by the type of dementia. If an
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in-person group is not accessible, online groups and forums have been
shown to provide comparable benefits for many caregivers.

Therapy with a mental health professional who has experience
working with caregivers or grief is worth serious consideration, par-
ticularly if you are experiencing symptoms of depression, anxiety, or
complicated grief as described in Chapter 12. Therapy provides some-
thing that support groups, friends, and family cannot fully provide:
a space that is entirely for you, with a trained professional who can
help you understand and work through your experience without any
competing agenda. Many caregivers find that even a modest course of
therapy, particularly at key transition points like the initial diagnosis,
the loss of driving, the decision to pursue placement, or in the period
following a parent’s death, provides meaningfully more support than
they expected. Telehealth options make therapy more accessible than
it has ever been, removing the logistical barriers of scheduling and
commuting that often get in the way.

Peer networks are informal connections with other caregivers that
develop outside formal support group structures. An online forum,
a private social media group, or even a small group of caregivers who
connect regularly via text or video call can provide ongoing, low-bar-
rier support that complements the more structured resources. The
value of being able to send a message to someone who will genuinely
understand what you mean when you say you had a hard day, without
having to explain the whole context, is not trivial. These connections
sustain caregivers through the ordinary grinding days that are too
small for a formal support group discussion but too heavy to carry

entirely alone.

13.4 Using Respite Care

Respite care is temporary relief from caregiving responsibilities, pro-

vided by a substitute caregiver so that the primary caregiver can rest,



THE LONG-DISTANCE DEMENTIA CAREGIVER 133

recover, and tend to their own needs. It is one of the most evi-
dence-supported interventions for preventing caregiver burnout, and
itis also one of the most consistently underused, for a range of reasons
that deserve examination because they tend to be based on premises
that do not hold up.

The most common reason caregivers do not use respite is guilt: the
feeling that taking time for themselves while their parent is being cared
for by someone else is selfish, disloyal, or a signal that they do not care
enough. This reasoning does not survive scrutiny. Your parent benefits
when their primary caregiver is rested, emotionally resourced, and
capable of genuine presence rather than depleted presence. A caregiver
who has had adequate rest and recovery provides better care than one
who has not, consistently and measurably. Using respite is not an
abandonment of your caregiving responsibilities. It is a maintenance
activity that makes your caregiving responsibilities sustainable.

Temporary care solutions for respite take several forms depending
on your parent's current situation. If your parent is still living at
home, respite can be arranged through a home care agency providing
substitute coverage for a period while you take time away. Volunteer
respite programs, offered through some faith communities and Area
Agencies on Aging, provide free or low-cost temporary companions
orsitters. If alocal family caregiver is the primary provider of hands-on
care, arranging for a hired aide to cover their usual shifts for a week so
they can take a genuine vacation is a concrete and valuable form of
support.

Adult day programs, discussed in Chapter 4, serve a respite func-
tion for family caregivers who are present during the day. When a
parent attends an adult day program several days a week, the family
caregiver, or the hired aide, has those hours genuinely free. Over weeks
and months, those regularly recurring pockets of recovery time make a
measurable difference in caregiver wellbeing. They are not equivalent

to a vacation, but they prevent the total accumulation of caregiving
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without relief that characterizes the paths to burnout.

Short-term facility stays, sometimes called respite admissions, allow
aperson with dementia to stay in a residential care facility for a defined
period, typically one to four weeks, while the family caregiver takes an
extended break. Many assisted living and memory care facilities offer
planned respite admissions, and some skilled nursing facilities provide
this service as well. Medicare may cover short-term respite stays in
certain circumstances, particularly for people receiving hospice care.
For a caregiver who is approaching burnout, a planned respite ad-
mission that allows a week or two of genuine recovery, including the
ability to sleep through the night without worry, travel, see friends,
and reconnect with the parts of their own life that caregiving has
crowded out, can be genuinely restorative in ways that shorter breaks

cannot replicate.

13.5 Building Long-Term Resilience

Resilience in the context of caregiving is not the ability to feel nothing
or to be unaffected by the difficulty of what you are doing. It is the
capacity to absorb difficulty, recover from it, and continue function-
ing. It is built gradually through practices and habits that strengthen
your capacity to manage stress over time, and it is worth investing in
deliberately rather than hoping to have naturally.

Stress management techniques are most effective when they be-
come habitual rather than reserved for moments of acute crisis. Deep
breathing exercises, progressive muscle relaxation, meditation, and
other relaxation practices work through the physiological pathways of
the stress response: they activate the parasympathetic nervous system,
lower cortisol levels, and reduce the physical tension that chronic stress
accumulates in the body. The research on these techniques is solid,
and their accessibility is high: most can be learned through free apps

or online resources and practiced in five to ten minutes, making the
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barrier to adoption very low. The challenge is consistency. Building
these practices into a daily routine, rather than reaching for them only
when the stress has already peaked, is what produces lasting benefit.

Mindfulness practices, broadly defined, involve cultivating the ca-
pacity to be present in the current moment without being consumed
by either the past or the anticipated future. For caregivers, who tend
to spend significant mental energy worrying about what has already
happened and what might happen next, developing the ability to step
into the present and find moments of genuine rest there is genuinely
valuable. Mindfulness can be practiced formally through meditation,
and informally through deliberate attention to sensory experience
during ordinary activities: walking, eating, showering. The goal is not
to stop thinking about caregiving but to develop the ability to choose
when to engage with it and when to set it down, even briefly.

Maintaining purpose beyond caregiving is one of the most im-
portant and most frequently neglected components of long-term re-
silience. When caregiving becomes the entirety of a person's identi-
ty and investment, the losses inherent in the caregiving journey, the
decline of the parent, the eventual death, the end of the role itself,
become existentially destabilizing in ways that would not occur if
caregiving were one important part of a richer life. Investing in rela-
tionships, creative work, professional engagement, spiritual life, phys-
ical pursuits, and other sources of meaning that exist independently
of your caregiving role is not a retreat from your responsibilities. It is
the construction of the foundation that makes those responsibilities
bearable.

Maintaining social connection is worth naming specifically as a re-
silience-building practice, because the tendency toward isolation that
accompanies caregiver stress and burnout works directly against it.
Deliberately maintaining friendships, accepting social invitations even
when it feels like too much effort, staying connected to communities

that matter to you, investing in relationships that have nothing to
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do with caregiving, all of these protect the social infrastructure that
buffers stress and provides meaning alongside the caregiving itself.
Finally, a word about the longer view. Many caregivers, when the
caregiving journey has ended and they have had time to reflect, de-
scribe it as one of the most meaningful experiences of their lives. Not
the easiest. Not the one they would choose to repeat. But genuinely
meaningful, in the way that things that require everything of us and
connect us to what matters most sometimes are. That meaning does
not emerge automatically. It emerges through the quality of presence
you bring, through the care with which you make difficult decisions,
through the love that motivates the whole exhausting effort.
Burnout prevention is not just self-preservation. It is the protection
of your capacity to bring that presence, that care, that love, all the way
through. You started this because someone you love needs you. Staying

sustainable honors that love in the deepest possible way.



Chapter 14: Finding Peace in the Final
Stages

T here is no preparation for the end of a parent’s life. You can
read everything, plan everything, have every document in order
and every conversation completed, and still find that when the final
stage arrives, something in you was not ready. That is not a failure of
preparation. It is a measure of love.

The final stages of dementia bring a particular kind of suffering,
for the person living with the disease and for the family watching.
They also, for many families, bring unexpected gifts: a deepening of
presence, a stripping away of the noise that surrounded what really
matters, moments of connection that transcend what words can carry.
This chapter is honest about both.

It covers what advanced dementia looks like and what it demands of
caregivers, the profound value of hospice and palliative care and how
to access them, the difficult decisions that arise at the end of life and
how to navigate them with both clarity and compassion, the antici-
patory grief that accompanies this stage and how to move through it,
and what life after caregiving looks like, including how to grieve, how

to rebuild, and how to carry forward what this experience has meant.
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14.1 Understanding Advanced Dementia

Advanced dementia, sometimes called late-stage dementia, is the pe-
riod in which the disease has progressed to the point where the person
requires total care for all activities of daily living and has lost most of
the functions that the early and middle stages affected more partially.
Understanding what this stage looks like helps families know what to
expect, how to respond, and when the care needs and goals require a
fundamental shift in approach.

Late-stage symptoms include profound memory loss that leaves
the person unable to recognize even close family members consis-
tently. Verbal communication becomes severely limited: the person
may speak only in fragments, may echo words or phrases without
apparent meaning, or may lose speech entirely. They will be unable to
walk safely or at all, requiring a wheelchair or remaining in bed. They
will need assistance with all personal care including bathing, dressing,
toileting, and eating. The ability to swallow safely declines, making
eating and drinking difficult and increasing the risk of aspiration, the
accidental inhalation of food or liquid into the lungs, which can lead
to aspiration pneumonia. Weight loss becomes common even with
attentive nutritional support. The person may sleep for increasing
portions of the day.

Increased care needs at this stage go beyond what most home
settings and many standard residential care settings are equipped to
provide. Round-the-clock skilled nursing oversight, careful attention
to positioning and skin integrity to prevent pressure ulcers, skilled
swallowing management, and attentive symptom management for
pain, agitation, and discomfort all become central to daily care. If
your parent is in a care facility, ensuring that the staff has the training
and resources to provide this level of care, and advocating clearly and
specifically for your parent’s comfort, becomes your primary role.

Common complications in advanced dementia include pneumo-
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nia, urinary tract infections, and other infections that the weakened
immune system is less able to resist. Seizures occur in a minority of
people with advanced dementia. Contractures, the permanent short-
ening of muscles and tendons that results from prolonged immobility,
cause pain and complicate physical care. Pressure ulcers develop rapid-
ly in someone who is largely immobile and require vigilant preventive
care and skilled treatment when they occur. Each of these complica-
tions presents a decision point: what level of medical intervention is
appropriate given where the person is in the course of their disease and
what their stated wishes are?

The most important conceptual shift in late-stage dementia care is
the move from curative or restorative goals to comfort-focused goals.
The question changes from "How do we treat this condition?” to
"How do we keep this person comfortable and maintain their dig-
nity?" This shift is not giving up. It is the recognition that aggressive
medical intervention in advanced dementia typically produces more
suffering than benefit, and that the most loving and skillful care at
this stage is care that is oriented entirely toward the person's comfort,

peace, and quality of remaining life.

14.2 Hospice and Palliative Care

Hospice and palliative care are two related but distinct approaches to
care that are enormously valuable for people with advanced demen-
tia and their families, and they are consistently underutilized, partly
because families and clinicians are reluctant to have the conversations
required to access them, and partly because of misconceptions about
what they actually involve.

Palliative care is specialized medical care focused on providing relief
from pain, symptoms, and the stress of serious illness. It is appropriate
at any stage of serious illness, not only at the end of life, and it can be

provided alongside curative or disease-modifying treatment. A pal-
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liative care team typically includes physicians, nurses, social workers,
and chaplains who work alongside the primary care and specialist
team to manage symptoms, support the family, and help align medical
care with the patient’s values and goals. For someone with dementia
experiencing significant behavioral symptoms, pain, or other medical
complications, palliative care consultation can improve quality of life
and provide the family with additional support and guidance.

Hospice care is a specific program of care for people who are ex-
pected to have six months or less to live if the illness follows its natural
course, and who choose to focus on comfort rather than curative
treatment. Hospice is a philosophy of care as much as a service: it
prioritizes comfort, dignity, and quality of remaining life over life ex-
tension at any cost. Hospice teams provide medical care, nursing visits,
social work support, chaplain services, home health aide assistance,
medications for symptom management, equipment such as hospital
beds and wheelchairs, and bereavement support for the family af-
ter the death. This comprehensive package of support is covered by
Medicare Part A for eligible beneficiaries, making it financially acces-
sible for most families.

Eligibility for hospice in dementia is a common source of confu-
sion. Medicare hospice eligibility requires a physician to certify that
the patient has a life expectancy of six months or less if the disease runs
its natural course. Determining prognosis in dementia is genuinely
difficult, because the disease’s trajectory is variable and people often
live longer than expected. Physicians are sometimes reluctant to ini-
tiate a hospice conversation because of uncertainty about prognosis,
or because initiating hospice feels like giving up on the patient. As
a family advocate, you can raise the hospice conversation directly:
ask your parent's physician whether your parent might be eligible for
hospice evaluation, and if not, what criteria would need to be met. The
Alzheimer's Association publishes specific guidelines for determining

hospice eligibility in dementia that can inform this conversation.
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Services provided by hospice are often a revelation to families who
have been managing with fewer resources. The regular nursing visits,
the on-call nurse available around the clock for questions and guid-
ance, the social worker who supports the family as well as the pa-
tient, the home health aide who helps with personal care, the chaplain
who offers spiritual support regardless of religious affiliation or lack
thereof, and the medications delivered directly to wherever the patient
is living: all of these dramatically reduce the logistical and emotional
burden on the family. Families who access hospice early in the eligi-
bility period, rather than in the final days of life, report significantly
better experiences than those who call hospice only at the very end.

Family involvement in hospice care is not incidental. It is central.
The hospice team works in partnership with the family, supporting
caregivers as well as the person with dementia, and the quality of that
partnership depends partly on the family's active engagement. For
a long-distance caregiver, hospice provides a local professional team
that can serve as your eyes, ears, and hands on the ground in a way
that complements everything else in your care network. Building a
relationship with the hospice team, communicating regularly with the
hospice nurse and social worker, and being clear about your parent's
wishes and values enables them to provide care that is genuinely tai-

lored to your parent rather than generic.

14.3 End-of-Life Decisions

End-of-life decisions in advanced dementia are among the most ethi-
cally and emotionally complex that families face, and they are made
more difficult by the fact that the person whose life is at issue can
no longer participate in making them. The living will and advance
directives that your parent executed earlier in the disease, if they did
so, provide the most direct guidance available. The healthcare proxy

is the person legally authorized to speak for your parent when they
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cannot speak for themselves. But the decisions themselves, in their
specificity and their weight, still fall to the living, and they deserve
careful, supported navigation.

Advance directives document what your parent wanted in specific
medical scenarios, but no document can anticipate every situation
that actually arises. The healthcare proxy's role is not to find the exact
answer in the document but to exercise substituted judgment: to make
the decision that this person, with their particular values and history
and stated wishes, would make if they could. This requires genuine
knowledge of the person, which is why the healthcare proxy conver-
sations discussed in Chapter 6 matter so much. A proxy who has had
explicit conversations with the person about their values and fears is
in a far better position than one who is guessing.

Ethical considerations in end-of-life dementia care center on the
tension between prolonging life and preserving comfort. Many of the
medical interventions that are routine in other contexts, aggressive
resuscitation, mechanical ventilation, artificial nutrition through a
feeding tube, transfer to the intensive care unit for acute illness, are of
very limited benefit in advanced dementia and often cause significant
suffering without meaningfully extending life or improving its quality.
Research consistently shows that people with advanced dementia who
receive comfort-focused rather than aggressive medical care at the end
of life have similar survival times but significantly less pain, fewer
invasive procedures, and a higher likelihood of dying in a comfortable
setting rather than in a hospital. Knowing this, and being able to bring
it clearly into family discussions about treatment decisions, equips you
to advocate for your parent’s actual interests rather than defaulting to
maximum intervention out of guilt or uncertainty.

Family discussions about end-of-life treatment decisions are often
the hardest conversations of the caregiving journey, and they some-
times surface conflict that the shared stress of earlier stages had sup-

pressed. When family members disagree about whether to pursue
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aggressive treatment, whether to initiate a feeding tube, whether to
transfer to the hospital for a pneumonia that could be managed with
oral antibiotics and comfort measures, those disagreements need to
be navigated with both honesty and compassion. The hospice social
worker, a palliative care consultant, or a hospital ethics committee
can serve as a neutral resource for families who are stuck on difficult
decisions. These resources exist precisely for this purpose, and using
them is not a sign that the family has failed to communicate. It is a
sign that the decision is genuinely hard and that outside perspective is

helpful.

14.4 Coping with Anticipatory Grief

Anticipatory grief in the final stage of dementia has a quality that is
different from what came earlier in the journey. The losses of the mid-
dle stage, personality changes, loss of recognition, the disappearance
of the person you knew into the disease, are already behind you. What
remains is the body of the person you love, requiring total care, and
the knowledge that the end is approaching. The grief at this stage is
both more specific and more final than what preceded it.

Emotional preparation for the death of a parent with dementia
is complicated by the fact that, for many families, the grief has been
accumulating for years before the death itself. Some caregivers find
that by the time their parent dies, they have already processed so
much of the loss that the death itself brings more relief than grief,
at least initially. Others find that the death, when it comes, opens a
grief they had not fully accessed while their energies were consumed
by caregiving. Neither of these responses is wrong. Both are versions
of love expressing itself through the particular circumstances of this
disease.

Family support during this stage requires the same intentionality

it has required throughout the caregiving journey. Keeping family
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members informed of your parent's current status, including being
honest when the prognosis has shifted to weeks or days, gives people
the opportunity to come, to say what needs to be said, to be present for
whatever time remains. Not everyone will respond to this opportunity
in the way you hope. Some family members will not come. Some will
come but not be able to be present in the way the moment deserves.
Accepting the range of human responses to approaching death, in
others as in yourself, is part of the work of this stage.

Meaningful goodbyes are possible even when the person with de-
mentia can no longer speak or respond in ways that are clearly com-
municative. Research and the clinical experience of hospice workers
consistently point to the preservation of emotional experience and
responsiveness to human presence even in very advanced dementia.
Your parent may not be able to tell you they know you are there. They
may not show recognition in any conventional sense. But the evidence
suggests that your presence, your voice, your touch, the familiar scent
of you, registers at some level of experience that transcends cognition.
Coming to be with your parent in the final days and hours, if at all
possible, is an act of love that matters even when you cannot know for
certain that it is received.

Many hospice workers and families describe an unexpected quality
of grace in the final days and hours of a person's life, a stillness and
presence that strips away the ordinary and reveals something essential.
Not everyone experiences this, and it cannot be forced or arranged.
But many caregivers who have been through it say that despite every-
thing, despite the years of hard work and grief, they are glad they were
there. That gladness is worth holding onto as you move through this

stage.

14.5 Life After Caregiving

The end of your parent's life is not the end of your caregiving ex-
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perience. It is, in a sense, the beginning of the work of integrating
everything the caregiving journey has been. Bereavement, rebuilding,
and finding ways to carry your parent's memory and the meaning of
what you did together are the final chapter of this story, and they
deserve as much attention and care as everything that came before.

Bereavement after the death of a parent with dementia has its own
particular texture. Because so much of the grief has been experienced
in anticipation, the period immediately following the death is some-
times marked as much by exhaustion and disorientation as by acute
sadness. The routines and vigilance and worry that have structured
your days for months or years suddenly stop being required. The
role that consumed so much of your identity is over. Many caregivers
describe a strange emptiness in the first weeks after a parent’s death,
a not-knowing-what-to-do-with-themselves that feels uncomfortable
and sometimes confusing when they expected to feel relief.

Grief does not follow a schedule, and the waves of it in the weeks
and months after your parent’s death can be unpredictable. You may
find yourself ambushed by griefin ordinary moments: a song, a smell,
a phrase that echoes something your parent used to say, a habit of
reaching for the phone to call them before remembering. You may ex-
perience grief most acutely not at the death itself but at the milestones
afterward: the first holiday, the first birthday, the first anniversary of
the diagnosis. All of this is normal. Grief'is not a problem to be solved
ora process to be completed on schedule. It is the continuation of love
in the face of absence.

Rebuilding routines after caregiving ends is both a practical ne-
cessity and an act of intentional self-reconstruction. The structure of
your days has been shaped for a long time by caregiving demands,
and without that structure, the days can feel formless in ways that
compound the grief. Starting small, reestablishing basic rhythms of
sleep, movement, meals, and social connection, provides a scaffold.

Over time, the question of what you want your life to look like now,
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without the caregiving role that has been so central, becomes one
worth sitting with deliberately rather than filling the space reflexively
with the first available substitute obligation.

Honoring your loved one's legacy is a meaningful act that many
bereaved caregivers find helps integrate the loss. This might mean
making a contribution to a dementia research organization or the
Alzheimer's Association in your parent's name. It might mean gath-
ering photographs, letters, and stories and creating something that
preserves their memory for younger generations. It might mean find-
ing ways to use what you learned through the caregiving experience
to help others who are beginning the journey: volunteering with a
caregiver support organization, sharing your experience in a support
group, or simply being present for a friend who is facing a diagnosis in
their own family. The knowledge and compassion you have accumu-
lated through this experience are real and valuable assets, and putting
them to use in the service of others is one of the most meaningful ways
to honor what your parent's illness and your caregiving brought into
your life.

There is no clean way to end a chapter, or a book, about loss.
What we can say, with confidence and from the accumulated evidence
of many caregivers who have walked this road, is that the experience
changes people, and not only in the ways that involve suffering. Care-
givers who have navigated this journey describe a greater capacity for
empathy, a clarified sense of what matters and what does not, a deeper
appreciation for the ordinary moments of life that caregiving makes
it easier to take for granted, and a particular tenderness toward other
people who are carrying something heavy.

You did not choose this. But you showed up for it, across a distance,
with imperfect tools and imperfect information, doing the best you
could with what you had. That is everything. That is what love looks

like when it is put to work.



Conclusion: You Cannot Do This Alone

ou have now read the full arc of the long-distance dementia
Y caregiving journey, from the shock of diagnosis to the final
stages and the life that follows. If you are somewhere in the middle of
that journey right now, we hope this book has given you more than
information. We hope it has given you company.

Because that is, in the end, what most caregivers need more than
anything else: to know they are not alone in this. Not alone in the
confusion of the early weeks. Not alone in the guilt and the grief. Not
alonein the frustration of managing from a distance, in the complexity
of the systems they have to navigate, in the family conflicts that surface
under pressure, in the fear of what is still to come. Not alone in the
love that makes all of it worth doing despite everything it costs.

You are not alone. Millions of people are walking some version
of this road right now, at different stages, in different circumstances,
with different resources and different challenges. Many of them have
walked it before you and come out the other side with something
intact, something perhaps even deepened, in themselves and in their
families. Their experience does not make yours easier. But it is worth
knowing it exists.

What the caregivers who have been through this tend to say, looking
back, follows a few consistent threads. We want to share them here,
not as a tidy set of lessons but as offerings from people who know this

territory in a way that no amount of research fully captures.
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They say: accept help earlier than feels comfortable. The instinct
to manage everything yourself, or to keep the difficulty private, or
to believe that asking for help is an imposition, is one of the most
reliably counterproductive instincts in caregiving. The caregivers who
fare best are not the ones who need the least help. They are the ones
who build the most support around themselves and their parent, early
and deliberately, and who keep adding to that support as needs grow.
Help is not a sign of weakness. It is what makes the difference between
sustainable caregiving and collapse.

They say: make the hard decisions before you are forced to. The
legal documents, the driving conversation, the family meeting about
responsibilities, the exploration of care options before a crisis makes
the choice for you. Every one of these is a conversation that feels
premature until suddenly it is urgent. The families who had those
conversations early, even when they were uncomfortable, consistently
describe the caregiving journey as more manageable than those who
were repeatedly caught unprepared. You cannot control the disease.
You can control whether you are ready for what it brings.

They say: your relationship with your parent is still real, even as
it changes. The person inside the disease is not entirely gone, even
when the person you knew seems very far away. They still respond to
kindness, to music, to touch, to the familiar warmth of your voice. The
relationship you have now is different from the one you had before
the diagnosis. Itis shaped by different rules and runs through different
channels. But it is still a relationship, and the quality of presence you
bring to it still matters enormously, to your parent and to you.

They say: imperfection is not failure. You will make decisions you
later wish you had made differently. You will lose patience in moments
you wish you had been more generous. You will get things wrong
with the doctors, with the hired caregivers, with your siblings, with
your parent. Every caregiver does. The standard is not perfection. The

standard is showing up, doing your best with what you know and what
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you have, and adjusting when you learn better. By that standard, the
fact that you are here, reading this book, trying to do right by someone
you love, already puts you well ahead.

They say: take care of yourself, not as an afterthought but as a
priority woven into the whole thing from the beginning. Not because
you deserve it as a reward for hard work, though you do, but because
the quality of your parent's care is directly connected to the quality of
your own wellbeing. A depleted caregiver is a less effective caregiver.
Rest, support, boundaries, joy wherever you can find it: these are not
luxuries. They are the fuel that makes the whole journey possible.

And they say, most consistently of all: find your people. Find the
other caregivers who understand without explanation. Find the pro-
fessionals who know this terrain and can guide you through the parts
you cannot navigate alone. Find the friends who will sit with you in
the hard parts without trying to fix them. Find the support groups
and the therapists and the neighbors who step up and the siblings who
eventually come through and the hired aides who genuinely love your
parent. The quality of the network around you is not incidental to
how this goes. It is central to it.

You cannot do this alone. The title of this conclusion is not a
warning. It is a permission. You are not supposed to do this alone. No
one is. The families who try to do it alone suffer more than they need
to, provide less effective care than they could, and emerge from the
experience more damaged than those who allowed themselves to be
helped.

Accepting help is not a concession to limitation. It is wisdom. It
is the recognition that love is not self-sufficiency, that caring well for
someone requires more than any one person has to give alone, and that
building something larger than yourself around your parent is one of
the most generous things you can do for them.

The distance between you and your parent is real. It creates real

challenges, real limitations, real grief. But it does not define what you
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can offer. Long-distance caregivers, the best of them, learn to work
with extraordinary intention and creativity across that distance. They
build networks and systems and relationships that serve their parent
better than proximity alone would have. They show up in ways that
count even when they cannot be physically present. They make the
phone calls and send the questions and fly in for the crises and hold
the whole picture in their minds across the miles.

That is not a consolation prize for not being closer. It is its own
form of devotion.

Whatever stage of this journey you are in right now, you have what
it takes to navigate what comes next. Not because it will be easy. Because
you love someone enough to keep showing up for them, across whatever
distance separates you, for as long as they need you to.

That is enough. That bas always been enough.



Appendix: Dementia Caregiver
Resource Directory

A Note to Readers

The organizations and resources listed in this appendix
provide education, support, advocacy, and practical assistance for in-
dividuals living with dementia and their caregivers. Contact infor-
mation was current at the time of publication; however, websites,
phone numbers, and services may change over time. If a listed resource
is unavailable, search online for the organization's current contact
information.

National Dementia and Alzheimer's Organizations

Alzheimer's Association

The Alzheimer's Association is the largest nonprofit organization
dedicated to Alzheimer's care, support, research, and advocacy. It of-
fers educational materials, local support groups, care consultations,
and a 24-hour helpline.

Website:

24/7 Helpline:800—272—3900

Services:

« Caregiver support groups
+ Educational workshops

¢ Care consultations
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« Community resource referrals
e Crisis assistance

Alzheimer's Foundation of America (AFA)

Provides support services, educational programs, and caregiver re-
sources nationwide.

Website:

Phone:866-232-8484

Services:

¢ Caregiver support

* Educational webinars
¢ Memory screenings
e Professional referrals

Family Caregiver Alliance

A leading nonprofit supporting family caregivers through educa-
tion, research, policy advocacy, and practical tools.

Website:

Phone:800-445-8106

Services:

+ Caregiver education

¢ Online support resources

¢ Legal and financial guidance

. State-by-state caregiver assistance

Government Resources
National Institute on Aging (NIA)
Part of the National Institutes of Health, providing evidence-based
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information about dementia, Alzheimer's disease, caregiving, and ag-
ing.

Website:

Phone:800-222-2225

Services:

e Dementia education

¢ Rescarch updates

« Caregiving guides

¢ Healthy aging resources

Eldercare Locator

A public service of the U.S. Administration on Aging that connects
older adults and caregivers to local support services.

Website:

Phone:800-677-1116

Services:

s Local aging agencies

. Transportation services
¢ Meals programs

* Home care referrals

+ Respite services

Administration for Community Living (ACL)

Provides information about federal aging and disability programs.
Website:

Services:

* Caregiver support programs
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« Community-based services
« Disability resources

Medicare and Medicaid Assistance

Medicare

Official source for Medicare information and enrollment assis-
tance.

Website:

Phone:800-MEDICARE (800-633-4227)

Services:

+ Coverage information

¢ Enrollment assistance

¢ Provider search tools

o Medicare plan comparison

State Health Insurance Assistance Program (SHIP)
Provides free, unbiased Medicare counseling.

Website:

Services:

¢ Medicare enrollment guidance
« Coverage reviews

+ Appeals assistance

¢ Prescription drug counseling

Medicaid Information
Information on Medicaid eligibility and benefits.
Website:

Services:
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¢ Long-term care information
« Eligibility requirements
« State-specific programs

Long-Distance Caregiving Resources

Aging Life Care Association

Professional organization for Aging Life Care Managers (formerly
geriatric care managers).

Website:

Phone:520-881-8008

Services:

¢ Care management professionals
* Home assessments
* Care coordination
. Long—distance caregiver support

Caregiver Action Network

Offters practical resources and peer support for caregivers.
Website:

Phone:855-227-3640

Services:

¢ Online caregiver forums
¢ Educational resources
¢ Family caregiving tools

Veteran Resources
U.S. Department of Veterans Affairs
Website:
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Phone:800-827-1000
Services:

+ VA health benefits

« Long-term care programs

« Aid and Attendance benefits
* Caregiver support programs

VA Caregiver Support Program
Website:

Phone:855-260-3274

Services:

¢ Caregiver coaching
+ Education programs
* Resource referrals

Caregiver Burnout and Mental Health Support
National Alliance on Mental Illness (NAMI)
Website:

HelpLine:800-950-6264

Services:

* Mental health education
« Emotional support resources
« Family support groups

Psychology Today Therapist Directory
Website:
Services:

¢ Therapist search
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+ Caregiver counseling resources
¢ Telehealth providers

Mental Health America
Website:
Services:

¢ Mental health screening tools
« Stress management resources
« Caregiver wellness information

Dementia Education and Training
Teepa Snow's Positive Approach to Care
Website:

Services:

¢ Dementia caregiving education
¢ Training videos

+ Communication techniques

+ Family caregiver resources

Dementia Care Central
Website:
Services:

« Caregiving guides
+ Dementia stage information
« Care planning tools

Legal and Financial Planning Resources

National Academy of Elder Law Attorneys (NAELA)

157
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Website:
Services:

¢ Elder law attorney directory
¢ Medicaid planning

¢ Estate planning

¢ Guardianship guidance

Consumer Financial Protection Bureau
Office for Older Americans

Website:

Services:

¢ Fraud prevention
« Financial caregiving guides
¢ Protection from elder financial abuse

Crisis and Emergency Assistance

988 Suicide & Crisis Lifeline

Phone:988

Website:

Available 24 hours a day for emotional distress, caregiver crises, and
mental health emergencies.

Adult Protective Services (APS)

Website:

Services:

¢ Reports of elder abuse
¢ Neglect investigations

. Exploitation concerns
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Contact information varies by state.

Recommended Books for Caregivers

The 36-Hour Day

By Nancy L. Mace and Peter V. Rabins

A classic guide for families caring for loved ones with dementia.

Loving Someone Who Has Dementia

By Pauline Boss

An essential guide to coping with ambiguous loss and grief.

Creating Moments of Joy

By Jolene Brackey

Practical techniques for improving quality of life for individuals
with dementia and their caregivers.

A Caregiver's Guide to Dementia

By Laura N. Gitlin and Catherine Verrier Piersol

Research-based strategies for managing caregiving challenges.

Final Encouragement

No caregiver should have to navigate dementia alone. Whether
you need information, emotional support, financial guidance, legal
assistance, or simply someone who understands what you are expe-
riencing, help is available. Reach out early, ask questions often, and
remember that accepting support is not a sign of weakness—it is one

of the most important caregiving skills you can develop.



