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FOREWORD by Jim Nathan

My dad was a professional patient! He had TB, asthma, emphysema, diabetes,
psoriasis over much of his body, parts of both lungs removed, and much more
that I can’t remember. He lived to age 76 and fought for decades to leave a
legacy for my mom and me. I didn’t fully appreciate then what that fight

cost—or how many families would one day face it.

For most of my career, I saw healthcare from the inside—from boardrooms
and hospital floors, emergency departments and community activities. I dealt
with the obvious: staffing, quality, costs, leadership, funding. Massive change
occurred, driven by world-leading innovations and research, led by brilliant,
talented clinical experts. But with all that progress, American healthcare has
become highly complex and repair-centered. Too often, individuals and
families are left asking a simple question: What do we do now? I call this
“fend-for-self” medicine. If you or someone in your family is not in charge,
then who is?

I spent nearly four decades in leadership roles for Lee Health in Southwest
Florida, most of those years as its president and CEO. Our corner of Florida
gave us an early look at what much of America faces today: fast growth, lots
of older residents, chronic disease, too few workers, and needs that extend far
beyond hospital doors. Having the funds for a program or service is one thing.
Having the people and the know-how to actually deliver it is another.

That experience is a big part of why Tom Olivo and I have been friends for so
long. We started working together through Success Profiles during my years
at Lee Health, more than twenty-five years ago. Tom never offered a one-size-
fits-all leadership program. He wanted to know about the work, the people
doing it, and whether what we said we valued matched our actual results. Tom
measured things most organizations just guessed at: whether people were in
the right jobs, how good their managers were, who was likely to stay, and who
was ready to step up.
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Some people worry that measuring things makes the work feel cold. I’ve found
the opposite. Done with good judgment, it helps identify opportunities and
challenges you’d otherwise miss. No one in a hospital argues that infection
rates are too complicated to measure when lives are at stake. We measure not
because people are numbers, but because people deserve better than

guesswork.

Tom brings that same habit of reducing guesswork and planning ahead to
Impending Burden. Don’t let the title fool you. This isn’t a book about aging.
It’s a book about whether we’ll have enough—enough help, enough people,
enough time. It’s about planning for that reality.

Older people are not the burden. Living longer is one of the great gifts of
modern medicine. The burden is the growing gap between the care we know
people will need and what’s actually there to provide it with dignity:
caregivers, doctors and nurses, home aides, family time, the right kind of
housing, a ride to appointments, money that can be reached when it’s needed,
the legal paperwork in order, and family relationships strong enough to
weather hard decisions. With more than 11,000 Baby Boomers turning 65
every day, that gap is widening fast. If fend-for-self medicine is hard today,

consider the complexities of tomorrow.

Here’s what I’ve seen: a shortage never just goes away. It moves. When a
hospital can’t hire enough nurses, it strains the staff and puts quality at risk.
When home-care aides can’t be found, the work falls to a spouse or an adult
child. When no one has legal authority to act, a health scare turns into a fight
with the court and the bank. A patient can go home from the hospital
“successfully” and walk right into a family crisis. And in the end, it’s almost
always the family that’s left holding it all together.

I know that truth not only as a healthcare executive but also as a dad. My son,
Zach, has faced a lifetime of significant healthcare challenges. No matter how
much I know about navigating our nation’s complex health system, that
knowledge does not make a parent immune to uncertainty, fatigue, fear, or
hope. When it is your child, you are not a CEO; you are a dad. Expertise may
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create options; it does not create another hour in the day or another family
member able to carry the load. And when you’re fending not just for yourself
but for someone you love, the job gets much more complex and emotional.
Often there are no simple solutions or miracles.

The five families at the center of /mpending Burden make a national challenge
personal. Tom Hansch asks where the wife he has loved for decades has gone
as Alzheimer’s changes their partnership. Rod Mergardt watches care and loss
move across three generations. John Regan inherits responsibilities his mother
had quietly carried. Dr. Mark Williams can arrange exceptional care for his
mother but cannot make her immune to a fall. And Sarah and Thornton Kirby,
who know healthcare from the inside, discover that expertise does not produce
unlimited time. Tom Olivo surrounds their stories with numbers to show these
families aren’t alone. He keeps the stories front and center, because statistics

without faces are easy to ignore.

In 2003, Tom’s earlier book, Impending Crisis, warned that employers would
lose experienced workers to retirement. That workforce challenge did not
disappear; it changed its address. The people organizations once feared losing
to retirement are now the people today’s employees leave work to care for.
Tom’s Inheritance Mirage exposes another risky habit: counting on an
inheritance before Mom and Dad’s own care has been paid for. A paid-off
house can be worth a lot, but it does not put a dime toward hiring an aide.

Our national debates and political divides split aging into separate
conversations, including Medicare, housing, employment, estate planning, and
caregiving. Families don’t experience it that way. They experience these
challenges all at once, day in and day out. Impending Burden puts those pieces
back together. Tom doesn’t wait for more national discourse or pretend all is
fine. He tells us to plan for the inevitable.

Most important, this book is practical. A warning only matters if it helps you
make better decisions. Tom doesn’t ask anyone to control every outcome—no
family or hospital can. He asks us to head off the problems we can see coming:
decide who can speak for whom, gather the information someone else would
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need, figure out what the house has to be able to handle, line up a backup for
the caregiver, keep some money within reach, and have the hard conversations
before illness makes them harder. His Degree of Difficulty tools aren’t
diagnoses or report cards. They’re a way to see how complicated things really
are before they spin out of control.

I hope this book reaches healthcare executives, CPA’s, employers, advisers,
attorneys, and policymakers. Most of all, I hope it reaches families—before
the phone call, the fall, the diagnosis, or the discharge. The demographic chart
has moved from the conference room to the kitchen table. That is where the
next chapter of American healthcare will be lived. Tom holds up a mirror to
each of us. Now it is up to us to have a plan. If we don’t do it, who will?

Jim Nathan

Former President and Chief Executive Officer, Lee Health
Adjunct Professor, Florida Gulf Coast University

Fort Myers, Florida
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A Note Before You Begin

You do not have to understand an entire country’s care system before you can
help one person. You do need somewhere to begin. That may be a conversation
with your mother, a question for a hospital team, a way to make a weekend
genuinely available to the person carrying too much, or the location of a
document nobody has needed to find.

I have spent much of my working life trying to make complicated problems
understandable. These interviews have reminded me that understanding is
useful only when people have room to act on it. This edition is not a larger
assignment. It is a way to recognize the responsibility becoming yours—and
decide what should not remain yours alone.

The five families featured in the book are not models of perfect performance.
Their resources differ. Their accounts include grief, humor, professional skill,
paid help, uncertainty, and choices whose consequences could not be known
in advance. A book that makes preparation look like immunity would mislead
the people it hopes to help.

Read in sequence or use the starting-point guide. Every chapter closes with
brief key takeaways and lessons learned, followed by something to notice, a
conversation to consider, and one possible action. The appendix offers enough
to begin offline; the companion follows the same chapter and tool identifiers.

This is educational writing, not individualized medical, legal, tax, insurance,
investment, or care advice. Private events are recollections. Public evidence
retains its date and limitations. New scripts and tools are suggestions, not
validated assessments. Appropriate professional guidance, permissions, and
publication testing remain necessary. [Mi]
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Where Are You Starting?

Choose the route closest to the situation in front of you. You can read the rest

later. For immediate danger or a medical emergency, use emergency services;

this guide is not emergency care.

Your starting point

I am preparing before a
crisis

Someone needs more

help now

We are leaving the
hospital

The usual caregiver
needs a break

We need to discuss the
house

I am managing money or
an inheritance

We need to plan a
business handoff
Our family does not

agree

I am the person receiving
help

Care has ended or
changed

Where to begin

Begin with Chapters 1-2, then 16 and 18. Ask what an
ordinary good day should preserve.

Begin with Chapter 5. Describe the change and contact
the appropriate professional rather than trying to
diagnose it.

Begin with Chapter 5 and the handoff discussion in
Chapter 18. Clarify the actual services and uncovered
hours.

Begin with Chapters 3—4 and 16. A break needs
accepted coverage and permission to be off duty.

Begin with Chapters 10-11. Compare what the home
must do, not only its financial value.

Begin with Chapters 12—13. Separate lawful authority,
access, ownership, and resources reserved for care.

Begin with Chapter 14, then 13. Clarify who can
operate the business and how knowledge, authority,
and ownership will transfer.

Begin with Chapters 3, 15, and 16. Identify one
decision and seek a safe, workable conversation.

Begin with Chapter 16. Your preferences and
participation belong in the plan.

Begin with Chapters 6 and 18. Practical responsibilities
and emotional recovery do not run on the same clock.

Companion
tools

TO1, TO7, T19

T02, TO3, T04

TO05, T06, TOS

T08, T09, T12

T14, T15,T16

T07, T17,

T18, T19

T07, T18, T19

T10, T11, T20

TO1, T12, T16

T23, T24
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Five Families at the Center

Exhibit 1. Five families, five windows into care
Family The question the story makes personal

Tom Hansch and Pat How does a spouse preserve connection as
dementia changes the marriage?

Rod Mergardt, Mike, and Peggy What does care make possible when it cannot
change the ending?

John Regan and his family Who inherits the practical knowledge and work
another person has been carrying?

Mark Williams and his mother What can exceptional care protect—and what
remains beyond its control?

Sarah and Thornton Kirby How can expertise help without becoming an
unlimited assignment?

Author explanatory framework; not a validated score or a prediction for a household. [M1]

The families supply distinct perspectives, not five interchangeable forecasts.

10
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Introduction — The Why

In 1986, at twenty-nine years old, I thought I was standing at one of the most
important crossroads of my life. I was at the peak of my collegiate coaching
career, doing work I loved and beginning to think seriously about what the rest
of my professional life might look like. I had spent years studying
performance, why some athletes developed and others did not, why some
teams consistently succeeded, and why certain people seemed to find an
unusual alignment between their abilities, their work, and the opportunities
placed in front of them. I did not know it then, but another kind of education
was about to begin. It would have nothing to do with athletics, and almost
everything to do with aging, illness, money, family, and the consequences of
decisions people often postpone until there is no longer enough time to make
them.

That same year, my mother, Claire Garrison Olivo, was diagnosed with cancer.
She was only fifty-six years old.

Her illness was complicated and frightening. An inoperable malignant tumor
had become attached to her aorta, and from the time we understood the
seriousness of the diagnosis until her death, only a matter of months passed.
There was very little time for any of us to adjust to what was happening. One
moment my mother was still a relatively young woman with a life in front of
her. The next, our family was confronting medical decisions, uncertainty, fear,
and the reality that she was going to die.

At twenty-nine, I was old enough to understand what was happening but far
too young to imagine losing my mother. Throughout my competitive athletic
career, she had been my biggest fan. Her death was traumatic in the obvious
way that the death of a parent can be traumatic. What I could not have
anticipated was that the experience would continue long after her medical
crisis ended. The healthcare crisis was followed by an estate process, and the
estate process was followed by a family conflict. In retrospect, those three
experiences—healthcare, assets, and family dynamics—became an early and
very personal lesson in precisely the issues that, forty years later, are
converging on tens of millions of American families.

11
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What makes my mother's story particularly instructive is how simple her
financial affairs actually were.

My parents had divorced earlier in the 1980s. Their separation was reasonably
amicable, and their marital estate had already been divided. My mother did not
leave behind a business, multiple properties, complicated partnerships, a
collection of private investments, or a large taxable estate. There was no
sprawling portfolio of real estate to value and sell. There was not even a house
that had to be sold as part of settling her estate. Her remaining assets were
modest and relatively straightforward: an IRA, a car she owned outright,
money in bank and investment accounts, and other ordinary personal assets.

If there were ever an estate that should have been simple to settle, this was it.
It was not.

My mother had a simple will, but she did not have a living trust. In our family’s
circumstances, my younger brother Mark, my older sister Jan, and I found
ourselves going through probate in New York State. The process lasted more
than a year. I remember being puzzled by it. I could not understand why an
estate this uncomplicated required so much time, nor could I understand why
the legal fees seemed so large relative to what was being administered. I was
young, inexperienced in financial and estate matters, and assumed there must
be a good reason for a process that I did not yet understand. This is an account
of that estate, not a claim that every estate without a trust follows the same
process.

Eventually, a check arrived in the mail for approximately $6,800. I had not
known exactly when the distribution was coming, and when I saw the amount,
I was surprised. My understanding had always been that my mother's estate
would ultimately be divided equally among her three children. The number
did not seem to fit that expectation.

So I called the attorney handling the estate.

The attorney explained that the estate being divided through probate did not
include every asset my mother had owned. The IRA and automobile were
handled differently, and in my recollection both went to my sister, Jan. |
understood the result more clearly than I understood the legal mechanism
behind each transfer. Without the original account and ownership records, I

12
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should not present that recollection as a legal explanation of how either asset
passed. What remained for our family was the difference between what the
documents accomplished and what we believed our mother had intended.
[AU1]

The issue for me was not primarily that I wanted more money. At that point in
my life, I was confident that I would find a way to succeed professionally.
What bothered me was my younger brother. Mark was struggling more in his
career, and I believed the additional inheritance could have made a meaningful
difference for him. More importantly, I did not believe the final distribution
reflected what my mother would have intended if someone had sat down with
her, explained how the various ownership and beneficiary provisions
interacted with her will, and asked her directly whether she wanted one child
to receive substantially more than the others.

I spoke with my sister about it. I told her that I believed the car and IRA should,
in fairness, have been considered as part of what our mother intended to leave
to all three of us. I told her that I did not feel I needed the additional money,
but that I thought Mark did. I hoped she might voluntarily make an adjustment
so that the overall result would be more equitable.

Jan saw it differently. Her position was straightforward: if Mom had wanted
those assets divided equally, she would have designated them that way.

I understood the logic of the legal paperwork. What I questioned was whether
the paperwork accurately represented informed intent. During the final months
of her life, my mother was dealing with cancer and the knowledge that she
might die. I found it difficult to believe that she had been carefully thinking
through the technical distinction between an asset controlled by a beneficiary
designation and an asset governed by a will. To me, the documents had
produced a result that was legally explainable but emotionally inconsistent
with what I believed she would have wanted for her children.

My sister and I never reached agreement on that point. The disagreement
created considerable hurt, and it affected our relationship for years. It took me
a long time to get beyond it. Even today, I cannot fully know what my mother
understood, what she intended, or why the designations were arranged as they
were. That uncertainty is itself part of the lesson. When people do not make
their intentions unmistakably clear while they still can, the people they love

13
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are left to interpret documents, reconstruct conversations, assign motives, and
sometimes argue over questions that can never be conclusively answered.

The size of the estate was not what made the experience difficult. The estate
was modest. The assets were simple. The family was small. Yet the
consequences were large enough to damage relationships among people who
had just lost their mother.

That realization stayed with me.

When 1 left coaching and entered financial services with The Equitable in
1987, 1 did so in part because I wanted to understand two things that had
become intensely personal. I wanted to learn how people accumulated enough
wealth to become financially independent, and I wanted to understand how
they preserved that wealth and ultimately transferred it to their children,
grandchildren, and other heirs. Just as important, I wanted to help families
avoid the kind of confusion and conflict my family had experienced.

For approximately five years, I immersed myself in financial planning. I
learned about investments, retirement accounts, insurance, taxation, estate
planning, beneficiary designations, wills, trusts, and real estate. I began to see
that wealth accumulation and wealth transfer were two very different
disciplines. A person could spend forty years successfully building an estate
and still leave behind an administrative mess, unnecessary expense, tax
exposure, family disagreement, or all four.

Trust planning became especially important to me. By my last count, during
those years I helped more than two hundred families establish trusts designed
to make the eventual transfer of their estates clearer and more orderly. I had
learned the value of that planning through an experience I would never have
chosen, but [ was determined to use what I had learned to help other families.

In 1987, when I began my financial-planning vocation, I immediately
established a separate-property trust. I believed that if I was going to advise
people about estate planning, I had no credibility unless I was willing to take
the medicine I was prescribing. In 1989, when Katie and 1 married,
establishing our own trust was not something I was willing to postpone. We
did it immediately, even though we had no children at the time. I also
encouraged my father to establish a separate-property trust for his assets. The
lesson from my mother’s estate was still fresh: planning is not simply about

14
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reducing taxes or avoiding legal fees. It is about creating clarity before a family
is forced to make decisions under stress.

When my father died in 2012 just before his ninety-second birthday, I had the
opportunity to see the other side of that lesson.

His estate was substantially larger than my mother's had been—close to $1
million in gross value. Most of it consisted of his primary residence, which he
owned without a mortgage, along with retirement accounts and investments.
In pure dollar terms, there was more to administer. Yet because he had done
more planning, the transition was considerably easier. The larger estate was
not necessarily the more difficult estate.

There was another difference as well. By then, my own life had changed
dramatically. The five years I spent in financial services had given me enough
knowledge, experience, and financial footing not only to buy my first home
but eventually to take the risk of starting Success Profiles. That decision led
me into a business career that was far more successful than I could have
reasonably imagined when I was twenty-nine years old and trying to
understand a $6,800 inheritance check.

When my father's estate was divided, I was entitled to approximately one-
third. I chose not to take it. I forfeited my share so that it could go instead to
my brother and sister. They had not experienced the same degree of financial
success that [ had, and I believed the money would mean more to them than it
would to me. More than that, it felt like the right thing to do.

I do not tell that part of the story to suggest that every family should make the
same decision. They should not. Fairness and equality are not always the same
thing, and every family's circumstances are different. I include it because the
contrast between my mother's death in 1986 and my father's death in 2012
taught me something profound. Estate planning is not merely the preparation
of legal documents. It is an exercise in stewardship. It requires people to think
clearly about assets, intentions, consequences, relationships, and the human
beings who will be left to carry out decisions after the person who made them
is gone.

My mother's estate could hardly have been simpler, yet it produced probate,
expense, uncertainty, an unequal outcome, and years of family strain. My
father's estate was larger, but better planning made the administrative

15
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transition easier. And by the time his estate passed to the next generation,
circumstances had changed enough that I could make a choice that would have
been impossible for me as a young coach decades earlier.

Those two family experiences have stayed with me for most of my adult life.
They are also why this book is personal.

Today, America is approaching these same questions on a scale my family
could never have imagined in 1986. The Baby Boom generation is moving
through its later decades of life in enormous numbers. Longevity has given
millions of people years their parents and grandparents often did not have, but
those additional years bring obligations that our healthcare system, our
families, our financial structures, and our communities are not fully prepared
to absorb.

Why these experiences belong in one book

The impending burden is not one problem. Inside the family, it is the
convergence of three. Around the family is a fourth and larger pressure that
shapes the range of choices available to everyone: the national fiscal age wave.

The first is the healthcare burden. As tens of millions of Americans grow older,
the incidence of chronic disease, frailty, cognitive decline, disability, and the
need for assistance will rise. More families will confront the same bewildering
transition my family confronted when my mother became seriously ill, except
many will experience it not for several months but for several years. They will
have to navigate physicians, hospitals, medications, rehabilitation, home care,
assisted living, memory care, skilled nursing, Medicare, Medicaid, insurance
limitations, and enormous out-of-pocket costs. At the same time, the nation
will be trying to provide that care with a workforce that is itself under
extraordinary pressure.

The second is the asset burden. The Baby Boom generation controls an
extraordinary amount of American wealth, and much of it will change hands
over the next several decades. But wealth does not transfer itself. Houses must
be maintained, valued, sold, or divided. Retirement accounts have beneficiary
rules. Businesses need succession plans. Investment accounts, insurance
policies, trusts, wills, powers of attorney, tax laws, titles, debts, digital assets,
and real estate all intersect. The greater the number, value, and complexity of

16
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the assets, the greater the degree of difficulty. And, as my mother's estate
demonstrated, even a small and uncomplicated estate can create large
problems when planning is incomplete or inconsistent.

The third is the family burden. This may ultimately be the most underestimated
of all. Families are not spreadsheets. They carry history. Siblings remember
childhood differently. One child may have provided years of caregiving while
another lived across the country. One beneficiary may need money while
another does not. A second marriage may create competing loyalties between
a spouse and adult children. Parents may believe they have been perfectly clear
when their children have heard entirely different messages. Old resentments
can reappear at exactly the moment when everyone is tired, grieving,
frightened, and being asked to make consequential decisions.

Money does not create every family problem. But illness, dependency,
caregiving, inheritance, and money have a remarkable ability to expose
problems that were already there.

That is why I have come to believe that the great age wave moving through
America cannot be understood simply as a demographic event. It is a systems
problem. Healthcare affects wealth. Wealth affects care choices. Caregiving
affects employment and retirement. Housing is simultaneously the place most
older people want to remain, the setting into which care must increasingly
travel, an illiquid reserve that may have to finance that care, and a unit of
housing that may not return to the market for many years. Cognitive decline
can suddenly turn estate planning from a future consideration into an
immediate crisis. Every one of those pressures eventually arrives inside a
family.

Over the decades since, I have spent much of my professional life studying
performance, measurement, leadership, organizations, and the difference
between what people intend to accomplish and what their systems actually
produce. The same discipline applies here. Good intentions are not enough.
Loving your children is not an estate plan. Wanting to remain at home is not a
long-term-care plan. Having accumulated wealth is not the same as having
organized it for incapacity or transfer. Having a will does not mean every asset
will pass according to the assumptions a family makes about that will. And
believing that your children will “work it out” is not a family governance
strategy.

17
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The purpose of this book is not to frighten people about getting older. Aging
is not a failure, and longevity is one of the great achievements of modern
society. The purpose is to look squarely at the consequences of success. We
have created a society in which millions more people can live into their
eighties, nineties, and beyond. We have also created unprecedented household
wealth, remarkable medical capability, and more choices about how and where
people live as they age. But every success creates a corresponding
responsibility to prepare for what comes with it.

But burden does not have to mean catastrophe. The lesson I took from my own
family is that many of the worst outcomes are not inevitable. They can be
anticipated. They can be measured. They can be planned for. Documents can
be coordinated. Assets can be organized. Families can have difficult
conversations while everyone is still capable of participating in them.
Healthcare preferences can be expressed before a crisis. Caregiving
responsibilities can be discussed before one child quietly inherits all of them.
Estates can be designed not merely to transfer wealth, but to preserve
relationships.

Those three household burdens now sit inside a public environment that is
becoming more constrained at the same moment the private need is becoming
larger. The nation enters the next decade with structurally large deficits, debt
near the size of the economy, rising interest costs, and Social Security and
Medicare financing deadlines moving into the planning horizon just as the
Baby Boom generation fully enters old age. I refer to the narrow period in
which those lines begin crossing as the Great Convergence.

Families will not experience the Great Convergence as an abstract debt-to-
GDP ratio. They will experience it through the rules and resources surrounding
their own decisions: Social Security income, Medicare premiums, Medicaid
availability, taxes, borrowing costs, provider shortages, public-service
constraints, and the amount of national flexibility remaining when the next
emergency arrives. The public balance sheet does not replace the three
personal burdens. It determines how much help the larger system can provide
when healthcare, assets, and family responsibility collide.

A house that once sheltered five people may eventually shelter two and then
one, while retaining the same bedrooms, roof, land, and emotional meaning.
The older owner is doing nothing wrong by remaining there. The deeper

18
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problem is that America built millions of homes for the child-raising years and
far fewer attractive, accessible transitions for the decades that follow. When
the preferred choice is to stay, care moves toward the house, the family
becomes part of the housing system, and the turnover of family-sized homes
slows across the wider market.

I first encountered this system not as a researcher, consultant, business owner,
or author, but as a twenty-nine-year-old son whose mother was dying. I learned
the next part of it as a brother trying to understand why a simple estate had
produced an outcome that did not feel right. I learned another part as a
financial planner helping hundreds of families put better structures in place. I
learned still more as a son helping my father plan differently, and later as a
beneficiary deciding that my own share of his estate could do more good in
the hands of my brother and sister.

The chapters that follow move between the scale of the country and the scale
of a family. I will ask you to understand a few consequential numbers, but I
will also ask you to stay with the people behind them. Tom Hansch is learning
how to remain Pat’s husband as Alzheimer’s changes their marriage. My
coach, Rod Mergardt, speaks about the children who predeceased him and the
different ways a family can become part of the care. Near the end, I return to
Aunt Mary, whose experience brings many of these systems together.

These are not examples of how a family should perform under pressure. They
are accounts of people trying to do what they can with the choices available to
them. Their stories will keep the analysis honest about what money, expertise,
preparation, and love can accomplish—and about what they cannot make
painless.

The chapters bring together the argument, the human consequences, and the
supporting evidence. The Family Action Guide at the end provides the
conversations, worksheets, and decisions that turn understanding into
preparation. Source qualifications and publication questions are collected in
the bibliography and source notes.

19
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Exhibit 2. The burden is a convergence, not one bill
Dimension What enters the household

Healthcare Treatment, medicines, symptoms, function,
skilled services, and difficult choices.

Daily care Meals, mobility, bathing, companionship,
transportation, and coverage.

Assets and housing Usable money, suitable space, authority, records,
preservation, and eventual transfer.

Relationships Competing needs, unequal availability, identity,
grief, appreciation, and time.

Author explanatory framework; not a validated score or a prediction for a household. [M1]

A decision in one area can change the work required in the others.
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PART I

The Age Wave Comes
Home

The demographic picture and the lives moving through it: longer life,
overlapping generations, and the difference between a family tree and
dependable help.

Chapter 1 - One Generation, Many Generations to Care For

Chapter 2 - Longer Life, Smaller Families, and the Family Supply Problem
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CHAPTER 1

One Generation, Many
Generations to Care For

Why are so many families meeting the same challenge at the same
time?
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Source trail for this chapter. [M1] [D1] [D2] [D3]

The age wave can arrive as a telephone call. A caregiver cannot come, and
Tom Hansch can no longer leave the house. It can arrive at the end of an
afternoon in which Sarah Kirby has cleaned, cooked, and changed the sheets,
only to hear that she never simply sits and visits anymore. One family has paid
for help. The other has unusual knowledge of healthcare. Neither has found a
way to manufacture another dependable hour.

Now place those afternoons beside the population picture. The Census Bureau
estimates cited in this manuscript show that the population sixty-five and older
grew 13.0 percent between 2020 and 2024, while the population ages eighteen
through sixty-four grew 1.4 percent. These are changes in two different age
groups, not a count of patients divided by available caregivers. Their
importance is the imbalance they make visible: the people moving into later
life and the people from whom much of the support must come are not
expanding at the same pace. [D1]

The pressure is not confined to one birthday or one bill. Help that begins with
a ride may become a weekly routine, then a daily responsibility, then an
arrangement that must hold through evenings, weekends, and another year.
Prices matter. So do the hours those prices purchase, the years for which help
is needed, and whether a qualified person is available to provide it. A care plan
can have enough money on paper and still have an empty space on Tuesday
morning.

Families have cared across generations for a very long time; Sarah’s own
childhood will make that clear. What deserves our attention now is the scale
and overlap of the undertaking. Older people are not the burden. The avoidable
burden is the distance between what their lives require and what the people
around them can reliably deliver. This book begins there—not with a
prediction that every family will fail, but with a reason to prepare before that
empty space becomes an emergency.
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The demographic imbalance is already visible

14 A

13.0%

12 A

10 A

Population growth, 2020-2024 (%)
(o0}

1.4%

Age 65+ Working age

Source: U.S. Census Bureau figures cited in Chapter 1.

Exhibit 6. The demographic imbalance is already visible

U.S. Census Bureau population growth from 2020 to 2024. Older and working-age populations use
different denominators. [D1]

The older population expanded more rapidly than the working-age population over this interval. The two
percentages have different denominators.

Five questions behind the whole book

Exhibit 3. The questions that travel with the family

Question What it helps us notice

What help is needed? The work after the appointment, not only
the diagnosis.

Who can actually provide it? Availability, skill, willingness, and backup.

For how long might it continue? Changing intensity and the caregiver’'s own
life.

What resources can be used? Money, a workable home, authority,
information, and services.

What are we trying to preserve? Comfort, participation, relationships, and

room for other lives.

Author organizing framework, not a validated score or a prediction. [M1]

These questions will stay with us as the setting changes. We do not need to
prove the national case again every time we meet a family. We need to notice
which part of its arrangement is being asked to carry more than it can.
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The same generation, farther along the road

Baby Boomers were born between 1946 and 1964. Following those birth years
forward is simpler than interpreting several overlapping curves. It also reveals
why retirement is not the end of this story: the same generation continues into
the ages when assistance may become more demanding.

Exhibit 7. One generation moves through later life

Year Ages reached by My age, born in 1957
surviving Boomers during
the year

2025 61-79 68

2030 66-84 73

2040 76-94 83

2050 86—104 93

Age arithmetic, not survival estimates or predictions of care needs. The corresponding population panels
follow in this chapter. [D2]

The table does not tell us who will need help or how much. It tells us why a
country cannot treat the oldest members’ retirement as the final milestone.
Some will remain vigorous and useful for many years. Others will need
assistance sooner. Their children and spouses will be growing older alongside
them.
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The Baby Boomer Age Wave 2025

Projected U.S. resident population by age
Census 2023 National Population Projections, Main Series

254 Baby Boomers: ages 61-79

U.S. population (millions)

Exhibit 7a. The Baby Boom age wave keeps moving — 2025

Census Bureau, 2023 projections, Main Series; U.S. residents in the displayed age bands. Original
panel and scale retained. [D2]

'8

The Baby Boomer Age Wave 2030

Projected U.S. resident population by age
Census 2023 National Population Projections, Main Series.

2 Baby Boomers: ages 66-84

U.S. population (millions)
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Exhibit 7b. The Baby Boom age wave keeps moving — 2030

Census Bureau, 2023 projections, Main Series; U.S. residents in the displayed age bands. Original
panel and scale retained. [D2]
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The Baby Boomer Age Wave 2040

Projected U.S. resident population by age
‘Census 2023 National Population Projections, Main Series

30

Baby Boomers: ages 76-94

U.S. population (millions)

&

Exhibit 7c. The Baby Boom age wave keeps moving — 2040

Census Bureau, 2023 projections, Main Series; U.S. residents in the displayed age bands. Original
panel and scale retained. [D2]

The Baby Boomer Age Wave 2050

Projected U.S. resident population by age
Census 2023 National Population Projections, Main Series

30

Baby Boomers: ages 86-104

U.S. population (millions)

Exhibit 7d. The Baby Boom age wave keeps moving — 2050

Census Bureau, 2023 projections, Main Series; U.S. residents in the displayed age bands. Original
panel and scale retained. [D2]

Compare labeled ages and axis values: the panels use different vertical scales. These are
population projections, not individual predictions of care need.
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Two books, one demographic wave

About a quarter century ago, I helped write Impending Crisis: Too Many Jobs,
Too Few People with Roger E. Herman and Joyce L. Gioia. Our concern was
the supply of capable people and the consequences of failing to prepare for
changing workforce needs. This book follows that same demographic
movement into a more intimate setting. The question has widened from who
will do the work to who will do the caring—and what will make that care
dependable.

The continuity should not be confused with a claim that the earlier book
predicted every economic event. Recessions, changes in immigration, policy,
and technology can alter employment and the timing of retirement. A
demographic framework supplies a reason to prepare, not permission to
dismiss evidence that does not fit a preferred forecast. A family needs the same
discipline. Its plan should recognize predictable pressures while remaining
flexible enough to respond to a life that will not follow a chart exactly. [p3]

What the earlier warning teaches the next
generation

Our earlier book followed capable people through the workforce. Its
demographic argument gave employers a reason to prepare; it did not remove
the business cycle. One illustration anticipated unemployment around four
percent or lower by 2010. The Great Recession made that timetable wrong. A
useful forecast must be examined against what happened, not protected from
it. [D3]

The enduring question concerned continuity. When an experienced person left,
who knew enough to carry the responsibility next? John Regan would
encounter a deeply personal version of that question while trying to learn what
his critically ill mother had been managing. A family, like an organization, can
depend on knowledge whose importance becomes visible only when its holder
cannot explain it.

The scale has changed; the discipline has not. Follow the people, understand
the work, and establish what another person would need before the handoff. A
promise to help is valuable. It becomes more dependable when someone
understands the assignment and has agreed to accept it.
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An Abundance of Leaders (ages 35 to 55)
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Exhibit 4. The workforce age wave at its widest point

Original Success Profiles workforce-age illustration based on BLS Research 2001 and presented in

Impending Crisis. Historical framework, not a current workforce count. [D3]

The original workforce-age illustration establishes the starting point of the two-book story.

The Leadership and Management Void (ages 35 to 55)

Number of People Available to Work
(relative comparison)

The Workforce Age Wave 2020

Fewer
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Exhibit 5. The same age wave becomes a leadership and succession problem

Original Success Profiles projection applying the workforce-age profile to 2020. Historical forecast

Data from Impending Crisis
Herman, Olivo and Gioia (2002)

illustration, not a revised census count. [D3]

The historical projection follows the cohort into later career and succession years; it is not a

revised census count.

The long decline in fertility is part of this picture, but it is not a substitute for
looking at an actual family. Nor does it mean that every generation following
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the Boomers is smaller in every measure. Births, immigration, age, distance,
employment, health, and relationships all shape the help available. The fertility
and population-support charts appear in Chapter 2 beside the discussion of
family availability. At the kitchen table, the useful question is who has actually
agreed to do what. [D2]

The shift no one has accepted

A shortage does not remain a national statistic for long. It becomes the person
who cannot be found, the service that has not begun, or the relative who has
no more leave available. The missing shift is often filled by a spouse or child
because leaving it empty is unthinkable. That can make a fragile arrangement
look successful from the outside.

The question is not whether families love enough. It is whether the plan has
counted honestly: the help required, the people available, the length of the
undertaking, and the lives those people are trying to continue. We will return
to those questions through five families. Their circumstances are different. The
need to turn concern into dependable assistance is not.
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A manageable next step

Key takeaways and lessons learned

* The age wave is already moving through families; its scale calls for preparation,
not a prediction that every older person will become dependent.

 Care requires more than money. Skills, available time, suitable homes, and
dependable help have to come together.

* Longer lives can overlap with the needs of children, spouses, and grandchildren
rather than wait for those responsibilities to end.

* Begin with the people around you: who may need help, who can offer it, and
where the arrangement is still an assumption.

What to notice. The age wave changes the scale of the task; it does not predict
one person’s dependence.

One conversation. Which generations may need our help at the same time?

One action. Begin a simple map of the people whose needs and availability
matter.

Companion tool: TO1 — The Life We Are Trying to Preserve. See the appendix for the tool finder.
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CHAPTER 2

Longer Life, Smaller Families, and
the Family Supply Problem

Who is available—not merely related—to help?
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Source trail for this chapter. [M1] [C1] [P1]

Three different questions sit inside the word longevity. Lifespan asks how long
we live. Healthspan asks how much of that life retains health and function.
Care span, as I use the phrase here, asks how long help is required and how
demanding that help becomes. They belong together because an additional
year can be a year of contribution, a year of partial assistance, or a year of
intensive care.

The distinction changes the purpose of planning. We are not simply trying to
make savings last until a particular birthday. We are trying to preserve the
ability to participate in life, while arranging support for the periods when
participation requires help. My father’s later years taught me the value of
presence. They also taught me that a life should not be described only through
its final limitations.

The years inside the care

A care plan needs a calendar longer than the next appointment. Tom places
Pat’s Alzheimer’s diagnosis around 2018. Sarah’s grandfather lived in her
childhood household for approximately fourteen years—not fourteen years of
identical medical need, but fourteen years in which another generation
remained part of the family’s daily arrangements. Mark remembers his mother
helping her husband for five or six years before she needed increasing help
herself. Their accounts make time visible in ways an average cannot. [M1]

Duration and intensity are different questions. Someone may need occasional
assistance for years and continuous help for a much shorter period. The person
providing it may change jobs, become a grandparent, lose a spouse, or develop
an illness during the same stretch. The first arrangement is therefore a starting
point, not a promise that one caregiver will remain available indefinitely.

I would ask a family to imagine another year, then several more—not because
anyone can predict them, but because the question reveals what today’s plan
assumes. Who is learning the routine? Which resources are being used? What
would cause us to reconsider the home, the coverage, or the division of
responsibility? A plan that can change is more protective than a promise no
one will be able to keep.
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Retirement Is Becoming a Transition Rather Than an Exit

One of the most important counterweights to the argument in Impending
Burden is that the Baby Boom generation is not simply moving from work into
dependency. Millions of older Americans are continuing to work beyond
sixty-five, returning to work after retirement, shifting from full-time careers
into part-time or consulting roles, starting businesses, volunteering, traveling,
creating, mentoring, caring for grandchildren, serving communities, and
redirecting decades of accumulated experience toward activities that matter to
them personally.

I understand that transition personally. At sixty, I semi-retired from my
healthcare consulting work at Success Profiles. I did not retire from purpose.
Time became available for photography, writing and publishing, conservation
in Costa Rica, real estate, travel, fitness, and work I could pursue with greater
freedom. What changed was not whether I was useful, but where I could put
my energy.

Productive longevity changes the economics of aging. A seventy-year-old who
remains healthy, engaged, working part time, volunteering, traveling,
mentoring, investing, or helping grandchildren is not simply consuming
resources. That person is still creating value. The longer that period of
contribution can be preserved, the more the demographic burden is delayed,
reduced, or transformed into the Second Dividend of Longevity.

In 2000, 12.9 percent of Americans sixty-five and older were working or
looking for work. By 2025, that share was 19.1 percent. Nearly one in five
older adults remained in the labor force. The reasons differ: some need the
income, while others value the work and the connections it brings.

I find it more useful to think of later life as a changing portfolio than as one
retirement date. Paid work may shrink while family, service, learning, art,
travel, or friendship grows. The point is not to keep everyone productive on
someone else’s terms. It is to preserve enough choice that people can decide
what their longer lives are for.

Continuing life, not merely postponing its end

Two people of the same age can need very different things. One may be caring
for others while another needs daily assistance. Both deserve a plan built
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around the life in front of them rather than an assumption attached to their
birthday.

Chronological age is becoming a less useful shorthand for functional age. Two
people who are both seventy-eight can occupy completely different realities.
One may be frail and dependent. The other may still be skiing, working,
traveling internationally, managing investments, serving on boards, caring for
grandchildren, or starting a new enterprise. That heterogeneity is one reason
the caregiving burden cannot be forecast simply by multiplying the number of
older Americans by a fixed cost of care.

The Longevity Surprise: When the Plan Ends Before the Life Does

A financial plan can end on paper while the person it was designed for keeps
living. That is a different uncertainty from a market decline or a year of higher
prices. A retirement lasting twenty-five years and one lasting forty years ask
different things of the same savings. Planning needs room for both the cost of
help and the possibility of more healthy, active years.

The useful conversation is about possibilities. What happens if one spouse
lives much longer than expected? What if additional years involve expensive
care? What if both remain active and continue spending on travel, housing,
family, and other things that matter? These are questions to explore with a
qualified adviser, not ages we can promise or a reason to assume that everyone
will live past one hundred.

A longer horizon changes when to give money away, how much to reserve,
and what kind of home will remain workable. It may also change the meaning
of retirement. Work, caregiving, learning, service, and periods of greater
freedom can occupy different portions of later life rather than follow one
permanent exit from a career.

The most useful response is not to attempt to design the next forty years in one
sitting. It is to build adaptability. A longer life creates more transitions, and
each transition creates another decision point. The discipline is to keep asking
where you are now, what requires attention, and what your future self will
need from the decisions you make today. In financial terms, that means
preserving optionality. In health terms, it means preserving function. In family
terms, it means maintaining relationships and authority structures capable of
adapting when circumstances change.
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The generations following us are moving through their own age wave. Gen X,
Millennials, and Gen Z entered adulthood under different housing costs,
education costs, debt structures, labor markets, technologies, family patterns,
and expectations. Many are simultaneously trying to advance professionally,
buy homes, raise children, save for retirement, and care for aging parents.

Older adults therefore belong on both sides of the care picture. They may need
assistance, and they may also provide it. Giving another generation room to
assume responsibility can preserve contribution without requiring an older
person to remain in charge of everything. The aim is continuity and choice,
not a contest between the young and the old.

The American long-term-care system rests upon an assumption that rarely
appears in an insurance contract or federal statute: when paid care is
unavailable, someone in the family will somehow absorb the work. The
assumption may be reasonable in one household and completely false in the
next. A married couple with three healthy children living within twenty
minutes occupies a different care environment from a widow whose only child
lives across the country, a divorced man estranged from his family, or an older
woman whose closest and most dependable relationships are friends.

Nearly three in ten Americans age sixty-five and older live alone. Living alone
does not mean living without support, and marriage does not guarantee that
support will remain available. A spouse may have serious health limitations.
Adult children may be caring for their own children, living with disability,
working in occupations without schedule flexibility, or struggling financially.
The relevant question is not how many names appear in the family tree. It is
how much dependable relationship capacity exists when help becomes
necessary.

This is one reason the national caregiving forecast cannot be reduced to the
number of older adults divided by the number of working-age adults. Family
structure, geography, health, employment, housing, and prior relationships
determine whether a potential caregiver becomes an actual caregiver. A son
living five minutes away may be more available than three children living a
thousand miles away. A trusted neighbor may notice cognitive change before
a distant relative. A long-time friend may provide more reliable support than
a legally closer but estranged family member.
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U.S. Fertility: From the Baby Boom to a Long Era Below Replacement
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Exhibit 8. U.S. fertility moved from Baby Boom highs into a long era below
replacement

CDC/NCHS historical fertility series and CBO demographic projections as cited in the source
manuscript. Later values are forecasts; replacement is a reference level, not a promise about population
size. [D2]

The long fertility view explains why the family and workforce supply behind a large cohort
cannot be assumed constant.

There Are Fewer Working-Age People for Every Senior
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Exhibit 9. There are fewer working-age people for each older person

CBO/Census demographic comparisons retained from the supplied source. This is not an employed-
worker-to-beneficiary ratio. [D2]

An age-group ratio is a demographic context measure, not the number of available caregivers in a
particular family.
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Solo Aging Is a Demographic Force

Solo aging describes more than never marrying or never having children. It
includes widowhood, divorce, estrangement, geographic distance, blended
families with uncertain responsibility, and situations in which the likely
caregiver is also ill or financially fragile. It also includes LGBTQ older adults
who may rely upon chosen family and whose closest relationships may not be
recognized automatically by medical, legal, or financial institutions.

A 2026 study by Vicki Freedman and colleagues projects that population
growth alone could increase the number of older adults with care needs but no
family caregiver from about 6.3 million in 2022 to 7.7 million in 2040. Its
broader conclusion is important: population growth and aging, rather than
changes in family structure and size, account for most of the projected increase
in care gaps. More people needing help need not mean less family
commitment.

A solo ager must therefore prepare for functions that families often perform
invisibly. Who will notice the first decline? Who will accompany the person
to an appointment, challenge an unsafe discharge, secure the home after a
hospitalization, supervise a contractor, pay bills during incapacity, or decide
when driving should end? A trust and power of attorney may establish
authority, but documents do not create a relationship of sufficient trust to use
that authority well. Solo-aging preparation is partly legal and financial, but it
is equally relational and operational.

Housing makes the solo-aging problem more visible. A widow may live alone
in a three- or four-bedroom home that appears abundant when measured by
square footage and fragile when measured by transportation, maintenance,
emergency response, and available care. Empty bedrooms are not the same
thing as an available housing unit, and a valuable house is not the same thing
as a dependable person who can arrive at night. The relevant question is
whether the home and the surrounding community can continue functioning
as a safe support system when the household has contracted to one.

Geographic mobility has expanded opportunity while increasing the
complexity of family care. A generation ago, a son or daughter might have
lived close enough to respond after work. Today the same responsibility may
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require airline tickets, remote coordination, time-zone management, repeated
travel, and negotiation with local professionals the family has never met.

Long-distance caregivers often perform substantial work that remains
invisible. They manage bills, research facilities, attend medical visits by video,
coordinate siblings, order groceries, arrange repairs, and provide emotional
support. Yet physical distance places a hard limit on what can be done when a
parent falls, becomes frightened at night, or needs help with bathing and
medication. The nearby relative then becomes the default responder, which
can create resentment even when distant siblings contribute money and
administrative labor.

The solution is not to make every family geographically uniform. It is to
acknowledge that distance converts ordinary tasks into logistics. Families need
local backup, shared information, clear authority, and a realistic understanding
of which responsibilities cannot be performed remotely.

Smaller Families, Blended Families, and Unequal
Availability

Lower fertility and smaller families reduce the number of potential adult
children across whom responsibility might be distributed, but family size alone
is not destiny. One capable and aligned child can sometimes organize care
more effectively than four siblings who cannot agree. The risk is that a smaller
number of potential caregivers leaves less redundancy when illness,
employment, distance, or family history removes someone from the available
pool.

Blended families introduce another layer. A second spouse may become the
primary caregiver while adult children from an earlier marriage remain legal
beneficiaries. Stepchildren may feel affection without a clear sense of
obligation. Biological children may distrust a stepparent's financial decisions.
Prior gifts, prenuptial agreements, separate property, and unequal involvement
can turn incapacity or estate settlement into a test of relationships that were
never designed for joint governance.

The age wave also includes parents who continue caring for adult children
with disabilities, addiction, mental illness, or financial dependence at the same
time the parents begin needing assistance. In these households, care does not
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simply move upward from child to parent. It moves in several directions at
once. Planning must therefore protect the vulnerable adult child while
preparing for the decline of the parents who have served as the principal
caregivers.

What a family label cannot tell us

Consider a widow living in the house where she raised her children. This is an
illustration, not another named interview. The house may still be comfortable,
familiar, and valuable. Her children may call frequently and help with bills
from a distance. Yet the practical test comes on a morning when she cannot
get to an appointment. Affection is present. So are assets. The missing resource
is a person close enough, available enough, and authorized enough to help with
what happens next. Her situation is not adequately described by either “lives
alone” or “has children.” It is described by what the arrangement can actually
deliver.

Now consider a parent who has spent years supporting an adult child with
substantial needs. Again, this is an illustrative situation already within the
book’s family-supply discussion, not a biography. As the parent ages, care
does not neatly reverse direction. The older person may become less able to
provide help while remaining responsible for someone who still needs it. A
plan built only around the parent’s future care misses the dependent life
already organized around that parent. These households remind us that
preparation must begin with the actual relationships, not the tidy generational
arrows we prefer to draw.

Chosen Family, Community, and the Risk of
Isolation

Friends, neighbors, faith communities, clubs, and volunteer networks are not
sentimental extras. They are part of care infrastructure. They may notice that
mail is accumulating, provide transportation, bring food, or sit with someone
until professional help arrives. For a solo ager, chosen family may be the most
important relationship capital available.

Communities that want to support aging cannot focus only on medical
facilities. They need transportation, walkable places, accessible public space,
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social organizations, volunteer coordination, broadband, emergency response,
and reliable ways for people to remain visible to one another. A person can be
surrounded by homes and still be functionally alone.

The Fertility Long View and the 2030 Crossover

This is not a partisan argument about the border. It is a capacity argument.
Fertility, immigration, labor-force participation, longevity, and productivity
together determine how many people are available to work, provide care, pay
taxes, and sustain a society with a much larger older population. The
demographic wave therefore has two edges: more people living into advanced
age and fewer naturally added workers behind them.

The Age Wave Behind the Age Wave

In the Federal Reserve's 2025 household survey, 83 percent of adults age sixty
and older owned their homes, compared with 58 percent of adults ages thirty
through forty-four and only 24 percent of adults under thirty. The divide is not
evidence that one generation behaved virtuously and another did not. Timing
matters. Boomers who purchased homes decades ago often benefited from
lower entry prices, years of appreciation, and periods of historically low
mortgage rates. Younger adults attempting to buy after the pandemic
encountered high home prices and mortgage rates simultaneously.

That matters to Impending Burden because the generation being asked to
provide care may itself be under unusual financial pressure. The Federal
Reserve reported that 49 percent of adults under thirty lived with a parent in
2025, up twelve percentage points from 2019. The people inheriting
caregiving responsibility may therefore be doing so while still trying to
establish their own financial independence.

A smaller circle of available helpers changes what a family must arrange; it
does not measure how much its members care. Before we enter the Kirbys’
household, that distinction matters. Their knowledge and devotion are
substantial. The ordinary week still has only so many hours.
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The Family Care Gap Will Grow Even Without a Collapse in Family Commitment
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Source: Freedman et al. (2026), Population Research and Policy Review. Values for 2040 are projections.

Exhibit 10. The family care gap can grow without a collapse in family
commitment

Freedman et al. (2026), Journal of Aging & Social Policy, as identified in the original graphic. These
projections concern unpaid help to adults 65+, not a measure of family commitment. Source-carried, not
newly re-estimated. [M1]

Family availability and unpaid care supply matter separately from total population. Projection
assumptions should be reviewed before reuse.

The family that cannot buy another shift

Consider an explicitly fictional household: an older renter has enough income
for ordinary bills but not for daily private care. Her daughter works an hourly
job and lives across town. There is no spare room, no home equity to borrow
against, and no executive’s flexibility to leave a meeting whenever the
telephone rings. Telling this family to hire more help would name the shortage
without supplying an answer.

Their first useful step is smaller. With the mother’s participation, they identify
the actual gaps: transportation on appointment days, meals when standing is
difficult, and someone to contact when the usual daughter is unavailable. They
seek local aging services, benefits counseling, and appropriate clinical advice.
Whether a service is available, affordable, or subject to a waiting list must be
discovered, not presumed. Writing down those limits does not mean the family
failed. It prevents a plan from being built around help that exists only in an
optimistic sentence.
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The adult without an available child needs the same honesty. A friend may be
willing to visit without being willing—or legally authorized—to manage
finances. A neighbor can be an important observer without becoming an
unpaid emergency service. A workable circle starts with explicit invitations,
permissions, and professional or community assistance where needed. It does
not manufacture family capacity by listing relatives who cannot or will not
participate. [P1] [A2]

The family tree is not the same thing as a care plan. The relevant question is
not only who is related. It is who is available, willing, capable, nearby, and
supported enough to help.

A manageable next step

Key takeaways and lessons learned

 Lifespan, healthspan, and care span describe different parts of later life. More
years can bring contribution, assistance, or both.

* A family tree does not reveal who is nearby, willing, capable, and available.
Friends and chosen family may be essential.

 Care can continue for years while the caregiver’s own health, work, and
resources change. A workable plan needs room to adapt.

* Name uncovered needs honestly and seek appropriate help; do not quietly assign
every gap to the person already doing the most.

What to notice. A family tree is not a coverage schedule.
One conversation. Who has actually agreed to help, and with what?

One action. Name one gap without silently assigning it to the usual person.

Companion tool: TO8 — A Week of Care, Including the Gaps. See the appendix for the tool finder.
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When Care Enters a Life

The Kirby, Hansch, and Mergardt families show what care asks of people.
The healthcare discussion connects their experience with navigation,
coverage, daily assistance, and the costs surrounding a medical bill.

Chapter 3 - When Knowing Is Not Enough
Chapter 4 - Where Did My Wife Go?
Chapter 5 - The Hidden Bill of Aging

Chapter 6 - 1 Would Take That Deal Again
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PART Il — WHEN CARE ENTERS A LIFE

CHAPTER 3

When Knowing Is Not Enough

How can capable people care well without losing the rest of their lives?
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Source trail for this chapter. [M1] [TK1]

Sarah and Thornton bring the country’s care problem to the kitchen table:
several generations, considerable expertise, years of responsibility, and no
extra hours in the day.

The notes inside the cupboard

Sarah Kirby keeps thank-you notes from her parents taped inside the kitchen
cabinet where she keeps her coffee mugs. Over the years, she has saved the
written reminders that they appreciate her. On difficult days, she reads them
again. They help her remember something that can become surprisingly hard
to believe when the people who need her most are also frustrated with the
decisions she makes.

“I really am a good daughter,” she tells me. “Because sometimes you’re just
not sure.”

I have known Sarah for fifteen years through my work with the leadership
team at Palmetto Health and as her executive coach. I knew her as the person
entrusted with difficult assignments: improving clinical operations, leading
people through change, bringing a new hospital into service. When an
organization faced a complicated problem and needed someone who would
take responsibility for making the pieces work together, Sarah was most often
the person asked to do it. That history makes the uncertainty behind those notes
especially revealing. A woman who can take charge amid organizational chaos
can still go home wondering whether she has done enough for her mother and
father.

Her husband, Thornton, understands that contrast. His own career has taken
him through healthcare law, hospital operations, university governance, and
statewide hospital leadership. As a young attorney, he became particularly
comfortable helping other people talk about death and the decisions
surrounding it. Decades later, the questions are no longer arriving only through
a client or an institution. They are entering the lives of the people he loves.

Before we spoke, Thornton singled out a sentence from an earlier version of
this book: “The objective should never be to preserve one person’s life by
quietly consuming another person’s entire life.” He recognized what the
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sentence was describing. He helps care for Sarah’s parents. He also tries to
protect the person who carries so much of their care.

That is why their stories belong together. Sarah brings the nurse’s
understanding of what is happening in the room. Thornton brings the
experience of someone accustomed to asking how decisions, responsibilities,
and institutions should work. Both bring the much less orderly experience of
being someone’s child. Their combined preparation is considerable. Yet the
recurring demands of care still reach into their marriage, their work, their
plans, and their relationships with the next generation.

They know more than most families about the system. They do not have more
hours in a day.

Before she was a nurse

To understand Sarah’s caregiving, we have to begin before her professional
life. She was starting eighth grade when her grandparents moved into the
family home in Virginia. Their plans had been ordinary and hopeful: sell their
house in Atlanta, retire, travel, and enjoy the years ahead together. Then her
grandmother was diagnosed with stomach cancer.

Instead of the retirement they had imagined, there was treatment, including
care at MD Anderson, and approximately six months in which much of her
grandmother’s care took place at home. Sarah watched her mother assume
responsibility. She participated in the daily reality of someone she loved
becoming more dependent. Illness was not happening somewhere else, behind
the doors of a separate institution. It occupied a bedroom in the same house.

“That is single-handedly why I’m a nurse,” she says.

Her grandmother died, but the caregiving household continued. Her
grandfather lived with the family for approximately fourteen years in all.
Through high school and her returns home from college, he was part of
everyday life. One Thanksgiving, he had an embarrassing accident and needed
help. Sarah remembers the appropriate response with a simplicity that tells me
more than a long explanation of her values could: “You’re gracious, and you
help him.”
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Recognize the need. Preserve the person’s dignity. Do the work. She was
learning those responsibilities before she had a professional vocabulary for
them. She became a certified nursing assistant, worked in a nursing home, and
went to James Madison knowing she wanted to become a nurse. She could not
imagine doing anything else.

There was another generation behind that example. Sarah says her mother had
grown up with her own grandmother dying in the home. Care within the family
was not merely a preference someone had explained. It was what they had
seen. By the time Sarah became an adult, that understanding had the force of
something so familiar that it scarcely required discussion.

I hear both a gift and an unfinished question in that inheritance. The gift was
an education in showing up. Frailty was not something to recoil from, and
helping did not have to wait until it was convenient. The unfinished question
was what would happen when the next generation’s circumstances changed—
when two parents needed help together, when their daughter carried a
demanding career, and when her own children and grandchild needed room in
her life.

A family can pass down a powerful example of devotion without passing down
a workable plan for its limits.

The young lawyer who could talk about death

Thornton came to healthcare by a different route. Born in New York City and
raised in Columbia, South Carolina, he was the son of an FBI agent and a
church musician. He went to the University of Virginia on a scholarship
thinking he might become a physician. Calculus and chemistry helped him
reconsider. His father had legal training, but Thornton had not intended to
follow him into law. When he discovered that he enjoyed it, healthcare law
offered a way to remain close to medicine without becoming a clinician.

He entered practice in 1990, the year the United States Supreme Court decided
the Cruzan case. Nancy Cruzan could no longer communicate treatment
preferences after a devastating injury. Her case raised questions that a family
could not answer merely by agreeing that everyone loved her. What had she
wanted? Who could speak for her? What evidence would be required when
she could not speak for herself?
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The Court allowed Missouri to require clear and convincing evidence of an
incapacitated patient’s wishes. The decision did not give relatives unrestricted
authority to substitute their own preferences. Federal advance-directive
requirements were also developing through the Patient Self-Determination
Act. The practical importance of making a person’s wishes known was moving
into everyday healthcare work.

Thornton remembers being a first-year attorney when colleagues handed him
this unfamiliar subject. They had not done it before either. He took the
assignment and discovered an aptitude that could not be explained by legal
knowledge alone. He could talk with people about dying without making
ordinary human contact disappear from the conversation.

He learned that people who were dying often wanted to be treated as
themselves. Illness had not erased the person. A conversation could be direct
without becoming cold. He began explaining the differences among living
wills, healthcare decision-makers, and medical orders concerning
resuscitation, working with clinicians, attorneys, and hospitals. He was not
involved in the Cruzan litigation; he was helping others understand the
questions that developments like it brought into the room.

In 1994, he moved into hospital operations at Tuomey Medical Center in
Sumter. A major construction project was absorbing a senior executive’s
attention, and Thornton found himself carrying broad operational
responsibilities akin to those of a hospital chief operating officer. That was the
role he was performing, not his formal title. The work taught him the
difference between advising an organization and being responsible for what
happened inside it. He later served as executive secretary to Clemson
University’s Board of Trustees and, in 2005, became president and chief
executive officer of the South Carolina Hospital Association.

Each assignment gave him another view of the same challenge. Rules needed
people capable of carrying them out. A promising initiative needed dependable
processes. Quality and safety required cooperation across boundaries. He
speaks about heart-attack care and surgical-safety work, including
collaboration involving Atul Gawande. The South Carolina surgical-checklist
effort was the work of participating hospitals and teams, not a single
executive’s accomplishment. That is part of what makes it relevant: reliability
has to be built among people.
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At home, however, the organizational questions acquire another emotional
weight. Asking whether coverage is adequate can sound like questioning a
daughter’s devotion. Asking whether a parent should accept help can sound
like declaring that the parent is no longer capable. Thornton understands the
questions. He also understands why being able to explain them does not
guarantee an answer everyone can live with.

The assignments that kept finding her

Sarah’s nursing career began in neurological intensive care, moved through
medical-surgical nursing, and then into labor and delivery. She particularly
loved working with high-risk obstetric patients, including women with limited
resources. The chance to connect mattered to her: to be fully present for
someone who needed skilled care and a person who would not judge her.

In Wisconsin, she began receiving invitations to carry more responsibility.
Would she be the charge nurse? The supervisor? The manager? She describes
much of that progression as being asked rather than pursuing the next title.
Later, after applying to Greenville Health System, the assignments kept
expanding. She became, in her own words, “a turnaround person.”

Her explanation begins with the people she hired. Sarah interviewed them
herself. She wanted to know their stories, not simply review their credentials.
She remembers building a team whose improvements in quality and
satisfaction led to invitations to explain what they had done. She believed that
willingness, character, and fit were part of the performance equation, and that
understanding the person was essential to recognizing those qualities.

An invitation to help run Hillcrest Hospital widened her responsibilities again.
She learned more about operating-room schedules, physicians, and finance—
how decisions in one part of a hospital changed the work in another. Statewide
healthcare work then brought an invitation to join Palmetto Health in a senior
leadership role. At Richland, one substantial early assignment involved
improving operating-room performance. Then came Parkridge, a new hospital
that had to become a functioning place rather than remain a project on a list.

Sarah remembers saying that someone needed to wake up every day thinking
about that hospital. The answer was that the someone would be her. I
remember comparing the complexity of opening it to building and launching
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the space shuttle. Separate disciplines, schedules, equipment, people, and
decisions had to come together when patients began depending on them.

In my work, I have often distinguished the size of a leadership position from
its degree of difficulty. A larger title tells us little about the number of
competing needs, uncertain decisions, and relationships a person must
manage. Sarah repeatedly found herself in assignments whose difficulty came
from crossing those boundaries. Her usefulness was not confined to one
clinical specialty or one organizational chart.

That trust brought opportunity. It also established a pattern: when Sarah could
see the problem and other people believed she could handle it, the next
responsibility tended to arrive at her door. In an organization, the pattern
looked like advancement. Within a family, it could become the unspoken
reason no one quite finished answering who else would be available.

Even a dinner intended to have nothing to do with work could turn into another
assignment. She had gone with Thornton to enjoy a meal and be his wife. At
the table, she found herself listening to people developing case-management
software. She had an opinion about how their ideas would work in actual
healthcare. They asked her to hear their presentation. More conversations
followed, and eventually they invited her to lead the company. After weeks of
deliberation, she moved into healthcare technology at Cadre Health.

The clinical perspective had followed her into the room, even on an evening
when she had hoped to leave responsibility outside it.

The nurse who built a way to leave

The pandemic disrupted the technology business. Around that period, her
father’s medical needs brought Sarah back into hospital corridors as his
daughter. While spending time with him at Richland, she spoke with people
trying to support new nurses entering a profession under considerable strain.
Those conversations rekindled something executive responsibility had never
extinguished. She wanted to help younger nurses learn the work and feel
supported while doing it.

She went back to the bedside. She renewed frontline certifications, completed
nursing orientation, and returned to labor and delivery. Many of the nurses
working beside her did not know the scope of her earlier leadership
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experience. She remembers moving patients, circulating in surgery,
responding to complicated deliveries, and coming home tired enough to need
a long soak in the tub. She also remembers having the time of her life.

The schedule still had consequences. Every-other-weekend requirements
competed with the rest of her life. Recovery-room work at Richland offered a
different arrangement. For a time, she tried to maintain occasional work in
both settings, then recognized that this, too, was more than she wanted to
sustain. She was making choices about the work and the life around it. Direct
care had not become less important because she had once held an executive
title.

Leadership found her again. A retiring trauma-program leader asked her to
take responsibility ahead of a major American College of Surgeons survey.
Sarah initially resisted. When she accepted, one of her first questions was why
an organization with so much experience inside it had not prepared the person
who could take over.

She saw that potential in the pediatric trauma-program manager. Over the
following months, she gave that colleague opportunities to present, lead
discussions, and carry increasing responsibility. From the beginning, Sarah
intended to leave someone else ready. In her account, that colleague ultimately
assumed leadership of the program.

Another invitation followed, involving the University of South Carolina and
the development of a new hospital. Sarah describes being drawn into
discussions about how to make it work, then recruited to take responsibility.
The university announced her appointment as its first associate vice president
for clinical affairs in September 2025, with responsibility for planning and
developing its neurological and rehabilitation hospital and clinics. It was
another demanding undertaking, not a hospital already completed.

The trauma-program episode stays with me for a different reason. At work,
Sarah made developing another capable person part of the assignment. A
handoff was an objective. At home, increasing dependence reinforced the
belief that Sarah herself was the answer. Knowing how to prepare a successor
inside a hospital did not make it simple to persuade a worried parent to trust
someone else.
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Her professional skill was not missing. The family setting changed what using
that skill required.

An independent address, a dependent arrangement

Sarah dates the beginning of her sustained caregiving for both parents to 2020,
when they moved from their Virginia farm to South Carolina. They had not
initially regarded the move as permanent. Medical problems made returning
to the earlier arrangement increasingly difficult. Their home remained separate
from hers, but a considerable share of the responsibility for keeping it
functioning moved into her life.

Her mother’s medical history included a stroke and breast cancer, along with
the back surgery, atrial fibrillation, and breathing-related hospitalizations
Thornton describes. Sarah remembers being in the car when her mother
mentioned finding a lump. She stopped in a parking lot, assessed the concern,
and contacted a clinician she knew. In her recollection, an appointment
followed on Monday and surgery approximately two weeks later.

When her father had a heart attack, Sarah and her brother Cliff, a surgeon,
coordinated decisions and a transfer. His subsequent history included a broken
hip, serious infections, spinal surgery, and repeated falls. These are the
family’s accounts of the medical events. What they establish in the story is the
recurrent disruption: treatment for one problem did not settle the others or
guarantee an interval in which everyone could recover.

At the time of Sarah’s interview, her father was hospitalized again. She
described recognizing signs that worried her, pressing for attention, and
learning that his blood cultures were positive. He was receiving intravenous
antibiotics. She was thankful for his care team and tired from remaining alert
to everything that might still need doing. Even the arrival of a meal tray created
another question. Who would open the containers and make sure he could eat
what had been brought into the room? In the middle of serious medical
concerns, someone still had to notice the salad dressing.

For Sarah, access was the beginning of the work. She could visit before work,
follow developments during the day, and remain involved as decisions
unfolded. She described the two to three years before our conversation as
substantially more demanding. The responsibility included noticing changes,
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explaining plans repeatedly, managing assistance, and responding whenever
the usual arrangement stopped working.

There was dependable paid help. After a first arrangement did not last, the
family found a caregiver who, by Sarah’s estimate, had been with her parents
for nearly two and a half years. She came from eight in the morning until five
in the afternoon, Monday through Friday. Sarah speaks appreciatively of the
breakfast preparation, laundry, and attention to routines her parents could no
longer reliably manage. Cooking had become a concern; Sarah recalls repeated
visits from the fire department.

A weekday schedule, however, left evenings and weekends. It did not make
every medical decision or supply all the coordination around an admission.
Thornton helped with practical needs. Sarah’s brother contributed medical
judgment. Sarah was still the person expected to understand how the separate
pieces fitted together.

Thornton’s assessment is that her nursing capability has been central to
keeping the home arrangement possible. That is an observation about this
family, not a promise about what every nurse can accomplish. The advantage
also carries a cost. When Sarah can manage a problem that would force
someone else to seek additional help, the extra work does not disappear. It
enters her life.

Nursing researchers have called this overlap of professional skill and family
responsibility “double-duty caregiving.” The term captures a tension visible
throughout Sarah’s account: she has useful preparation, yet she must negotiate
where her professional role ends and her family role begins. Neither role
releases her from the feelings of the other.

The arrangement can look successful from outside. The parents have a home.
The appointments occur. The treatment is arranged. A daughter answers. But
an independent address does not tell us how many other people’s hours are
required to sustain the independence associated with it.

Two parents do not become one patient

Some tasks can be shared within a household. One trip may accomplish several
errands. A paid caregiver may help both parents. Yet a shared address does
not combine two medical histories, two sets of preferences, or two
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opportunities for a crisis into one. When one person improves, the other may
need more attention. Thornton describes the recurring sense that someone is
always in difficulty.

Sarah’s account gives that observation a memorable form. One evening, her
mother called and talked for some time before asking whether Sarah could
come over. When Sarah asked why, the answer was that her father had fallen.
Her mother had tried to help him and had fallen too. Both were on the floor.

The person who had attempted to provide assistance had become a second
person needing it. No one had planned for two parents to be on the floor
together. The incident made visible a weakness that had been easier to
overlook when the couple were simply described as living together.

The same problem appears in a less dramatic planning question: when one
parent goes to the hospital, who stays with the other? That question is my
inference from their situation, not a separate incident they reported. It belongs
in the conversation because a plan organized around the person being admitted
can leave another dependency unattended. Each parent needs an individual
care plan, and the household needs a way to function when one person’s needs
suddenly change.

Thornton’s worries about phones belong here, too. He described calls that
went unanswered because a phone had not been charged. With repeated falls
already part of the family’s experience, silence created uncertainty. Nothing
might be wrong. Someone might need help. Owning the device did not
guarantee that it was available, charged, within reach, or connected to
someone able to respond.

Mark Williams’s story elsewhere in this book illustrates why attentive
relatives and exceptional medical access do not remove fall risk. The Kirby
experience adds the problem of two vulnerable people relying on one another
between visits. The practical response is to reassess the actual arrangement
with appropriate professionals, particularly after falls or changes in function,
rather than regard the existence of a plan as proof that it continues to fit. The
purpose is safer participation in life, not a promise that every accident can be
prevented.

We need to know what happens during the hours no one has yet accounted for.
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What a home means—and what it requires

Thornton and Sarah have supported a different arrangement within the same
family. His father moved into a continuing-care community, beginning in
independent living and later receiving assisted-living support. Sarah helped
him near the end of his life, which lasted to ninety-two. Thornton remembers
the arrangement as comparatively easy to support. Bereavement was still
bereavement, but the family did not have to assemble every layer of daily
assistance themselves.

The contrast does not make one family’s decision the rule for another. A
residential community has costs, limitations, and its own questions about
quality and fit. What Thornton values in his father’s experience is that a
structure existed around the care. Sarah remained a nurse who could help.
Thornton remained a son who was involved. Their participation did not have
to substitute for the entire structure.

He tells me about another relative whose move into a well-appointed
community Sarah’s mother viewed as a sad outcome. Thornton saw meals,
companionship, and assistance becoming available. She saw a person who had
left home. They were looking at the same event and recognizing different
losses and gains.

Sarah’s history helps explain why the difference matters. In her family, care
had taken place inside the household for generations. The home represented
something more than a location. It held continuity and a familiar
understanding of what family members did for one another. Moving could
therefore sound like departing from a value, not merely choosing a different
building.

Objects carried the same weight. A dresser was not simply furniture; a bench
was not merely an object taking up space. Her mother associated belongings
with the people who had given them, occasions long remembered, and the life
built around them. Sarah understood that attachment. What she struggled with
was the possibility that keeping the objects could take precedence over
changing an arrangement that no longer supplied enough assistance.

“The dresser cannot lift you up off the floor,” she recalls telling her mother. It
cannot prepare dinner or play cards.
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The statement is blunt, but the question beneath it deserves attention. What
can the possession provide now, and what does the person need? Preserving a
memory and obtaining dependable care are different kinds of work. A plan has
to make room for both.

Sarah had brought brochures, arranged conversations, and tried meetings
about assisted living. Her parents resisted and asked her not to raise the subject
again. By the time we spoke, she described their home arrangement as a
“house of cards.” That was her assessment of its fragility, not a report that a
move had occurred. Her ability to identify the problem had not resolved the
family’s disagreement about the answer.

A house appears on a balance sheet as an asset. In a conversation like this one,
it also carries identity, history, privacy, and control. Those meanings need to
be heard. So do the demands being made of the people who keep it functioning.
The choice cannot be understood only by comparing addresses, and it cannot
be settled honestly without considering the caregiver’s life alongside the
parent’s preference.

When the visit becomes a shift

The distinction Thornton most wants readers to understand is not merely that
caregiving takes time. It changes the relationship being lived during that time.
A daughter coming over to spend an afternoon with her parents is not carrying
the same assignment as a daughter who must make sure they are bathed, fed,
and living in a household that will function after she leaves. The love may be
the same. The responsibility is not.

He returns to Sarah’s three-hour visits. She washes and changes the sheets,
cleans the kitchen, cooks or organizes a meal, helps with bathing, takes out the
trash, and deals with whatever else needs attention. By the time she is ready to
go, she has given much of an afternoon to the things that make her parents’
separate home possible. Then her mother says, “You never just sit and visit
anymore.”

Both people have experienced the same three hours, but they are accounting
for them differently. Sarah has been present as the person responsible for care.
Her mother still wants the daughter who can sit down without another task

57



PART Il | WHEN CARE ENTERS A LIFE

waiting. From one side, an afternoon has been given. From the other, the visit
has scarcely begun.

Thornton is emphatic about the difference. In his experience, a person cannot
fully occupy both roles at the same moment. The caregiver is responsible for
what happens next: the meal, the bath, the linen, the missed need. The child is
looking for the more familiar exchange of company, stories, affection, and
ordinary family life. The relationship does not end when care begins. But its
familiar expression can become almost impossible to reach while one person
is carrying both assignments.

That is a more demanding observation than saying that everyone needs a little
time off. The person receiving care may want the child back while continuing
to depend on that same child to do the work that keeps the child from returning.
Sarah cannot create another hour of unhurried companionship simply by
appreciating how much her mother wants it. Asking her to stay after the work
is finished may mean taking that hour from her marriage, her sleep, her
children, or the life waiting in her own home.

Thornton also sees a way back. When someone else takes dependable
responsibility for the care, a son or daughter can sometimes return to the
relationship without remaining in charge of everything around it. The change
requires more than another person sitting in the room. Someone has to know
what needs doing, have the ability to do it, and carry enough responsibility that
the family member can stop anticipating the next interruption.

I hear in that distinction a different reason to welcome assistance. Help is not
simply a replacement for a daughter who has reached her limit. It can protect
the possibility of being a daughter at all. There may still be moments of
warmth inside the work, and families will experience this transition
differently. But a tender moment during a demanding shift is not the same as
an afternoon in which the shift belongs to someone else.

The visit that never feels long enough

Thornton recognizes the pressure because he lived it with his father. As his
father’s world narrowed, time with his children became more important. In
Thornton’s telling, his dad would have been thrilled if he had moved in.
Sarah’s parents would gladly have her with them throughout the day if her
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full-time job did not take her elsewhere. A visit answers a need for company
without necessarily satisfying the wish for more.

For an older person with little interaction, a child’s arrival may become the
most anticipated part of the day. That longing deserves to be understood. So
does the exhaustion of leaving with the sense that however much has been
given, it has not been enough. A caregiver can complete the laundry. The
appetite for familiar company does not have an equally clear finishing point.

Leaving for a weekend or a longer vacation brings another version of the same
tension. Thornton describes comments that imply he and Sarah are neglecting
her parents by going away. He recognizes the pattern from years with his own
father. “It’s like emotional hostage-taking,” he writes. The phrase conveys
how the pressure feels to him: an ordinary choice to have a life elsewhere can
become something the child must defend as though love itself were in
question.

That is Thornton’s description of the experience, not proof that either parent
has deliberately designed a way to control anyone. The hurt can be real without
the motive being settled. Nor does acknowledging loneliness mean one adult
child must become its entire remedy. Practical care and meaningful company
both belong in the arrangement. Repeatedly asking the same exhausted person
to provide more of each does not make either one dependable.

The distinction matters when a family talks about a break. Safe coverage must
be arranged; a person who needs assistance cannot simply be left without it.
Once that coverage exists, however, absence should not have to be defended
as a moral failure. A parent can wish the child would stay and still help protect
the child’s ability to leave. Where illness makes that understanding difficult,
the other people around the family need to protect the boundary rather than
leave the caregiver to negotiate it alone.

The family cannot become another casualty

Sarah is candid about the change in her relationship with her mother. They had
not been accustomed to fighting. Now conversations about assistance,
possessions, travel, and who was in charge could become painful. Her mother
might tell her to stay out of her business, then turn back to Sarah as the person
she needed and trusted.
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Sarah’s answer sometimes came with the humor of someone already carrying
too much responsibility: “Please fire me.” She would gladly be in charge of
nothing. The joke described a real conflict. Help could be necessary while the
loss of control associated with needing help remained unwelcome.

Understanding that did not make the words painless. Sarah distinguishes the
work from the way she was sometimes spoken to while doing it. She could
manage a great deal of practical difficulty. Harsh exchanges were harder.
There were occasions when she left the house to regain her composure rather
than continue an argument.

Her mother’s experience reaches us through Sarah and Thornton. We have not
heard her own account of depending increasingly on her daughter, and these
interviews do not establish a diagnosis explaining her responses. I do not want
her reduced to the most difficult moments in someone else’s story. Nor do |
want Sarah’s understanding of her mother to become a reason she must absorb
every painful exchange without relief. Both people’s dignity belongs in the
care arrangement.

Sibling relationships require the same care in the telling. Her brother CIiff is
not routinely in the room, and the difference in their responsibilities can
frustrate her. Yet she makes an important correction to any account that might
erase his contribution: when a physician needs to speak with another
physician, he takes the call. He provides something useful. It is different from
the physical presence, interrupted evening, or household problem Sarah and
Thornton may be managing.

That is a better beginning for a family conversation than an argument about
who cares most. People have different availability and different abilities. The
person at a distance may need a clearer picture of what happens between
medical updates. The person nearby may need to explain what would actually
help rather than wait for someone else to infer it from exhaustion. A recurring
task, an agreed period of relief, or responsibility for a practical decision can
make affection dependable in a way that a general offer cannot.

The break that becomes another invitation

A visit from CIliff makes the difference between daughter and caregiver
particularly visible. When he comes for a weekend, Sarah has someone else
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there and an opportunity to step away from the care. Her parents see something
else as well: their son is visiting, and they want their daughter to come for
dinner with him. If she declines, Thornton reports the question that follows:
“Why don’t you want to spend time with your brother?”

The invitation sounds ordinary until the preceding weeks are put back into the
picture. Sarah is not necessarily declining her brother. She is trying to use the
break his presence makes possible. To her parents, she may still be simply
their daughter, being asked to join a family dinner. To Sarah, it can be another
return to the place where she has been working, another evening in which
being available is assumed.

Cliff’s contribution should not be diminished by that misunderstanding. His
visit can provide genuine relief. The difficulty is that relief can be taken back,
unintentionally or otherwise, when the person it is meant to free is expected to
return. A break needs more than someone covering the tasks. It needs a shared
understanding that the usual caregiver is allowed to be elsewhere without
having to prove that she still loves her family.

There can be another time for dinner with a brother. The point is not to turn
family gatherings into obligations nobody should accept. It is to let the person
who has been carrying the work choose whether this particular evening would
restore her or ask more of her. Those are different questions, and the family
needs room to hear an honest answer.

When I suggest that a thoughtful thank-you note could matter to the sibling
doing more of the daily work, Sarah agrees immediately. She knows what
acknowledgment can do. She has taped it inside her cupboard. But gratitude
should accompany assistance, not excuse its absence where useful help is
possible.

She also knows that tension can survive the care itself. She remembers a family
lake property intended to be enjoyed by everyone becoming a source of
expense, disagreement, and damaged relationships after her grandmother died.
A place meant to hold the family together helped divide it. The intentions had
not settled the practical questions the heirs would face.

Her account of caring for Thornton’s father contains a related distinction.
Thornton emphasized honoring his father’s inheritance wishes. Sarah wanted
acknowledgment of the work Thornton had done. An inheritance and a gesture

61



PART Il | WHEN CARE ENTERS A LIFE

of appreciation were not, to her, the same thing. Those are perspectives within
a family, not a finding that another relative owed a different distribution.

The larger lesson is that completing an estate is not the same as leaving a
family whole. Conversations about responsibilities, expenses, and
appreciation should not wait until grief makes every earlier slight harder to
discuss. Sarah does not want the disagreements over care or possessions to
become the most enduring part of what the family inherits.

The generations do not take turns

Thornton observes that parents can continue picturing adult children as much
younger than they are. The daughter remains the daughter, even when she is
an executive leading a major project and a grandmother trying to find time for
a new generation. The parent-child relationship can conceal the fact that the
child’s own later life has begun.

The sentence that stayed with me from our first conversation was something
he remembers Sarah saying: “I want to be the grandmother.” Her mother
wanted to participate in the arrival of the baby, too. Yet helping her mother
have the experience of being a great-grandmother could preclude Sarah’s
opportunity to have one of her own.

Sarah’s account gives that conflict its full emotional force. She is a mother of
two, and she speaks about becoming a grandmother with unmistakable
pleasure. Her daughter Lily is now a mother herself; Lily’s child, Charlie, is
Sarah’s grandchild. Sarah is grateful to have the health and energy to enjoy
this new relationship. For years, she has missed dinners or been unable to take
calls from her children because something was happening with her parents.
The conflict felt different when Lily became a mother. Sarah describes having
to speak honestly with her own mother about the resentment she felt when the
demands appeared to be taking that new experience away.

Three birthdays bring the problem into focus. Sarah’s birthday, Lily’s, and
Charlie’s fall within a week of one another. At the time of our interview, a trip
was supposed to bring them together in France for Charlie’s first birthday.
Sarah’s father’s hospitalization made the plans uncertain. Another generation
had a reason for her to stay near the hospital; three generations had a reason to
celebrate together. Everyone mattered.
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A baby does not remain a baby until an older relative’s health becomes
predictable. A marriage cannot live indefinitely on whatever attention is left
after the final call. Work does not become unimportant simply because family
care becomes urgent. Naming these competing claims is not a way to argue
that an older person should matter less. It is a way to recognize that
everybody’s life is continuing at the same time.

Sarah’s professional calendar makes some of those claims visible. Her private
responsibilities do not arrive with comparable boundaries. An unscheduled
hour can appear available until one asks whether it was supposed to hold sleep,
exercise, conversation, or the simple opportunity to be at home with Thornton.
The absence of an appointment does not establish the absence of a need.

Thornton’s contribution includes seeing those needs before Sarah has satisfied
everyone else’s. He helps with her parents, encourages rest, and works to
create enough distance for her to recover. Sarah helped him care for his father.
He helps her care for her parents. Yet he regards another part of that support
as perhaps his greatest contribution: helping her maintain perspective when
the immediate situation has become the whole world.

The person who can still see the whole picture

“This is not the same mother who raised you as a little girl,” he reminds her.
The sentence does not erase Sarah’s mother or declare that every change in
her behavior has a medical explanation. It asks Sarah to remember that she is
dealing with a woman whose present circumstances are very different from
the ones in which their relationship began. Depending on a daughter is not the
same experience as raising one. [TK1]

“You are an amazing daughter who is giving your parents far more
independence than they are capable of providing for themselves.” That is the
other part of the picture he wants her to see. From inside an exhausting
afternoon, Sarah may notice only what remains undone or what has gone
wrong. Thornton sees a separate home continuing to function because she has
supplied knowledge, effort, and attention that the address itself cannot provide.
[TK1]

He also offers an interpretation when the words at home have hurt: “They are
lashing out because they are losing their independence, not because they don’t
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love you.” He is not delivering a diagnosis or claiming to know everything
either parent feels. He is helping his wife consider a meaning other than the
one that can land most painfully on a daughter—that anger is a verdict on her
love or her worth. [Tk1]

It is difficult to keep that distance while doing intimate care, cleaning up bodily
fluids, and hearing dissatisfaction from the person being helped. Professional
knowledge does not keep every remark from reaching the child inside the
nurse. A spouse who can step back far enough to remember the longer story
can make that story available again when the caregiver cannot see past the
immediate task. [Tk1]

Perspective does not mean explaining away everything Sarah finds painful.
Thornton’s reassurance would be a poor gift if its hidden instruction were to
return and absorb unlimited hurt. Its purpose is the opposite: to help her
recognize both the value of what she has already given and the legitimacy of
needing more support. Understanding her parents’ losses and protecting her
own life do not have to be competing loyalties. [Tk1]

Admiring a capable caregiver is easy. Helping that person stop long enough to
recover requires someone else to accept part of the work.

First, make sure everyone is okay

Sarah and Thornton also have humor. It is not an incidental feature of the story.
Sarah describes it as one of the ways she remains able to carry experiences
that would otherwise have nowhere to go.

She is precise about its place. First, everyone has to be okay. The attention
comes before the laughter. When she tells the story of both parents on the
floor, the absurdity belongs to the retelling after their needs have been attended
to. Someone hearing only the joke could miss the alarm, the arrival, and the
work that preceded it.

She has accumulated stories that are funny, distressing, or capable of being
either depending on the moment and who is listening. She calls part of our
conversation her therapy. The chance to describe what happened lets her
become more than the person who had to respond. She can recover enough
distance to see the event without remaining trapped inside its urgency.
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Not all the humor begins with a crisis. Sarah remembers accompanying her
father on a birding trip to Panama, staying in a tent in intense heat while
serving as his mobile care unit—the daughter and nurse helping make the
expedition possible. Thornton supplies the detail that gives her joke its full
setting: her eighty-six-year-old father was stretched out on his back in the
jungle heat, dressed only in his underwear.

When Thornton asked how things were going, Sarah replied that if the
Audubon Society had a calendar, she would be sitting next to “Mr. March.” It
was not quite the plumage a reader might expect from a birding calendar. But
the affection is part of the picture: a father still wanted to be out in the world,
and his daughter was there helping him do it.

The trip was demanding, but its purpose was not simply to manage his
conditions in a different location. It was to see birds, travel, and return with
something worth remembering. The care made that experience possible. The
joke gave Sarah a way to remember herself inside it, too.

The boundary matters as much as the relief. Private vulnerability should not
become public entertainment, and not everyone recovers through humor.
Sarah herself says some of these experiences are not funny. Her point is that
affection and laughter can remain available even during a difficult period.
Neither means she has stopped understanding the seriousness of what is
happening.

Sometimes the joke gives her enough room to return with patience.

When knowing the answer does not begin the
conversation

Thornton has spent much of his career helping people understand decisions
that should be made before a crisis. His frustration is not that the necessary
subjects are impossible to identify. It is that the people whose participation
matters most often do not want to discuss them.

He tells me about a widow he has been helping after her husband’s death. She
had little familiarity with the financial and estate affairs he had managed. In
Thornton’s recollection, a will turned up in a stack of Sports Illustrated
magazines in the den, nearly discarded while belongings were being sorted.
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The document had existed. That was only part of the preparation. Someone
also needed to know it existed, know where to find it, and understand what
came next. Thornton could help the widow work through the uncertainty. He
could not give her the conversation that had not occurred while her husband
was alive.

Sarah describes the same gap from another direction. A family may have lived
through generations of caregiving and still have difficulty making its own
wishes explicit. Experience does not automatically become a plan. Her
mother’s attachment to home and possessions carries meanings that another
packet of brochures may never address.

Our conversations therefore widened to a cultural question: do Americans find
it particularly difficult to confront aging and death? Thornton recalled Ian
Morrison’s joke about different national attitudes toward mortality.
Morrison’s published version ends with Californians regarding death as
optional. It is an effective joke about the hope that one more intervention can
postpone a limit. It is not evidence that Americans are the world’s least
prepared to face it.

Comparative research complicates that proposition. In a KFF-Economist
survey conducted in 2016, majorities in the United States, Brazil, Italy, and
Japan regarded death as a generally avoided subject. Yet U.S. respondents
were more likely to report conversations and written wishes than respondents
in the other three countries. Those historical self-reports do not tell us which
country provides the best death. They do remind us that discomfort,
discussion, and preparation are different measures.

The 2022 Lancet Commission on the Value of Death offers a broader
perspective: dying cannot be understood only as a medical event. It also
belongs to families, relationships, communities, and spiritual life. The
commission addresses both excessive intervention and inadequate access to
care. Neither problem can be repaired by simply expecting another unpaid
relative to do more. Atul Gawande’s reflections in Being Mortal add a related
professional admission: clinicians, too, can find it difficult to move beyond the
next treatment and discuss what illness means for the life being lived.

For the Kirbys, the useful question is closer to home. What makes this
particular conversation difficult for this particular person? Is it the fear of
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losing control? Of leaving familiar things? Of discovering that help will cost
more than expected? Of being less important? These are questions to explore,
not motives to assign from a distance.

My own instinct has often been to make a problem visible through evidence.
If the pattern is clear enough, surely people will act. Sarah and Thornton’s
experience reminds me why another chart cannot be the entire response. The
facts may be understood while the future they imply remains almost
impossible to welcome.

A smaller opening may be more useful. I would suggest something like this:
“I am not asking you to decide everything today. I would like to understand
what matters most to you if you need more help. Could we start there?” Those
are words for a reader to adapt, not a quotation from the Kirbys. The aim is
permission and understanding before a family attempts to settle the house, the
money, treatment preferences, and everyone’s responsibilities in one
afternoon.

Professional advance-care-planning guidance treats this as a continuing
process involving values, discussion, trusted decision-makers, and review.
Clinicians and trained facilitators can help. Evidence from a single Australian
hospital trial found benefits from facilitated planning, including better
knowledge and observance of wishes among the patients who died during
follow-up; it is support for taking the process seriously, not a guarantee of
agreement in every family.

A person can also disagree. Concern does not itself establish incapacity or give
a relative authority to take over. Where judgment or safety is uncertain,
appropriate clinical and legal help belongs in the process. The objective is to
preserve meaningful participation and make considered decisions possible—
not to use expertise to win an argument.

What the professionals have learned

I would not present Sarah and Thornton as people who have solved caregiving.
Their usefulness as guides comes partly from their willingness to tell us where
professional knowledge has helped and where it has reached its limits. Several
practical lessons emerge when their accounts are placed together.
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Begin by separating expertise from an unlimited assignment. Sarah can
recognize a clinical concern and communicate effectively with the team. That
does not make her the only person who can arrange transportation, prepare a
meal, maintain a calendar, or spend time with a parent. Thornton can clarify
questions about decisions and responsibility without being presumed to
provide every form of professional advice. The family should identify what
each person can contribute, what each is willing to undertake, and which
responsibilities need outside support.

Then build a way for the usual person to be unavailable. Sarah’s trauma-
program experience illustrates what it means to prepare another person
deliberately. A family does not have an organizational chart, but it can still
establish who knows the routine, who has agreed to provide backup, and what
help is actually available. With two parents, that preparation must include the
person left at home when the other goes to the hospital. Relief becomes real
when someone can explain what will happen during the caregiver’s absence.
The family also has to protect that absence. A weekend covered by a sibling
is not dependable relief if the usual caregiver must return whenever someone
wants the familiar arrangement back. Decide who will respond, what truly
requires contact, and which invitations the off-duty person may freely decline.

Make a separate place for being the child. Thornton’s distinction is not solved
by asking Sarah to sit down after every task has already used up the afternoon.
Arrange periods in which somebody else owns the necessary work and she can
choose how to use the time: leave and recover, or stay and visit without
remaining responsible for everything. The parent’s wish for companionship
and the child’s need for relief both deserve a place in the plan.

Keep judging the arrangement by how it functions. A home may remain the
right place, but it has to be supported by the care its residents need now. A fall,
a hospitalization, or difficulty summoning help should prompt another look.
The fact that a nurse in the family can bridge a gap does not establish that
continuing to bridge it is sustainable. The question is not whether she is
capable of doing more. It is whether the people involved have created a
reasonable way to share what must be done.

Make values and documents usable before others have to act. Discuss what
makes a day worthwhile and what the person wants to preserve. Review
healthcare authority and financial authority separately with qualified advisers.
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Know who has agreed to act, when that authority applies, and where the
current documents can be found. A living will, an appointment of an agent,
and a medical order about resuscitation have different purposes. A do-not-
resuscitate order is not a general instruction to withhold all other care. The
specifics require appropriate professional guidance, not assumptions based on
a document’s name.

Transfer the practical knowledge as well. Which accounts and recurring
obligations exist? Who are the advisers? How does an authorized helper obtain
access without distributing sensitive information carelessly? Thornton’s
magazine-stack story is a warning about leaving the next person to discover
the plan while also grieving. Sarah’s property experience is a warning about
leaving heirs to interpret what preserving a family place is supposed to require
of them.

Make fairness discussable while everyone can still participate. Not every
relative can contribute the same hours or the same skills. That makes clear
tasks and visible expenses more important, not less. Appreciation should not
be left until an inheritance is distributed, and an expected inheritance should
not become an unspoken promise of payment for years of care. Where
reimbursement or compensation is contemplated, establish appropriate
arrangements with qualified help rather than rely on a private assumption
nobody else understands.

Use professional resources beyond the next appointment. Depending on the
circumstances, clinicians, social workers, care managers, therapists, or a
palliative-care team may help address needs that cross individual diagnoses.
Palliative care can support comfort and the stress of serious illness alongside
disease-directed treatment. Ask what is available, what it provides, what it
costs, and who remains responsible after a referral is made. A service listed on
paper has not yet arrived in the home.

Sarah’s own advice about advocacy is direct: “Be who you are.” She has
struggled with whether to step back and act only as a family member or speak
because she sees something that needs attention. She now tries to remain
respectful and appreciative without pretending she has no questions. For a
reader without clinical training, the lesson is not to imitate a nurse’s scope of
practice. It is to describe what has changed, ask for explanations, and seek
qualified help rather than become silent out of fear of being inconvenient.
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Finally, include the caregiver’s condition in every account of whether the plan
is working. Sarah remembers that our coaching conversations began with
sleep, exercise, and decompression before we discussed the job. Those
questions belong in the family conversation, too. They are not rewards to
consider after every other need is satisfied. They concern the person whose
continuing ability the whole arrangement assumes. Include someone who can
help the caregiver keep perspective as well—a trusted person who can hear a
difficult account without reducing a parent to the worst exchange or treating
the caregiver’s exhaustion as a failure of devotion.

A little more room to live

Sarah no longer assumes she can absorb strain without consequence. She
describes the previous two years as the most physically stressful she can
remember. For the first time, she has worried seriously about what the pressure
might mean for her own health.

She bought a wearable bio-feedback ring to measure stress and recovery, then
stopped wearing it because it kept telling her she was stressed. There is humor
in that, but also an observation she could not dismiss. In her recollection, long
days of demanding hospital-design meetings could look comparatively calm,
while weekends with her parents appeared more stressful. The readings were
not a diagnosis. They gave her another reason to notice that the days called
time off were not necessarily providing recovery.

Thornton keeps reminding her that she has already done a great deal. His
contribution is not simply to tell her to rest. It is to restore the larger view when
strain has narrowed it: the independence she has made possible, the affection
that a painful exchange can conceal, and the daughter whose life must continue
alongside the care. That perspective does not finish the tasks. It helps keep the
unfinished tasks from becoming the measure of her worth.

Their experience has also changed the future they discuss for themselves.
Thornton describes Sarah imagining a community where she could wear
pearls, enjoy a mimosa, and have the children visit. When she begins showing
him possibilities, he asks for a little more time. His reservation is practical as
well as funny: he would like the chance to retire before Sarah moves them into
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a retirement community. He accepts the value of planning ahead. He would
simply prefer retirement to come before the retirement address.

Sarah wants Lily to be free to build a life where she chooses, including
remaining in France. She wants her children to make their own homes and
memories without assuming that her future daily care will determine where
they must live. She is not rejecting the devotion she learned as a girl. She is
trying to hand it forward with more preparation and fewer unspoken
obligations.

At the time of these conversations, her parents’ future living arrangement
remained unsettled. Her father was hospitalized, and the birthday trip was
uncertain. I will not give their story a resolution they had not yet lived. What
they offer instead is a clearer understanding of what can be changed while the
work is still underway.

Their professional lives taught them to organize care; their family lives taught
them how much a care plan has to protect.

I return to the notes inside Sarah’s cupboard. They preserve her parents’
appreciation on the days when it is harder to hear. Thornton helps restore the
larger perspective when her confidence is worn thin. Neither the notes nor the
encouragement should have to do the work of a dependable care arrangement.
They tell us why such an arrangement matters.

Sarah needs room to be a daughter, a mother, a grandmother, and a wife.
Thornton needs room to be her husband as well as her partner in care. Their
parents need assistance that protects dignity and meaningful participation, not
merely another day in which everyone gets through the tasks.

We are unlikely to “stick the landing” in every part of an undertaking like this.
[llness will not follow our preferred schedule, and preparation will not spare a
family every painful decision. But Sarah and Thornton show that the burden
can be made more visible, more honestly discussed, and more deliberately
shared. The purpose is to care well without consuming the relationships that
made the care worth giving in the first place.

What this story asks us to notice

Expertise creates options. It does not create unlimited availability, remove
family history, or exempt the people who know the system from needing
backup and appreciation.
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The people and the turning points

Sarah is Thornton’s wife, a nurse and healthcare leader, and a caregiver for
her parents. Her brother CIliff, a surgeon, contributes differently. Lily is
Sarah’s daughter; Charlie is Lily’s child and Sarah’s grandchild. Thornton also
brings experience supporting his own father. (m1]

When Turning point

Eighth grade Grandparents join Sarah’s family home;
caregiving helps shape her decision to enter
nursing.

Across her career Difficult clinical, operational, and leadership

assignments expand her responsibilities.

From around 2020 Her parents’ needs draw her into sustained
simultaneous caregiving.

At the interviews Hospitalizations, home assistance, work,
marriage, and plans with younger generations
compete for finite time.

The written follow-up Thornton clarifies the child—caregiver
distinction, protected breaks, and the value of
helping Sarah maintain perspective.

What helped—and what another family should not
assume

Professional knowledge, medical contacts, weekday paid help, Cliff’s
contribution, and Thornton’s practical and emotional support mattered. Even
together, they did not create another hour in the day.

Paid assistance covered substantial weekday work. Thornton’s perspective and
encouragement helped Sarah see beyond an all-consuming moment. Those
contributions are meaningful without resolving every disagreement.

The account does not include a separate interview with Sarah’s parents and
cannot diagnose their motives. The future living arrangement and some plans
remained unresolved at the time of the interviews. M1] [TK1]
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A manageable next step

Key takeaways and lessons learned

» Sarah and Thornton’s expertise creates options, but it does not create more hours
or make them immune to family strain.

* Time spent providing care is not the same as time spent simply being a daughter
or son. Restoring that relationship needs a real handoff.

* Respite is only relief when the usual caregiver can be off duty without guilt,
another assignment, or an expectation to supervise.

* Perspective, appreciation, and humor matter alongside practical help. The
caregiver’s other relationships deserve protected time, too.

What to notice. Being capable is not consent to be continually available.
One conversation. When can the daughter or son visit without remaining in
charge?

One action. Agree on one protected handoff and one person who can offer
perspective.

Companion tool: T09 — A Break That Remains a Break. See the appendix for the tool finder.

Sarah wants room to be a daughter and grandmother. Tom Hansch will ask
how to remain a husband while Alzheimer’s changes the partnership around
him. The relationships are different, but the question carries forward: what
must the care arrangement protect besides the next completed task?
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PART Il — WHEN CARE ENTERS A LIFE

CHAPTER 4
Where Did My Wife Go?

How does a husband remain a husband as the marriage changes?
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Source trail for this chapter. [M1]

For the Hansches, the question is how one arrangement can protect two lives:
Pat’s need for care and Tom’s need to remain her husband without
disappearing into the work.

At his first support-group meeting for spouses caring for someone with
Alzheimer’s, Tom Hansch had not prepared an introduction. When his turn
came, he found himself asking a question that still moves him years later:
“Where did my wife go?”” He was speaking about Pat, the woman with whom
he had already shared fifty years. Both are seventy-nine at the time of this
account. She was still beside him, but the familiar partnership was changing.
The other spouses did not need an explanation. They understood the
experience he was struggling to name.

That question was the emotional center of my interview with Tom. Yet he is
careful about where the story begins. Pat had experienced digestive problems
for decades, and addressing them required time, medical attention, and
resources. With nearby family and a longtime assistant, Angy, working forty
hours a week, he rejects the suggestion that those earlier years had left him
consumed by an extraordinary caregiving burden. They had dealt with a
difficult health problem within their marriage. Alzheimer’s introduced
something fundamentally different: a progressive change in the person with
whom he had always dealt with life.

The path to an Alzheimer’s diagnosis began after a long search for help with
Pat’s digestive symptoms. In 2017, when they were living in San Diego, Tom
took her to a specialist physician in Colorado, where she subsequently spent
approximately a month in a residential treatment setting. He visited during her
stay and returned to bring her home. He recalls that she resumed eating regular
food without the previous symptoms. But at discharge, a staff psychiatrist
recommended an evaluation for cognitive difficulties. That observation
prompted Tom and their children to reconsider small changes they had
previously absorbed into everyday life.

Comprehensive testing at Stanford followed, and Tom places the Alzheimer’s
diagnosis around 2018. He believes it was identified relatively early. For
several years afterward, the changes were modest enough that much of their
accustomed life remained possible. He could leave for a short trip without the
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level of concern that would later govern his movements. In retrospect, this was
not an absence of disease. It was a period before its consequences became so
restrictive.

The decline later became steeper. Tom describes smaller losses followed by
more consequential drops these last few years, rather than a dependable
timetable. Pat’s naturally reserved manner could also obscure her difficulties
during a friendly visit. Someone seeing her briefly might conclude that she
seemed fine, while Tom recognized limitations that emerged in more
demanding conversation. He was living with the changes between visits,
repeatedly adjusting to what she could manage now, and then having to adjust
again.

When staying at home became a system to manage

As Pat needed more help, the Hansches’ household gradually reorganized
around her care. Angy, originally hired as an administrative assistant, shifted
much of her attention to Pat. Paid caregivers began coming into the home.
What had once been an arrangement intended to make daily life easier became
a schedule of people, coverage, substitutions, and contingencies. The practical
question was no longer simply whether help could be hired, but whether
dependable help would be there as the needs continued changing.

By late 2025, managing that system had become a substantial burden in its
own right. A caregiver might fail to arrive, and if Angy was not working that
day, Tom could suddenly be unable to follow through on his plans. Angy took
over much of the coordination of two or sometimes three caregivers, including
who would work particular hours and days. Her involvement relieved him of
administrative work, but it could not remove the underlying uncertainty. Tom
estimates that Pat had once done about eighty percent of the household chores
and he about twenty percent. Now those responsibilities had shifted entirely to
him or Angy. Even when someone else managed the calendar, his freedom
depended on the care arrangement holding together.

The house itself was becoming harder to reconcile with Pat’s needs. It had two
stories and a finished basement, requiring movement among three levels.
Concern about falling led Tom to install a stair lift. His first response was to
consider downsizing into a smaller house. Their daughter Melissa pushed the
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conversation further. Rather than move once to address her mother’s
difficulties and later confront another move as her father aged, she encouraged
a setting where Pat could receive increasing care while Tom lived
independently nearby. The decision had to account for both parents, not only
the person already diagnosed.

There was a family precedent for that choice. Both Tom’s parents and Pat’s
parents had moved into senior-living settings. He understood those moves
largely as decisions to spare their children responsibilities that might otherwise
fall to them. He still valued remaining in his own home, but he could also see
that preserving a preference indefinitely might transfer its consequences to the
next generation. Moving did not become emotionally easy. It became a more
deliberate way to plan.

In early 2026, Tom and Pat moved into a community offering independent
living, assisted living, and memory care. Initially, they shared a two-bedroom
independent-living apartment, while Pat joined memory-care residents for
daily activities and therapies and Angy continued spending time with her.
After approximately four months, they concluded that sleeping in one place
and spending her days in another had become confusing. Pat moved into a
memory-care studio, while Tom remained in the building and continued seeing
her daily. The estimates of elapsed months vary, but the sequence is clear: care
at home, a trial of living together in the new setting, and then separate
accommodations under the same roof.

For Tom, proximity did not cancel the pain of separation. During the first
months in memory care, Pat sometimes accused him of trying to “get rid of
her”. He tried to explain, but explanations did not reliably reassure her. After
a couple of months those objections became less frequent; he did not portray
that change as proof that she had come to understand the decision. He had
chosen an arrangement intended to protect her, yet could not count on her
experiencing it that way. Providing care and being understood as loving were
no longer the same thing.

What money could buy—and what it could not

Tom’s financial resources gave the family choices. He could obtain specialist
attention, engage private help, consult someone experienced in guiding
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families through Alzheimer’s care, and pay to remain in the same building as
Pat. His experience should therefore not be presented as an average
household’s care budget. It is more revealing as an account of the burdens that
remain even when money can secure a much wider range of support.

In the interview, Tom settles on a rough combined monthly expenditure of
about $25,000 for their living and care arrangements. That would annualize to
approximately $300,000 if sustained for a year. Crucially, this is not a quoted
price for Pat’s memory care alone. The conversation encompasses his
independent apartment, her separate memory-care accommodation, and
supplementary private assistance.

Tom continues paying Angy to spend time with Pat even though the facility
provides care. During the week of our interview, he describes about five hours
on each of four days. He sees a difference between being safely accommodated
and having an engaged, personally supported day. A familiar companion who
knows Pat’s habits and fears offers continuity and attention beyond what the
group setting consistently provides. For him, this spending is an attempt to
improve Pat’s experience, not simply to purchase more supervision.

Professional advice also helps him navigate decisions for which being a
devoted husband has not automatically prepared him. After meeting an
Alzheimer’s-care consultant at a seminar, he continued consulting her as
questions arose. One warning proved especially important: evaluate the people
providing care rather than becoming captivated by the building. The
community they chose was attractive and well appointed, yet Tom describes
disappointment with its management and operational preparedness. Having
built his own company to approximately one hundred employees over twenty
years, he brought strong expectations about how an organization should
perform.

His account is not uniformly critical. He praises organized activities and
outings that Pat enjoys, while expressing frustration with other aspects of how
the community is run. That distinction matters. A family can appreciate
individual workers and meaningful programming while still finding
coordination or management inadequate. The lesson he draws is that an
impressive setting is not sufficient evidence of consistently good care. Paying
a premium did not eliminate the need for his involvement, judgment, or
advocacy.
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The arrangement also imposed a cost that did not appear on an invoice. Tom
had chosen to live close to Pat, but the community did not offer the active
companionship he wanted for himself. He found no ready tennis partners or
fellow fly-fishing enthusiast. Some of his easiest connections were with
younger employees. The views and amenities did not make it feel like his own
social world. He was explicit that he would not live there were Pat not there.
Their housing solution protected closeness while leaving him responsible for
finding belonging elsewhere.

Learning a different way to remain her husband

Tom’s instinct is still to include Pat in the life they shared. He wants to take
her to dinner, to a movie, to see friends, or to spend time outdoors. He bought
a small travel trailer with the possibility of camping near the ocean, knowing
how much she enjoys being outside. Those impulses come from their
relationship, but the interview shows how difficult it has become to judge
whether a familiar pleasure remains pleasurable under changed circumstances.

His daughter, the assistant, and the caregiving team sometimes urge him to
reconsider. An outing that seems manageable to him may introduce anxiety
for Pat by removing her from a setting and routine she now knows. He
acknowledges the possibility that an activity may help him more than it helps
her. On one trip to a movie, he recognized within about fifteen minutes that it
had been a poor choice. The issue was not whether he loved her enough to
make the effort. It was whether the effort answered her present needs rather
than his wish to recover an earlier experience of being together.

He does not claim to have mastered that distinction. He still struggles to judge
when an outing will help and when it will unsettle her. At the same time, Pat’s
pleasure in organized activities reminds him that meaningful experience has
not disappeared. The task is not simply to repeat their former life or to stop
trying altogether. It is to find forms of connection that fit the person and
capacities before him now. Caregiving requires him to revise not his
commitment, but its expression, and to be ready to adjust again.

The spouses he met through an Alzheimer’s Association program have helped
him endure that revision. Early on, people repeatedly urged him to join a
support group; he initially thought he would do so when he needed one. What
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he eventually found was a setting in which his experience did not require
translation. The original program included separate, facilitated gatherings for
caregiving spouses and partners with Alzheimer’s. As participants’ needs
changed and that program no longer fit, they left it. The relationships among
the caregiving spouses continued through informal weekly dinners. Over time,
most of the affected partners in that circle had died, but the surviving spouses
still gathered.

Their continuing friendship is significant because the support did not end when
the original program no longer fit. They had watched one another make
decisions, struggle, and lose partners. For Tom, they also understood
something distinctive about spousal grief. His children were attentive and
loving: Melissa visited Pat two or three times a week, and their son visited
approximately every couple of weeks. He described the siblings as having a
strong relationship and complementary ways of contributing.

Tom nevertheless wanted me to understand a crucial distinction amongst
caregivers. He was not saying that his children could not appreciate his
suffering or that their own loss mattered less. They were losing their mother;
he was losing familiar dimensions of a lifelong marriage. “My suffering is not
the same as your suffering,” he explained. The family could share
responsibility and care deeply for one another without experiencing an
identical loss. Understanding that difference made room for support directed
specifically to him, rather than assuming that a close family could meet every
emotional need.

Protecting the caregiver’s life, too

One of the clearest signs of the burden’s reach was Tom’s withdrawal from
weekly doubles tennis. When home-care coverage required daily coordination,
sometimes involving more than one caregiver in a ten-hour period, he could
not confidently leave Pat to play. A last-minute cancellation inconvenienced
three other people, so eventually he stopped committing. What looked like a
practical scheduling decision removed both exercise and social contact. A
disruption in the care arrangement had narrowed another part of his life,
consuming activities that had helped him carry it.

80



PART Il | WHEN CARE ENTERS A LIFE

He had seen a more severe version of that narrowing among other spouses in
his support circle. Two women cared for their husbands at home for years with
little outside assistance, and Tom recalls being alarmed by the toll he observed.
He understood their experience as a warning about his own vulnerability. It
does not establish a medical outcome or population statistic, but it explains
why he regards preserving his health as urgent rather than optional.
Determination alone did not look like an adequate safeguard.

His response is a continuing effort to exercise, remain socially connected, keep
his mind engaged, and retain responsibilities beyond caregiving. He uses the
community’s gym, participates in charitable and community activities, and
makes time for fishing and relationships outside the building. He avoids
becoming isolated in his apartment, occupied but disconnected. During our
interview in Bolivia, he described that journey as his longest trip away in this
period. It represented a larger step toward maintaining a life of his own while
others supported Pat.

None of this is presented as a cure for grief, or as a formula he follows
perfectly. He acknowledges that he could make greater use of support and
continues learning how to balance his needs with Pat’s. The important change
is that he no longer treats his own well-being as irrelevant to the care
arrangement. Remaining her husband cannot require the disappearance of
every other part of himself.

The Hansches’ experience connects the care system, finances, housing, and
family relationships in one lived account. It shows the value of Melissa’s
willingness to plan for both parents, the limits of purchasing services, and the
difference between handing over tasks and relinquishing responsibility. Pat’s
comfort and dignity remain central. So do the health, connection, and
endurance of the husband trying to remain beside her. Tom has been struck by
how useful caregiver-directed support has been to him. He cannot make the
disease disappear. He can accept help that keeps him capable of remaining
beside Pat.

Tom cannot make the disease disappear. He can accept help that leaves him
more able to remain beside Pat. Their story also changes how the next
chapter’s costs should be read: a paid service may improve daily life without
taking responsibility, uncertainty, or grief out of the family’s hands.
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What this story asks us to notice
A workable arrangement must serve both people. Dependable relief and
meaningful contact are related goals, not opposing ones.

The people and the turning points

Tom and Pat are spouses. Their daughter Melissa helps them think beyond an
immediate house move. Angy, a longtime assistant, provides coordination and
familiar support. Paid caregivers, clinicians, and residential staff contribute
different forms of help. (m1)

When Turning point

2017, as recalled Treatment for longstanding digestive difficulties
prompts a recommendation for cognitive
evaluation.

Around 2018 An Alzheimer’s diagnosis begins a different

chapter in the marriage.

Increasing needs at home Coverage, stairs, routines, and the reliability of
help become central.

Early 2026 and afterward A move begins with a shared apartment; Pat later
moves into memory care while Tom remains
nearby.

What helped—and what another family should not
assume

The family had substantial financial resources, specialist access, family
involvement, and unusually familiar assistance. Those resources expanded its
choices. They did not remove the uncertainty of coverage or the emotional
work of remaining a husband.

82



PART Il | WHEN CARE ENTERS A LIFE

Familiar assistance and proximity gave Tom ways to remain involved.
Reconsidering outings in light of Pat’s present comfort changed the meaning
of a successful visit.

The combined living-and-care expenditure is a household recollection, not a
standard price for memory care. A less affluent household may need public or
community resources before it can consider similar options. [Mm1]

A manageable next step

Key takeaways and lessons learned

* For Tom, Alzheimer’s changes a lifelong partnership as well as the daily
workload. Paid assistance does not remove that grief.

* An attractive setting and a funded schedule are not proof of dependable care. The
people, coverage, and coordination must work.

* A familiar activity may no longer feel familiar to Pat. Meaningful connection has
to respond to her present comfort and capacities.

* The care arrangement must protect both lives: Pat’s dignity and well-being, and
Tom’s health, friendships, movement, and identity.

What to notice. A place providing care does not eliminate the spouse’s need
for companionship and a life.

One conversation. Which part of the arrangement most often cancels the
caregiver’s plans?

One action. Test one dependable period of coverage and protect the break it
creates.

Companion tool: T09 — A Break That Remains a Break. See the appendix for the tool finder.
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PART Il — WHEN CARE ENTERS A LIFE

CHAPTER 5
The Hidden Bill of Aging

What must work after the medical visit is over?
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Source trail for this chapter. [M1] [H1] [H2] [H3] [H4] [H5] [H6]

The hospital has done what it can for this admission. Now someone must make
the next part work. A family hears about medicines, equipment, therapy,
transport, and follow-up, then tries to picture all of it happening inside a home.
The appointment is one part of the plan. Getting dressed, eating, moving
safely, and knowing whom to call are the rest.

Tom’s experience shows why paying for help does not finish the work of
arranging it. Mark’s mother will show how quickly an injury can change what
a household requires. Before following another bill or another benefit rule, it
helps to understand the route through those responsibilities—and the points at
which no one may yet have accepted the handoft.

The map that follows is a guide to questions, not a conveyor belt that carries
everyone through the same settings. Care may move backward and forward.
Several services may be needed together. At every transition, ask who will do
the next thing, when it will begin, and what remains uncovered.

The Navigator Is Often the Scarce Resource

Families are repeatedly asked to make high-stakes choices while exhausted
and unfamiliar with the system. They must compare agencies, understand
payer rules, evaluate facilities, manage discharge, reconcile medications,
secure equipment, and determine whether a service is actually available. The
problem is not merely a lack of information. It is a lack of continuous
responsibility across institutions.

A professional navigator, care manager, social worker, PACE team, or
appropriately designed digital tool may help make a difficult handoff more
dependable. The useful questions are concrete: has the medicine list been
clarified, has the service actually started, does someone know whom to call,
and can the caregiver carry out the plan? Those are outcomes worth seeking,
not benefits guaranteed by a referral or a platform. The family needs to ask
what help is available and whether it works in this household. [15] [H2]

The family should never assume that authorization equals service. It should
ask who is providing the care, when the first visit occurs, how many hours are
included, what happens overnight, who manages medication, which tasks the
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worker is legally permitted to perform, and what backup exists if the worker
is unavailable.

Exhibit 17. The care continuum: ask what each service actually
supplies

Service or setting What to clarify

Primary care and specialty treatment The clinical plan, results, follow-up, and who
coordinates across clinicians.

Skilled home health Eligibility, skilled tasks, visit frequency,
duration, and what happens between visits.

Nonmedical home care Personal and household tasks, permitted scope,
hours, backup, and payment.

Adult day or community support Activities, transportation, hours, suitability, cost,
and participation.

Assisted living or memory care Included help, staffing, supervision, additional
charges, and response to changing need.

Skilled nursing or rehabilitation The specific care episode, coverage
requirements, discharge plans, and ongoing
support.

Palliative care or hospice Goals, eligibility where applicable, services

provided, and what the family still supplies.

Educational comparison. Eligibility, scope, price, and local availability require individual confirmation.
[H1] [H2] [H5]

The same building or service label does not establish the same coverage or care for every person.

Medical Care and Long-Term Support Are Different
Systems

The central financing distinction remains: a medical event may create the
dependency, but continuing help with bathing, dressing, meals, transportation,
supervision, or safety may fall outside Medicare’s covered services. Ask the
relevant program or counselor about individual eligibility, benefits, costs, and
local availability. A service that is appropriate does not become covered
simply because the family needs it.
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The result is a system in which the same family can move from Medicare-
covered hospital care to short-term rehabilitation, skilled home health,
privately paid personal care, Medicaid home- and community-based services,
assisted living, memory care, nursing-facility care, palliative care, or hospice.
The transitions are where information, medication, authority, and
responsibility are most likely to fail.

The Major Settings and Services

Primary and geriatric care should anchor the system before crisis, but geriatric
expertise remains unevenly available. Home- and community-based supports
include meals, transportation, adult day services, respite, homemaker
assistance, and nonmedical personal care. These services frequently determine
whether someone can remain at home, yet they are financed through a mixture
of private payment, Medicaid, local programs, philanthropy, and family labor.

Home health is a medical benefit. Nurses and therapists may visit a qualifying
homebound patient for skilled services. Nonmedical home care provides the
personal assistance that often fills the rest of the day. The terms sound similar,
but the workers, eligibility, and payment are different. Families can be told
that home health is arranged and mistakenly assume someone will remain for
hours of supervision. [H5] [H2]

PACE, the Program of All-Inclusive Care for the Elderly, integrates Medicare
and Medicaid services for eligible people who meet a nursing-home level of
care and can live safely in the community. It can coordinate medical, social,
transportation, and long-term support through one program, but it is not
available everywhere and participation carries specific rules.

Assisted living combines housing with varying levels of personal assistance
and supervision. Memory care adds a more structured environment for
cognitive impairment. Neither term has one uniform national definition, and
staffing, services, pricing, and regulatory standards vary. Skilled nursing
facilities provide short-term rehabilitation and skilled care after hospitalization
as well as, in some cases, long-term nursing-facility care. The same building
can contain residents whose services are financed in entirely different ways.

The number of Medicare-participating skilled-nursing facilities declined by
roughly one percent annually from 2019 through 2024, according to MedPAC.
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That contraction matters because a benefit without an available bed is not
capacity. Rural closures and thin local markets can force families to accept
distant placements that make advocacy and visiting harder.

The gap between discharge and arrival

The phrase “services have been arranged” can sound complete before anything
has reached the home. A family may know the agency’s name without
knowing the first visit time. Equipment may have been ordered without
anyone knowing whether it fits through the doorway. A caregiver may agree
to help without understanding the physical task being assigned. The final
handoff should make those uncertainties visible while people who can address
them are still part of the conversation.

A useful response is not hostility toward the discharge team. It is a clear
description of the household. Who will be there tonight? Which tasks can that
person safely perform? What instruction or demonstration is required? Which
medicines changed, who will explain pending results, and whom should the
family contact if the plan does not work? AHRQ’s IDEAL discharge approach
emphasizes involvement, understandable information, and the opportunity for
patients and families to demonstrate what they understand. The book’s handoff
worksheet translates that practical emphasis into questions; it does not replace
the team’s instructions.

The family also needs permission to say, “We cannot provide that.” Love does
not teach a safe transfer technique, create overnight coverage, or confer a
clinical qualification. Ask the team to address the gap, explain alternatives,
and identify the appropriate review process. An exhausted relative’s silence
should not be mistaken for a functioning care service. [H5] [H2]

Activities of Daily Living Are the Practical
Threshold

Clinicians and insurers frequently distinguish activities of daily living from
instrumental activities of daily living. The first group includes the most basic
physical tasks: bathing, dressing, toileting, transferring, eating, and
continence. The second includes the tasks required to manage an independent
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life:  cooking, shopping, transportation, medications, finances,
communication, and household maintenance.

Loss often begins in the instrumental activities. Bills are paid late. The
refrigerator contains less food. Driving becomes restricted to familiar routes.
Medications are duplicated. A once-orderly home becomes harder to maintain.
These changes can be dismissed as inconvenience or normal aging, but
together they may be the first evidence that independent living now depends
upon invisible compensation from someone else.

The transition from independence to dependency is rarely one clean event. It
is a series of substitutions. A daughter begins attending appointments. A
neighbor takes out the trash. Grocery delivery replaces driving. A spouse
organizes medication. Technology provides reminders. Each substitution can
preserve autonomy, but the family should understand how many substitutions
are accumulating and what happens if the person providing them becomes
unavailable.

Preserve the life the help is meant to support

Mark’s mother wanted to work at the library at ninety-two. That is why
function belongs in this chapter before the bill. The purpose of assistance is
not simply to get a person safely through the day; it is to preserve as much
participation as circumstances allow. A discussion about balance or a medicine
review becomes more meaningful when everyone understands what the person
hopes to keep doing. [M1]

The age-friendly-care questions are practical: what matters to this person,
whether medicines are helping or creating difficulty, what has changed in
thinking or mood, and how movement can remain as safe and useful as
possible. Those questions need appropriate clinical assessment. They are not
a family’s invitation to diagnose a problem or prescribe an identical program
for everyone.

The house has a part to play as well. Lighting, the route to the bathroom, a
place to sleep without difficult stairs, and assistance matched to the person can
matter more than an impressive device nobody knows how to use. Ask the
relevant professionals what needs changing, who will make the change, and
how the next helper will learn it.

89



PART Il | WHEN CARE ENTERS A LIFE

Exhibit 11. Preserve function and what makes it worthwhile

Question

‘What matters?

Medicines and thinking

Mobility and ordinary activity

Home, senses, nutrition, sleep, and connection

Why it belongs in the care conversation

The person’s priorities give safety and treatment
a purpose.

Ask the relevant professionals about changes,
confusion, side effects, and instructions.

Discuss the movements that allow participation
and the assistance required.

Different kinds of support may protect different
parts of daily life.

Author synthesis informed by the source manuscript’s age-friendly-care discussion; not a complete

clinical assessment. [H7] [P2]

A safer day should still have room for a meaningful day.

Exhibit 12. Dementia can change more than memory

Area of life

Decisions and money

Driving, movement, and the home

Medicines and routines

Relationships and communication

Caregiver’s life

Question for the family and appropriate
professionals

What assistance and lawful authority are now
needed?

What has changed in everyday safety and
participation?

Who verifies instructions and helps carry them
out?

What feels reassuring or confusing to the person
now?

Which responsibilities need dependable
replacement or relief?

Author framework. Individual assessment and support are required; this table does not diagnose

dementia or determine capacity. [M1]

A change in cognition can make yesterday’s arrangement unsuitable without making the person less

worthy of a voice.
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The tasks people hesitate to name

Some of the work least likely to appear in a family’s first conversation is the
work that most changes the relationship: bathing, continence, dressing, eating,
and the movement between bed and chair. A daughter may be willing to do
everything and still feel unprepared for the privacy, physical effort, and
emotional weight involved. The person receiving assistance may welcome the
daughter while feeling deeply uncomfortable about this particular form of
help.

Begin by describing the assistance without humiliation. Ask what would make
it less intrusive, what the person can still do, and whether a different helper
would preserve a more comfortable boundary. Where physical or clinical skills
are required, request appropriate training and equipment from qualified
professionals. Neither a written guide nor a video establishes that a particular
relative can safely perform the task.

When another helper assumes some of that work, the value may extend beyond
the task completed. It can give a parent and child a little of their earlier
relationship back. That is not an argument that family care is inherently wrong.
It is a reason to ask what each arrangement asks of the people inside it, and
what assistance might protect both their safety and their dignity. [Hs] (M1]

A better question than “Can something be done?”

Medicine can offer a possibility before a family understands what that
possibility will ask of a life. The question is not only whether an intervention
exists. It is what benefit is realistically expected for this person, what burdens
accompany it, what alternatives are available, and what happens if the family
chooses another course. Mark Williams’s account is useful precisely because
his professional access did not remove that harder conversation.

A reader does not need to imitate a physician to participate. It is reasonable to
ask the clinical team to explain the best likely outcome, the difficult outcome
the family should prepare for, and which uncertainties cannot be resolved in
advance. Ask what recovery would mean for movement, thinking, comfort,
and ordinary participation—not merely whether a procedure can be
completed. These are questions for informed discussion, not an instruction to
choose or refuse treatment.
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Someone should also ask the person whose life is being discussed. When that
person cannot decide, the appropriate decision-maker needs the best available
understanding of the person’s values and the governing professional and legal
guidance. A family’s wish for more time deserves compassion. It does not
automatically answer what that time would be like for the person receiving
care. [p2] [Hs]

Palliative Care, Hospice, and What Matters Near the
End of Life

Palliative care and hospice are frequently confused. Palliative care can begin
alongside treatment at the diagnosis of a serious illness. It focuses on
symptoms, communication, coordination, and alignment between treatment
and the person's goals. Hospice is designed for a more specific end-stage
situation when eligibility criteria are met and the focus shifts toward comfort
rather than curative treatment for the terminal condition.

The distinction matters before the last days of life. A conversation about pain,
function, tradeoffs, and what makes life acceptable is not an abandonment of
hope. It is a way to ask the care team what support fits the person’s needs and
goals, rather than discovering a service only after circumstances become
urgent.

Advance care planning belongs here because a living will, healthcare agent,
and goals-of-care conversation give the family guidance before incapacity
removes the person's voice. The documents matter, but the conversation
matters more. A healthcare agent who has never heard the person discuss
acceptable dependence, cognitive loss, hospitalization, resuscitation, or
comfort may hold legal authority without knowing how to use it.

The service and the coverage are different
questions

A family can have medical insurance and still need help paying for ordinary
daily assistance. Medicare generally does not cover ongoing custodial long-

term care. Its home-health benefit can cover qualifying intermittent skilled
services, but it is not a general promise that someone will remain in the home
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all day or provide personal care when that is the only need. The actual service,
eligibility, and plan rules need to be confirmed. [H1] [H2]

The practical question is not simply whether a benefit exists. It is whether it
supplies this person’s needs at these hours, in this place. A covered therapy
visit may help restore movement without covering breakfast, transportation,
supervision, or the evening when the usual daughter is at work.

Write down the gap before assigning it. What will the program provide? What
will the household pay? What can relatives reasonably undertake, and what
still has no owner? Calling that gap a family responsibility does not create a
capable person to fill it.

The Long-Term-Care Probability Families
Underestimate

Most families plan for retirement as if the main question is how long the
money must last. A better question is how many years of ordinary living might
be interrupted by a period of care. The federal Administration for Community
Living reports that someone turning age sixty-five today has almost a seventy
percent chance of needing some type of long-term care services and supports
during the rest of life. Women need care longer on average than men, about
3.7 years compared with 2.2 years. One-third of today’s sixty-five-year-olds
may never need long-term care support, but twenty percent will need it for
longer than five years.

That range is why planning is so difficult. A family can do everything right
and still not know whether the future holds no paid care, six months of help
after a fall, two years of assisted living, or five years of dementia care. The
risk is not certain for any one person, but it is unavoidable for the population.
When millions of boomers move through their seventies, eighties and nineties,
enough of them will need help that the national cost becomes enormous.

An average duration is not a date the family can put on its calendar. The useful
budget asks what happens if assistance increases, if the arrangement lasts
longer, or if the person supplying unpaid help needs care too. Those are
planning questions, not forecasts. A sustainable arrangement needs permission
to change before exhaustion or depleted cash makes the decision.
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The Long-Term Care Risk After Age 65

Any LTSS 69
At-home care
Unpaid care only
Paid home care
Nursing facility

Assisted living

Need >5 years

0 10 20 30 40 50 60 70
Percent of people

Exhibit 13. Long-term-care risk after age sixty-five

Federal long-term-services-and-supports estimates cited in the supplied manuscript. Population,
duration, and service definitions differ; use for scale, not an individual forecast. [M1]

The categories overlap: any care, home care, unpaid help, and residential settings are not separate slices
of one pie.

The Price Tags Families Actually See

Round-the-clock assistance is not simply another standard package.
Multiplying a $35 hourly rate by 168 hours a week and fifty-two weeks
produces an illustration of $305,760. It does not establish an observed national
median for continuous staffing, a live-in arrangement, or an individual family's
actual expenditure. An agency must explain the staffing pattern, scope of
work, overtime or overnight rules, and backup before that arithmetic can
become a care budget. [AU2]

The most dangerous part is that families do not usually buy a clean one-year
package. They often buy care in awkward pieces. A few hours in the morning
becomes every morning. Every morning becomes mornings and evenings. A
daughter who handled weekends gets sick or exhausted. The aide who was
coming three days a week is now needed seven days a week. The person who
was safe alone at night begins wandering. Then the family faces the hardest
question: can care still be patched together at home, or has the home itself
become unsafe?
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In the household budget, this is where Medicare coverage and lived reality
separate. A covered cardiologist visit may cost little. The uncovered help
needed to get safely dressed, eat breakfast, and take the right pills may cost
thousands of dollars per month.

Care costs: medians and a defined calculation

Assisted living

74,400
annual median $

Home care, 44 hours/week

calculated at $35/hour $80,080

Nursing home

o : $114,975
semiprivate annual median

Nursing home

) . 129,575
private-room annual median 3

0 20000 40000 60000 80000 100000120000140000
Annual U.S. dollars; service packages differ
Exhibit 14. Care costs: surveyed medians and an explicit home-care calculation
CareScout 2025 facility medians and hourly home-care rate; the selected annual home-care schedule is

an author calculation, not a universal package price. [H3] [AU2]

National medians help frame a question. A local quote, actual hours, included services, and backup
determine the household budget.

A national bill, and a household trying to get
through the week

The manuscript’s 2024 expenditure record places national healthcare spending
at $5.3 trillion and out-of-pocket spending at $556.6 billion. Those figures
describe different parts of the official ledger; they are not amounts to add
indiscriminately to one another. Neither tells a daughter whether someone will
be at the house when she leaves for work. [H4]

The family’s questions are smaller and more relentless. How many mornings
require help? Who covers nights? What is included in the quoted rate? What
changes if another worker is needed? A bill can rise because the rate changes,
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because more hours are necessary, or because the work continues for another
year. Describing only one of those dimensions understates what the family
must sustain.

Aging at home can be a good and affordable arrangement when the house and
available support fit. It can also require extensive paid assistance, travel,
coordination, and unpaid time. Compare complete local arrangements rather
than assume that staying or moving is always cheaper. The purpose of the
numbers is to make a choice more informed, not to complete the budget on
someone else’s behalf.

2024 U.S. Health Spending: The Official Ledger
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Exhibit 15a. The scale of medical spending: selected categories

Restored from the September 25 manuscript. CMS 2024 National Health Expenditure categories, in
billions of dollars; labels are rounded. Services and payers overlap and must not be added together.
[H4]

Hospital, clinical, and prescription spending describe services. Medicare, Medicaid, and out-of-
pocket spending describe payment. This is not a set of separate slices of the national total.
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Exhibit 15. Two ways to read the healthcare ledger
2024 measure Amount Scope

National health expenditure $5.3 trillion The national total across
healthcare spending.

Out-of-pocket spending $556.6 billion A payment category within the
total; not all premiums or the
value of unpaid care.

Household care workload Not a comparable dollar total Includes assistance and
coordination that the medical
spending total does not fully
describe.

CMS 2024 historical expenditure figures. Selected measures overlap and must not be added. This exhibit
replaces a mixed payer/service bar chart. [H4]

Health expenditure, a family’s direct bill, and the work of care measure different things.

When the monthly income is not enough

A household may appear secure because it owns a valuable home and still
struggle to pay for daily care. Research discussed in the source manuscript
distinguishes income, accessible assets, housing wealth, and different
intensities of assistance. Those distinctions are more useful here than a
percentage detached from its study year, population, and assumed care
schedule. The family needs an actual local cost comparison and appropriate
advice about available benefits and resources. [A6]

One story from that project followed Gay Glenn and her mother, Betty Mae
Glenn, in Topeka, Kansas. Betty Mae Glenn had to pay a nursing home more
than $10,000 a month until she qualified for Medicaid. Her daughter moved
from Chicago to oversee her mother’s care and finances, eventually selling her
mother’s house shortly before her death. That story is powerful because it is
not a tale of exotic medical treatment. It is the ordinary American long-term
care story: a frail parent, a daughter who reorganizes her life, a facility bill
larger than many mortgages, and an estate slowly converted into eligibility for
public help.

The lesson is not that every estate will disappear or that a family can avoid
every expense by planning earlier. It is that care has a present claim on

97



PART Il | WHEN CARE ENTERS A LIFE

resources that relatives may already be picturing as a future inheritance. Make
the work, the money, and the available support visible together. Then decide
what professional help is needed to turn that picture into a workable
arrangement.

What the comparison uses What must be established

Recurring income Actual after-tax income, reliable benefits,
and ordinary household expenses.

Accessible reserves Who may use the funds, how quickly, and
which needs or other people those
resources protect.

Housing equity A home is not cash until a lawful, workable
decision converts some of its value.

Care requirement The services, hours, setting, supervision,
and backup required—not merely an
average national price.

Time and uncertainty More than one plausible care duration and
level of support; no promised outcome or
inheritance.

Exhibit 16. What an affordability comparison must actually compare
Author decision framework, not a population estimate or financial advice. [AU3] [AUS5]

Affordability depends on both costs and household resources; the need for help can rise as affordable
options narrow.

A tool should carry a piece of the work

John Regan’s answer begins with the burden, not the device. His later chapter
will show why a person who understands technology professionally still needs
to test it against an ordinary difficult week. Here the standard is enough: can
the tool make a named task easier, preserve the recipient’s participation, and
remain manageable when the usual organizer is tired or unavailable?
Technology belongs inside the handoff; it does not make the handoff
unnecessary. [J1]
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A manageable next step
Key takeaways and lessons learned

* A medical visit or hospital discharge does not settle who will help at home.
Navigation must connect the next steps to confirmed assistance.

» Coverage, actual services, and daily needs are different questions. Families need
to know what is included, what is not, and who remains responsible.

* The care budget includes recurring hours, duration, unpaid work, and
coordination—not simply one annual price or the medical bill.

* Preserving function should also preserve what makes life worthwhile. Discuss
changing needs with the person and the appropriate professionals.

What to notice. A referral is not yet an arrived service.

One conversation. What will happen between leaving the hospital and the
first confirmed visit?

One action. Complete the next handoff with the people who will actually carry
it.

Companion tool: T05 — The Discharge Handoff. See the appendix for the tool finder.
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PART Il — WHEN CARE ENTERS A LIFE

CHAPTER 6

| Would Take That Deal Again

What does care make possible when it cannot change the ending?
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Source trail for this chapter. [M1] [C1] [C2]

In Rod’s family, help does not move neatly from children toward parents. An
older father’s earnings and a young daughter’s time become part of an adult
woman’s care.

| Would Take That Deal Again, Every Day

When Rod Mergardt took another job as an athletic director at Rye High
School, his paycheck had a purpose beyond the work that earned it. He signed
over the money to help pay for the care that allowed his daughter, Peggy, to
remain at home during the last year of her life. Her husband, Chuck, and their
daughter, Ellie, were there with her. Rod could not stop the illness. He could
help change the circumstances in which his daughter had to live with it.

I have known Rod as my coach, mentor, and friend for most of my life . He
began coaching me when I was eleven. I have written about his influence
before, but this conversation brings me closer to the private demands behind
the man I have long regarded as my ultimate role model.

Rod’s story begins with a distinction: he was not Peggy’s primary caregiver.
Chuck and Ellie carried responsibilities that were different from his. Yet being
outside the center of daily care did not place him outside its consequences. He
was a father trying to help his daughter while preparing for something no
amount of devotion could make acceptable.

Rod had read Tom Hansch’s account of caring for Pat before we spoke. What
he recognized was not simply the number of hours that illness consumes, but
its intensity. Looking at another family’s experience helped him understand
the reach of his own. Care became a priority around which everything else had
to reorganize. In Rod’s family, that reorganization crossed generations,
reaching from an older father to an adult daughter, her husband, and a
granddaughter whose own adulthood was just beginning.

Peggy’s first warning had come much earlier. As a freshman at Saint Lawrence
University, she fainted in class twice. Evaluation led the family to a specialist
at Columbia Presbyterian and, that summer, to a pacemaker. Rod remembers
the car packed for her return to college, a trunk on the roof, and a final medical
appointment that would determine whether she could begin her sophomore
year. She passed that assessment and returned. During our conversation, I
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recall seeing Peggy at a diving competition at the Saint Lawrence pool around
1980, when I was coaching at the University of Vermont. Rod remembers that
period as the end of her competitive diving. Even with the condition, she
completed college and went on to build a productive life.

A pacemaker was already part of the family’s history. Rod’s father had
received one in 1963 and lived productively until 1991, when cancer took his
life. Rod distinguishes his father’s underlying heart problem from Peggy’s;
these were not interchangeable diagnoses. What the experiences shared was
the possibility of meaningful years after a frightening intervention. Peggy’s
life expanded into work, marriage, and plans. Her father remained aware of
her vulnerability, but there was much more to his daughter than the condition
that threatened her.

The Saturday that changed everything

In June 1991, the family gathered for Peggy’s wedding in Portland. The date
conflicted with her younger brother Chris’s final lacrosse tryout for the Empire
State Games. Rod initially treated the wedding as the obligation that settled
the question. Peggy saw a way to preserve both. She urged him to call a coach
who could arrange a flight after the tryout. Chris made the team, reached
Portland, and changed into the tuxedo waiting for him in time for the wedding.
The memory captures Peggy before any account of her illnesses can narrow
her: decisive, resourceful, and determined that someone she loved should not
have to surrender an opportunity.

That October, Rod’s oldest son Mike was doing well early in his career. He
had been working out to lose weight, and Rod remembers a photograph taken
the previous week at one of Chris’s football games. Mike looked good. He
regularly traveled from New Jersey to watch his younger brother play, but on
the morning of October 19 he called to explain that a work deadline to create
an environmental impact study would keep him away. Chris had a game and
then a recruiting visit to Boston College. They expected to talk again over the
weekend. Rod remembers that ordinary exchange as the family’s last
conversation with Mike.

Later, Mike went for a run in his recently purchased new shoes. According to
the account Rod received, he had finished and was taking them off at a park
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bench in Hoboken, NJ when he collapsed. Children nearby saw him, help
arrived, and he still had vital signs when the emergency response began. He
died before reaching the hospital. He was twenty-five. Rod recalls that the
subsequent examination identified an arrhythmia rather than a coronary
blockage. The family had known about Peggy’s heart trouble; they had not
known that this Saturday would end Mike’s life.

Afterward came questions that could not be settled by remembering harder.
Mike had sometimes tired quickly while playing high-school football. Had that
meant something? Had he experienced symptoms without telling anyone? Rod
believes there may have been warnings, but belief after a loss is not evidence
of what Mike knew beforehand. The family arranged an evaluation for Rod’s
youngest son Chris, which Rod remembers as reassuring, and continued
paying attention to his health. For the father, the unanswered questions
remained alongside the facts.

Peggy responded by finding Chris in Boston and helping organize the
arrangements after Mike’s death. Rod remembers her grief as enduring, even
while she was taking charge. His own immediate priority was to Chris, who
had lost an older brother he adored. In the car, Rod allowed himself to scream,
rage, and curse God. Around his son, he tried to maintain enough composure
to be dependable. The steadiness I saw was not the absence of anguish; much
of that anguish was being expressed where others could not see it.

He also stayed busy, drawing strength from the student-athletes whose lives
had become intertwined with his. When I suggest that they became an
extended family, he agrees but adds an important correction: those
relationships existed before the losses. We were not replacements for his
children. The bonds he had already built became a source of support when his
own family was hurting. The coach who had given so much of himself to
others found that some of those connections could help sustain him, too.

The life a new heart gave back

Peggy’s life continued, and with her doctors’ approval she and Chuck became
parents. Rod remembers an uncomplicated pregnancy and delivery, followed
by a frightening event about ten days after their daughter was born. By then
Peggy had an implanted defibrillator. It discharged with such force that, as she
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described it to him, she was knocked to the floor. Hospitalization followed,
and Rod drove up that day. The family was learning to care for a newborn
while confronting another abrupt change in Peggy’s health.

Her doctors told her she needed to stop working. She had been with IBM for
about ten years, and Rod credits the company’s health coverage and disability
benefits with protecting her finances through that transition. When I ask how
different the journey might have been without those benefits, he is
unequivocal: very different, and potentially impossible financially. A career
she had built before the crisis now provided protection when she could no
longer continue it. That protection did not make her well or remove the
family’s worry. It kept financial insecurity from becoming the defining
problem at that point in her illness.

The years that followed were not simply years of incapacity. Peggy drove,
shopped, and remained active. When Rod visited, they often went to the gym
together. He is careful to correct my assumption that the defibrillator meant
she had been unable to drive throughout this period. He remembers only two
occasions when it discharged. These distinctions matter because the medical
milestones alone can make a life appear smaller than it was. Between
emergencies, Peggy was still exercising, raising her daughter, and
participating in ordinary life.

Eventually, her heart deteriorated enough that transplantation became the next
possibility. Rod places the prolonged hospital stay around 2009-2010,
beginning before Ellie entered high school and continuing until the following
June. He remembers approximately ten or eleven months in the hospital, much
of that time waiting. Twice a possible donor heart raised the expectation that
surgery would proceed, and twice the team decided the organ was unsuitable.
On the second occasion, Peggy had already been sedated, expecting to awaken
with a new heart. Rod recalls how deeply the canceled operation affected her
with depression for days afterward.

These were two transplants that did not happen, not two implanted hearts that
failed. When a third donor heart became available, the operation went ahead.
After the long wait, Rod remembers Peggy returning home about a week later.
The contrast was extraordinary: months of suspended plans followed by the
possibility of making plans again. What he treasures most is not a description
of the surgery but his daughter’s return to activity and ambition.
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She returned to running and working out, and completed a master’s degree at
Boston University in what Rod describes as healthcare communications,
through a program combining online study with some trips to Boston. He also
remembers a job offer in hospital communications. Her experience as a patient
had not extinguished her desire to contribute. “Two solid years,” he calls that
period of renewed health. Those years belong fully in her story, not merely
between one diagnosis and the next. Then she began to drag a foot and
stumble, and the family once again found itself asking what was happening.

When the whole family becomes part of the care

The explanation was not immediate. Rod remembers several months of
uncertainty before the diagnosis of ALS. Peggy had a functioning transplanted
heart, yet another illness was progressively limiting what she could do. In his
account, the decline extended over roughly four years, becoming especially
demanding toward the end. Movement, balance, speech, and eventually
swallowing became part of the family’s daily concern. The hope attached to
the transplant had been real, and the good years had been real. Neither
protected them from this new development.

Ellie was by then a student at Boston College. Her first year was overshadowed
by concern for her mother, and when she came home she announced that she
would not return for the next year. She intended to stay and help care for
Peggy. Her parents tried to intervene, but, as Rod remembers it, Ellie regarded
the decision as hers to make. She took some courses locally while remaining
at home. The daughter whose infancy had coincided with one of Peggy’s
cardiac emergencies was now old enough to participate in her mother’s care.

I hear both love and consequence in that decision. Ellie’s education did not
cease to matter because her mother needed her; its timing changed. Her
decision deserves to be understood as her own, not turned into a standard
against which another child’s love should be measured. Rod is also clear about
his position in the story. He can describe the commitment he witnessed, but
Chuck and Ellie lived the daily experience from within the household. Their
father and grandfather’s account cannot tell us everything that experience
demanded of them.
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As Peggy’s needs increased, the details became smaller and the attention more
exacting. Rod remembers therapy for swallowing and particular precautions
around eating and drinking. These were not abstractions about dependency.
They entered the ordinary acts around which a home is organized. Chuck was
there full time, Ellie was helping, and paid assistance added another layer of
support. The ability to remain at home depended on that combination holding
together, not simply on the family’s desire that she stay.

This is where Rod’s athletic-director paychecks enter the story. Having retired
from his role at Fox Lane High School, he had an opportunity to work again
and used the income to help fund Peggy’s in-home care during her final year.
IBM’s earlier protection and the family’s later contribution were different
parts of the same long journey. The first helped absorb the consequences of
losing her ability to work; the second helped sustain a particular care
arrangement. There is no detailed household budget in his account, but the
direction of the commitment is unmistakable. An older parent’s earnings were
helping an adult child, while a young adult was changing her education to help
her mother.

Peggy died in July 2016, at fifty-five. Unlike Mike’s death, hers had become
something he knew was approaching. Knowing gave him time to be present
and to speak to her even after she could no longer answer aloud; it did not turn
the loss into an acceptable conclusion. When I ask whether surviving Mike’s
death helped him face Peggy’s, he says it did. He had discovered a capacity to
endure that he had never wanted to discover. That is a different claim from
saying the second loss hurt less.

The years he would choose again

When I ask what wisdom he would share with another family possibly on the
front end of a similar experience, Rod returns to a story he remembers reading
in a Tim Russert book. Its question is painful but clarifying: knowing that a
beloved child would live only a limited number of years, would a parent still
choose those years together? Rod does not offer the question as a reason to
stop grieving. It helped him find a way to value what he had been given
without allowing the ending to become the whole account of the relationship.
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“I only got Mike for twenty-five years, and I would take that deal today,” he
tells me. He says the same about Peggy and the fifty-five years he had with
her. There is no suggestion that either life was long enough. What he refuses
to surrender is the value of having been their father. He has shared that
perspective with others, including former students who later told him it helped.
The man who once guided them through athletic challenges has continued
finding ways to be useful when their problems no longer have anything to do
with sport.

Rod’s own health has also required endurance. He recalls prostate surgery
followed by decades of health before a recurrence, and a hospitalization during
which he was critically ill with septic shock. It is while telling me about that
hospitalization that he shares an experience he has rarely, if ever, described.
During that period of critical illness and heavy medication, he remembers
cushions falling away and finding himself near an old barn in tall yellow grass.
In his recollection, Peggy and Mike emerge. Peggy tells him he is not supposed
to be there yet; Mike tells him to go back. I hear this as a deeply personal
experience during his illness, not as something I can explain on his behalf.

I remember trying to speak with him while he was in the hospital, and our
concern that he might require permanent dialysis. He recalls being willing to
accept that prospect if it meant being alive. He ultimately avoided permanent
dialysis, and he now describes each day as an additional gift. His satisfaction
does not depend on having escaped illness or bereavement. He still has things
he wants to do, people who matter to him, and the ability to participate in a
life he values.

He has also turned his attention to what he will leave for Chris to manage. Rod
says he has prepared instructions for when he dies and takes comfort in having
addressed what he can. The details of those arrangements are not part of our
conversation, but his intention is clear. After living through the uncertainty
surrounding other people’s illnesses and deaths, he wants to leave less
uncertainty behind his own. He cannot spare his son the loss of a father.
Preparation is one form of care still available to him.

Rod’s story brings me back to the distinction with which he began. He was not
the primary caregiver, but he never stopped being a father. Sometimes that
meant a drive, a paycheck, or keeping himself steady for a child who needed
him. Later it meant allowing grief and gratitude to exist together. For me, that
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is what remains most compelling: he would not choose the suffering again, but
he would choose Mike and Peggy, and the years of being their father, without
hesitation.

Rod’s story begins with a paycheck and ends with the years he would choose
again. Between those points, care draws on employer benefits, a spouse’s
presence, a daughter’s time, and an older father’s earnings. The national
figures that follow describe the scale of those contributions. They cannot
measure what being present meant to this family.

The Largest Workforce That Does Not Appear on a
Payroll

The Great Wealth Transfer is usually drawn with an arrow pointing
downward. Assets accumulated by older households eventually move toward
spouses, children, grandchildren, charities, businesses, or government. Inside
millions of families, another transfer begins much earlier, and its arrow points
in the opposite direction. Time, labor, travel, money, and career flexibility
move upward toward an aging parent or sideways toward a spouse.

AARP and the National Alliance for Caregiving estimated in 2025 that
approximately sixty-three million Americans provide ongoing care. Many
caregivers are also employed, and one in five describes personal health as fair
or poor. A 2026 AARP valuation focused on adult care estimated that fifty-
nine million caregivers provided 49.5 billion hours of unpaid assistance in
2024, carrying an economic value of approximately $1.01 trillion.

The purpose of assigning economic value is not to turn love into an invoice. It
is to make invisible infrastructure visible. If family caregivers stopped for one
week, hospitals, nursing facilities, home-care agencies, employers, and public
programs could not replace the lost capacity. The system functions partly
because families perform work that is never billed and frequently never
named.

The Career Cost Accumulates in Small Decisions

Caregiving rarely damages a career through one dramatic resignation. The cost
accumulates through hundreds of decisions that appear individually
manageable. An employee arrives late after an appointment, leaves early when
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a parent falls, declines travel, turns down a promotion that requires relocation,
uses vacation for hospital time, or moves from full-time to part-time work.

The immediate paycheck may change only slightly. The lifetime consequences
can be much larger. Lost hours reduce retirement contributions and employer
matching. Lower earnings reduce future Social Security benefits. A declined
promotion removes years of compounding compensation. A career exit during
the most productive decade of work can permanently alter financial security.

Government Accountability Office research has found that caregiving can
affect employment, retirement assets, and Social Security income, particularly
for some spousal caregivers approaching retirement. The burden is also
unequal. Women continue to provide a disproportionate share of hands-on and
coordinating care, and lower-income families have less ability to purchase
replacement help. The households least likely to receive a large inheritance
may also be the households most likely to sacrifice earnings while providing
care.

The Caregiver Has a Health Trajectory Too

A care plan that protects the older adult while consuming the caregiver is not
sustainable. Caregivers report more frequent mental distress and depression
and unfavorable outcomes across multiple measures of physical health. Sleep
is interrupted. Exercise and medical appointments are postponed. Lifting,
transferring, and vigilance create physical strain. Marriages and friendships
contract around the demands of care.

The danger is greatest when responsibility is open-ended and the caregiver
believes asking for help represents failure. A spouse may conceal exhaustion
to protect the ill partner. An adult child may continue because no one else
appears available. The family normalizes a level of burden that would be
considered unsafe in a professional workplace.

Caregiver health should therefore be measured as part of the older adult's care
plan. The family should ask whether the caregiver is sleeping, working,
exercising, receiving medical care, and able to leave the home. Respite is not
a luxury added after every other need is met. It is maintenance of the human
infrastructure on which the system depends.
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When care reaches the next generation

Ellie’s choice belongs to her own family, but it points toward a wider question.
How does an education continue when someone at home needs care? A
published account of Isabella Myricle Robinson describes a teenager caring
for her mother after breast-cancer surgery, missing school, and giving up
activities that had mattered to her. It is a published account, not an interview I
conducted for this book. It should not be conflated with Ellie’s circumstances
or used to suggest that every young caregiver experiences the same
consequences.

The studies use different age ranges and definitions, so their estimates should
not be stacked as though they count separate populations. Their importance
lies in the effects they reveal on attendance, learning, emotional well-being,
and future opportunity. The more detailed evidence and policy examples that
follow should be read with those measurement limits in mind.

Recognition should lead to assistance rather than punishment. A child helping
a sick parent is not a problem to be blamed for the household’s lack of support.
Schools, care organizations, and employers can ask who is doing the work and
what that work is displacing. The objective is not to turn affection into an
obligation that no young person can refuse. It is to keep necessary care from
quietly consuming the future of the person providing it.

When the Caregiving Burden Reaches the Children

The phrase sandwich generation usually describes a middle-aged adult
compressed between children who still require support and parents whose
needs are steadily increasing. Embedded within the phrase is an assumption
that the younger generation stands on one side of the sandwich principally
because it is receiving care. In millions of American households, that
assumption is incomplete. Some children are not simply waiting at home while
an adult cares for an aging parent, a disabled spouse, or another medically
fragile relative. The children themselves have become part of the caregiving
system.

This represents a further extension of the reverse transfer described throughout
this analysis. Caregiving responsibility no longer moves only from an aging
parent toward an adult son or daughter. It can continue moving downward until
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it reaches a teenager, a grandchild, or even a middle-school student whose life
should still be organized around education, friendships, physical development,
exploration, and the gradual preparation for adulthood. Instead, that young
person may be learning how to manage medications, clean surgical wounds,
monitor blood pressure, complete insurance paperwork, arrange
transportation, or decide whether a relative’s symptoms are serious enough to
require emergency care. The Government Accountability Office concluded in
2025 that available research places the number of caregiving minors
somewhere between three million and five million, while also acknowledging
that the United States does not possess national data systems capable of
counting them accurately.2

The article that brought this issue into focus introduces the hidden population
through Isabella Myricle Robinson, who began caring for her mother at
fourteen after breast-cancer surgery. While many classmates were navigating
the ordinary uncertainties of early high school, Isabella was emptying a
postoperative drainage tube, changing bandages, helping her mother bathe,
sorting medications, cleaning the bathroom to reduce infection risk, and
accompanying her mother to medical appointments. After the cancer spread to
her mother’s brain, Isabella assumed still more responsibility for surgical
wounds, fall prevention, medical forms, and appointment scheduling.

The price appeared most visibly at school. Isabella missed twelve days during
her freshman year, thirty-eight during her sophomore year, and seventeen
during the first semester of her junior year. She eventually left the majorette
team because evening rehearsals and games would have left her mother alone
for too long. Then her father suffered cardiac arrest and returned home wearing
a medical vest capable of shocking his heart if it developed a dangerous
rhythm. Isabella had another condition, another set of instructions, and another
piece of medical equipment to understand. She was not merely balancing
school with family chores. She was balancing adolescence with the survival
of two parents.

Isabella is not an isolated example. Thirteen-year-old Kristen Quiroga Rivera
bathed her mother, checked her blood pressure morning and night, helped
determine whether an additional pill was necessary, and disinfected and
wrapped the wounds on her mother’s partially amputated feet. Fourteen-year-
old Zion Zebedee Hedgepeth monitored the safety and health of a grandmother
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who had suffered five strokes and three heart attacks, accompanied her to
appointments, and worried about what would happen to him if she were
hospitalized. The adults in these stories did not necessarily want the children
to assume these responsibilities. The role reversal emerged not from
indifference or exploitation, but from illness, poverty, limited alternatives, and
the absence of sufficient adult caregiving capacity.

The overlap between the duties assigned to these children and the duties
performed by professional home-health aides is striking. The Bureau of Labor
Statistics describes professional aides assisting with bathing and dressing,
organizing appointments, arranging transportation, checking vital signs,
helping administer medications, changing bandages, following infection-
control procedures, and sometimes working with medical equipment. Those
workers ordinarily receive at least some training, and home-health aides
providing medical assistance are generally supervised by nurses or other
practitioners. Yet some children are performing many of the same tasks with
minimal instruction, no formal supervision, no scheduled relief, and no clear
place to call when something goes wrong.

The problem is not that children help their families. Contributing to family life
can teach responsibility, empathy, competence, patience, and a sense of
purpose. Some caregiving youth describe pride in what they can do and a
stronger sense of connection to the people they love. The threshold is crossed
when the responsibility becomes medically complex, continuous, involuntary,
or developmentally displacing—when the child becomes the primary or only
available caregiver, when no trained adult backup exists, or when school,
sleep, friendships, health, and ordinary childhood begin disappearing around
the caregiving role.1,2

The moral failure is not that families care for one another. The failure occurs
when families are left with so little support that love becomes the financing
mechanism for care the formal system did not provide.

Rod Mergardt’s story resists the temptation to reduce caregiving to a ledger of
sacrifice. The costs were real. Work changed. Money moved. A young
granddaughter grew up beside illness. A father experienced the loss of two
children through entirely different paths. Yet Rod refuses to define those years
only by what was taken. He measures them by the life that was still available
inside them.
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That does not mean every family should accept every burden or imitate every
decision. It means that care cannot be evaluated only by whether medicine
produces the ending everyone hoped for. Some of the most consequential
returns are the time made possible, the dignity protected, the relationships
preserved, and the knowledge that a family did not allow a difficult disease to
erase the value of the person living with it.

How a Health Event Becomes a Family Financial Event

Parent needs help; a health change becomes a family decision.

2 TIME Family supplies appointments, meals, supervision and coordination.

3 WORK Caregivers may reduce hours, miss work or slow retirement saving.

4 ASSETS Paid help, housing changes and medical needs consume liquidity.

I<_I<_

5 FAMILY Estate expectations, fairness and sibling dynamics may change too.

Exhibit 18a. From a health event to a family financial event

Original author pathway restored from the September 25 manuscript. This is a conceptual sequence,
not a measured probability or a prediction for a household. [M1]

The arrows connect possible changes in need, time, work, assets, and relationships. The table
below identifies practical consequences to discuss.
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Exhibit 18. How a health event reaches the family’s finances

Change Potential consequence to discuss

[llness or injury Treatment and practical support needs change.

More help required A relative may alter hours, travel, work, or
education.

Recurring care cost Savings or income may need a different purpose.

Longer duration than expected Retirement, housing, and inheritance

assumptions may need review.

Author explanatory framework; not a validated score or a prediction for a household. [M1]

The pathway is possible, not inevitable. Making tradeoffs explicit is more useful than silently assigning
them.

What this story asks us to notice

Do not judge love or preparation only by whether the illness ends well.
Shared responsibility includes people outside the primary caregiving
household, and younger lives deserve protection too.

The people and the turning points

Rod is Mike’s and Peggy’s father. Chuck is Peggy’s husband; Ellie is their
daughter. Rod distinguishes his own support from the daily caregiving Chuck
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and Ellie provided. His son Chris and longstanding relationships also belong
to the family’s wider story. (mi;

When Turning point

1991 Mike dies suddenly at twenty-five, in the
account Rod recounts.

Peggy’s adult life Employer benefits help protect her after health
changes make continued work impossible.

Around 2009-2010, as recalled A prolonged wait is followed by heart
transplantation and meaningful renewed activity.

The final years ALS creates another care journey; Chuck, Ellie,
paid help, and Rod’s earnings support care at
home.

July 2016 Peggy dies at fifty-five. Rod continues to value
the years without treating their ending as
acceptable.

What helped—and what another family should not
assume

Employer protection, family presence, paid assistance, and an older father’s

earnings mattered in different periods. Those circumstances are not available
equally to all families.

Rod could not prevent illness, but his earnings helped change where and with
whom Peggy lived during her final year. Existing relationships also sustained
him through loss.

Ellie’s decision to change the timing of college was her own. It should not
become a test of what another young person owes a family. pv1]
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A manageable next step

Key takeaways and lessons learned

* Rod remained a father and a source of support without being Peggy’s primary
caregiver. Different contributions can carry real weight.

* Care and treatment helped preserve meaningful years even when they could not
change the ending. The ending does not erase those years.

* Employer benefits, earnings, practical help, and close relationships shaped this
family’s options; another household may have different resources.

* Make sacrifices discussable before they consume someone’s future. Grief,
gratitude, and the need for support can remain together.

What to notice. Different forms of help can preserve meaningful life without
changing the ending.
One conversation. Which contribution would help without quietly consuming

another person’s future?

One action. Make one contribution explicit and one source of support
available.

Companion tool: T11 — Making Contributions and Expenses Visible. See the appendix for the tool
finder.
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Who Carries the Work?

John Regan’s family, the care workforce, and Tugboat bring the same
question into focus: who will remember, arrange, provide, and sustain the
help that is needed?

Chapter 7 - The Inheritance No One Had Named
Chapter 8 - Who Will Show Up?

Chapter 9 - When the Caregiver Needs a Tugboat
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PART Il — WHO CARRIES THE WORK?

CHAPTER 7

The Inheritance No One Had
Named

Who inherits the work when the person who knows everything is
gone?
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Source trail for this chapter. [M1] [J1]

John’s story begins where the next generation discovers that responsibility can
change hands faster than the knowledge needed to carry it.

The questions he wished he had asked sooner

By the time John Regan was trying to obtain the password to his mother’s
phone, speaking had become difficult for her. There were other questions
waiting behind that one. How did she access the bank account? Which bills
required attention? What else had she been handling that nobody had thought
to ask about while she was well enough to explain it? He had returned from
Japan because she was critically ill. Now, while trying to be present for the
end of her life, he was also trying to recover the instructions for the life she
had been holding together.

He had spent much of his career making complicated information useful. He
understood computer systems, organizational demands, and the consequences
of leaving important work dependent on knowledge that only one person
possessed. Yet in his own family, much of that knowledge resided in his
mother. He knew she was capable. He knew she was generous. He had not
understood how many separate arrangements relied on her continuing to
answer the telephone.

This is the part of John’s story that reaches beyond any single diagnosis. A
family can lose someone it loves and, at the same moment, lose the person
who knows how everything works. The practical loss does not wait for the
emotional one to become bearable. Bills continue arriving. Other relatives still
need assistance. A son who wants time with his dying mother finds himself
asking for account information because there may not be another opportunity.

John tells me that he obtained much of the major information. He also tells me
that sorting through everything would take years. His mother died on June 12,
2018. The work she had been doing for his father and her two sisters did not
end with her death. It changed hands. What began as helping his mother
through her final illness became overlapping responsibility for three more
people, each with a different history, a different temperament, and an
increasingly demanding set of needs.
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There was no formal moment when someone handed John a complete
description of the job. He stepped toward the people who needed him. Only
later could he see how much of his own life had stepped with him.

The woman before the last iliness

To understand that transfer, it is important to meet his mother before the
hospital. In John’s memory, she is strong, athletic, and recognizable around
town for reasons that have nothing to do with being a patient. She captained a
women’s softball team. Years later, people still stop him in the supermarket to
talk about her and those playing days. She also volunteered with the Cancer
Society in Rockland County. John adds that she was very active in local
politics, with her contributions recognized by a plaque at the town golf course.
She was also selected as Grand Marshal of the local St. Patrick’s Day parade.
The woman whose practical knowledge held a family together had made a
place for herself in the life of her community, too.

Around 2010, colon cancer interrupted that life. She pursued aggressive
treatment at Sloan Kettering, including surgery, and John remembers
approximately seven years of remission afterward. He and his father helped
coordinate appointments and other needs. John was also working and raising
two young children. Looking backward from the much heavier responsibilities
that followed, he describes this earlier period as relatively light touch. That
does not mean it was insignificant. It means he had not yet encountered the
intensity by which he would later measure it.

His mother drew her own conclusion from the first experience of treatment.
As John later understood it, she intended to live the years available to her as
fully as she could, but she did not want another aggressive course if the cancer
returned. He had not fully understood that decision while there was still time
to discuss it without the pressure of an immediate crisis. He remembers her
minimizing how poorly she felt before a long business trip he had planned to
India and Japan. She wished him a good trip. After he reached Japan, the call
came.

He flew home the next day. Doctors had found advanced cancer, and the
family’s sense of time changed. John took approximately a month away from
work, at the most critical stretch of a three-year technology project. The
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professional responsibility had not become less important; his mother’s
condition had made his presence with her more urgent. Hospital care gave way
to hospice. He speaks with deep gratitude about the people who helped them
through those weeks, calling them angels. He also admits to feelings that are
harder to make orderly. Part of him was angry that his mother did not want to
pursue more treatment. Another part understood that loving her meant
recognizing that the decision was hers.

I do not hear in that account a simple failure of communication with a simple
remedy. His mother had already endured one demanding treatment experience.
John wanted more time with her. Those were not frivolous preferences on
either side. What remains painful is that they were trying to understand their
different positions when time had become scarce. His regret about symptoms
he wishes he had recognized does not establish that he could have changed the
medical outcome. It does establish why he now urges families to begin
difficult conversations before they are forced to have them all at once.

Near the end, his mother looked at his father and said, “Your life is about to
change.” When I ask John about those words, he corrects an important detail.
She was speaking directly to his father. John, present in the room, came to
understand the words as applying to him as well. They were not a formal
assignment of responsibility. They were a sentence whose meaning would
keep expanding after she was gone.

The help that had been hiding in plain sight

John’s father had been the household’s principal earner. His mother managed
much of the rest, including the finances. Her assistance extended to her sisters,
Mary and Ann. Both women had built substantial professional lives. Mary had
worked for Chase for decades. Ann had been a manager at IBM, a career John
remembers with particular pride. Their dependence on his mother did not fit a
simple picture of people who had never been capable of managing anything
for themselves.

That is precisely why it was easy to underestimate. A person can remain
accomplished, opinionated, and outwardly independent while relying on
someone else for the arrangements that keep daily life functioning. John
describes his mother helping direct the people who came to provide assistance.
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Even paid help could depend on a family member’s phone call to reach the
right place and understand what needed doing. Someone was supplying the
coordination between the services. Until that person was no longer there, the
coordination could look like part of the background.

After the funeral, John began filling those spaces. In the early years, the work
often concerned housing, bills, accounts, and the logistics of moving into
smaller places better suited to what his relatives could manage. His father and
his aunts needed different kinds of attention, but the requests were converging
on the same person. The work became more clinical as their conditions
changed. Ann developed dementia. Mary developed lung cancer. His father
faced major heart surgery, a broken hip, spinal problems, and later repeated
falls. These were overlapping demands, not three separate assignments that
politely waited for one another to finish.

John’s first response was to do as much as he could himself. Grief supplied
energy. He wanted the people he loved to be comfortable, protected, and
spared every unnecessary effort. In both our conversation and his public
interview, he calls that impulse a “hero complex.” He does not use the phrase
proudly. Looking back, he wishes he had devoted more attention to helping
his relatives retain the confidence and ability to do what they still could.

The distinction is delicate. His willingness to help did not cause their illnesses,
and a person living with dementia or physical frailty cannot simply be
encouraged into independence. What John is reconsidering is his definition of
assistance. Doing everything for someone can feel generous in the moment.
Helping that person remain involved may take more patience, more
explanation, and a willingness to let a task proceed differently than he would
have done it himself. Care has to respond to actual ability without treating
every remaining ability as irrelevant.

One family, different capacities

When John describes himself as a sole caregiver, the phrase needs explanation.
Paid aides and healthcare professionals are present throughout his account.
Relatives help, too. He is describing the concentration of ongoing family
responsibility: the person expected to remember, arrange, follow through, and
respond when an arrangement stops working. Assistance can be plentiful in
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one part of the day while overall responsibility still rests heavily on one set of
shoulders.

Mary and Ann had seven nieces and nephews, including John, each with a
different life and different availability. A cousin living farther away
contributed despite professional and family demands of his own. John’s
brother also helped with their father, although coordinating that help was not
always straightforward. Much of the continuing responsibility remained with
John. He describes that balance from his own position; other relatives have not
told me their accounts. The lesson is not to measure affection by identical
contributions. It is to make those contributions clear and dependable enough
that the person coordinating care can make plans, too.

Geography added its own demands. His father and his aunts lived in Rockland,
on the same side of the river. John estimated the drive across the Tappan Zee
Bridge to his aunts’ shared apartment at about half an hour. A phone call could
become a trip, and a trip could reveal more work than the phone call had
described. Being near one another did not make the two households’ needs
arrive at different times. While he was resolving a problem for his father,
something at his aunts’ apartment could still require attention. Proximity made
helping possible. It did not make him capable of being in both places.

John offers an illustration of the different clocks by which caregiving is
experienced. A relative may have been waiting for five hours and
understandably feel that no one has come. During most of those same hours,
the caregiver may have been making calls, arranging services, and resolving
problems on that person’s behalf. The waiting is real. So is the work. Only one
of them is visible when the caregiver finally walks through the door.

The family therefore needs more than a list of good intentions. It needs some
way of making the work visible, identifying who will do it, and recognizing
when an arrangement has exceeded someone’s capacity. John did not begin
with that system. He was discovering the need for it while already doing the
work.

Mimi and the business that outlived her

Mary was John’s godmother. Everyone in the family called her Mimi. She had
never married, and her professional discipline was part of her identity. John
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remembers her as an accountant who liked things properly handled and kept
financial matters private, sometimes even from the sister with whom she
shared a home. Her reserve was not merely an inconvenience that arrived with
age. It was part of the person she had long been.

Lung cancer brought another layer of care into that relationship. John says she
had never smoked. Her illness meant that he was supporting a dying aunt while
other relatives continued needing him, and he recalls acute periods when
caregiving occupied whole weeks. The demands did not arrive as a separate
chapter of life in which everything else could be put aside. His attention had
to move among people even when one person’s needs felt large enough to
occupy all of it.

One family story preserves that personality better than any description of her
accounts. Mary was a notary. On an occasion when she needed to notarize
something for John’s mother, she asked to see her sister’s driver’s license. His
mother could hardly believe the request. Mary knew perfectly well who was
standing in front of her, but knowing her sister and following the procedure
were different matters. John tells the story with affection. The very precision
that could exasperate someone close to her was also something he admired.

That affection matters when we consider the financial conversations that did
not happen early enough. It would be easy to write Mimi as a stubborn obstacle
to efficient planning. John resists that interpretation. People have personalities,
he tells me. The work is to understand how to move forward with this
particular person, not to assume that advancing age has erased every
preference she is entitled to hold. Privacy does not become meaningless
because someone else can identify an administrative benefit in opening every
drawer.

At the same time, the consequences of incomplete conversations remained.
Before Mimi died, John obtained information and keys associated with a bank
safe-deposit box. He also discovered physical IBM stock certificates. Other
accounts and unfinished business continued emerging afterward. Mary died of
lung cancer on March 18, 2025. When John and I spoke eighteen months later,
he expected to spend part of that very evening attending to more of the
administration she had left behind.
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There is no audited inventory in his account, and I cannot say that every later
task could have been eliminated by better planning. Some work follows a
death even when documents are well organized. But John’s experience
illustrates how difficult it is to administer what has never been made fully
visible. A successful career does not automatically produce a manageable
financial handoff. The person who understands each account can still leave
another person needing to discover how the accounts fit together.

He also recognizes his own part in postponing those conversations. Time with
a loved one is limited. Bringing up difficult subjects can seem like spending
that time badly. It is easier to talk, laugh, and leave an awkward question for
another visit. John does not want every visit turned into an audit. His lesson is
smaller and more useful: make room for one meaningful step while there is
still someone available to answer. Later, an unanswered question may demand
far more time without producing a better answer.

Ann, a familiar greeting, and an uncertain horizon

Ann’s loss has unfolded differently. John remembers her as perhaps the most
communicative person in the family: bright, articulate, and accustomed to
engaging with other people. Her work at IBM belongs to that earlier picture.
Dementia has made sustained conversation difficult. She can greet him with
“Hi, John,” and respond briefly, but the exchanges he once took for granted
have become hard to recover.

While working through family paperwork, he found his grandparents’
obituaries. A few weeks before our interview, he brought that history to Ann,
hoping it might open a conversation. She could not engage with it in the way
he had hoped. The documents had preserved information that he wanted to
share, but possessing the information did not restore the familiar conversation.
For a nephew who remembers how readily his aunt once spoke, the distance
between those two things is painful.

Yet John does not describe her life only through what has diminished. He
speaks warmly about her live-in caregiver and the comfort that relationship
provides. He says Ann laughs and appears happy. Her care is continuous, and
she remains in an apartment he regards as a good setting for her. The
conversation he misses and the enjoyment she still experiences can both be
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true. We lose something important when a dementia story leaves room for only
one of them.

The resources supporting that arrangement are another part of his
responsibility. John estimates the combined cost of Ann’s apartment and live-
in care at approximately $15,000 a month. It is a recollected household figure,
not a standard price for a live-in aide. He says money that had belonged to
Mary now helps sustain Ann’s life. He is managing the financial side while
trying to judge how long the arrangement can continue.

When I ask about that horizon, John’s answers move between worry and hope.
He describes resources that might support the present arrangement for only a
few more years, then hopes the investments can sustain it longer. Those are
not the same forecast, and neither supplies a dependable ending date for the
care or the money. What the exchange reveals is the pressure of having to plan
with one side of the equation unresolved. The bills can be reasonably visible
while the duration remains uncertain.

John wishes the sisters had been more willing to discuss their finances and the
planning he proposed. He also knows they wanted to leave something to their
nieces and nephews. Those wishes belong in the story, but they do not turn
Ann’s present care into money wasted. The funds are purchasing safety,
company, and a life in familiar surroundings. The stewardship problem is how
to support that life responsibly while understanding the remaining choices—
not how to preserve an inheritance at the expense of the person whose needs
come first.

His father’s willingness to change

His father provides a useful counterpoint. After losing his wife, he had much
to learn about the household she had managed. John initially devoted a large
share of his attention to helping him. Yet when changes needed making, his
father was generally receptive. He accepted a move from the house into an
apartment. He let John help organize the bills and address the financial
arrangements. John returns to that willingness with gratitude.

It is an easily overlooked contribution. We usually count care in the hours
provided by a relative or the services purchased from an agency. We are less
likely to count the cooperation of the person receiving it. Being willing to

126



PART Il | WHO CARRIES THE WORK?

discuss an account, consider a move, or accept assistance does not require a
parent to surrender a voice. It can make it possible for a family to act before
its choices narrow further. His father did not need to become a financial expert
to help John help him.

The financial contrast between the households is striking. John says the sale
of his father’s house and the resolution of debts left a relatively modest pool
of assets, on the order of a few hundred thousand dollars. He credits early trust
planning with helping preserve options. Before the current nursing-home
transition, he remembers his father living on roughly $2,100 a month in Social
Security and even setting a small amount aside. These are his recollections of
the arrangements, not figures drawn from an independently reviewed budget.

By our September interview, John reported that his father had obtained
Medicaid coverage and was living in a nursing home, with the long-term
acceptance arrangements still being completed. He understood that income
would continue contributing toward the cost. He was relieved about the setting
they had found. That is a significant change from a story centered entirely on
trying to maintain his father at home.

His account should not become a planning formula for other families to copy.
I have not reviewed the trust, transfer dates, eligibility determination, or
account records. Those details require an adviser who understands the family’s
circumstances and the applicable rules. What John’s experience does support
is the value he places on beginning the conversation while there is time to
understand the choices and make a lawful plan.

His father’s cooperation did not prevent illness. It reduced one source of
resistance within the work illness made necessary. That is a smaller promise
than a perfect landing, but it is not a small contribution.

When the home arrangement no longer held

The decision to move into nursing-home care followed repeated falls. John
described three within about two months. His father had an aide for eight hours
a day, but on one occasion she arrived to find him face down on the floor. The
existence of help during part of the day had not made the rest of the day safe
enough. John felt they had reached a point at which continuing the same
arrangement was no longer defensible.
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The conversation was difficult. His father had valued the apartment and the
life he had made there. John needed him to understand that the pattern had
changed the decision. In John’s telling, his father eventually accepted that a
transition was needed. The move was not an uncomplicated victory, and three
falls is not a clinical rule every family should wait to reach. It was the point
this family identified after the arrangement they had been trying repeatedly
failed to protect him.

What stands out to me is how much was already in place. There had been
professional assistance. There had been medical care. There was a son paying
close attention. The question was not whether someone loved him enough. It
was whether the setting and coverage matched the needs he now had. A plan
can once have been reasonable and still require revision. Holding on to it after
circumstances change is not the same thing as honoring the person it was
intended to serve.

We will encounter a related difficulty in Mark Williams’s account of caring
for his mother: repeated falls forced a family with exceptional medical access
to confront the limits of watchfulness. His mother’s circumstances and
treatment decisions were different. The connection is the responsibility to
reconsider an arrangement when function and risk change, rather than
allowing the existence of a plan to become evidence that the plan still works.

The twenty-hour week that follows him home

With his father and Ann receiving substantial paid care, John still estimates
approximately twenty hours a week of his own caregiving work. He offers that
as a description of the present period, not an average for every year since 2018.
During acute episodes, the demands could occupy whole weeks. Institutional
care and a live-in caregiver changed his tasks. They did not remove the
family’s need for someone to coordinate, make decisions, and remain
involved.

John credits flexibility in his professional life with making some of this
possible. He could shift work into nights and weekends or use leave when a
relative’s needs became urgent. He regards that flexibility as good fortune, not
an absence of competing responsibilities. Time away from work was not
always time to rest; a week that might otherwise have been vacation could
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become a week of caregiving. A calendar could be rearranged more readily
than the total amount of work could be reduced.

Even that flexibility did not make the competing claims disappear. When John
talks about his children, he is careful. He says he did not miss many of their
important activities. What troubles him is something harder to record on a
calendar. He wonders whether they experienced him as physically present but
mentally occupied with the next call or the next problem. His children have
not given me their perspective, so I cannot put that judgment in their mouths.
What he gives me is a father’s concern about the cost of divided attention.

I recognize in that concern a different dimension of the family burden. The
person receiving care is not the only person who needs the caregiver. A son
caring for his father may also be a father whose children want more than his
attendance. Thornton Kirby describes the same competition among
meaningful relationships in his account of life with Sarah. John’s story adds a
particularly difficult measurement problem: some of the cost is paid in
attention that has been diverted, not in hours that have plainly been missed.

He has also found reasons to keep going that do not depend on completing
every task. In his public interview, he describes arriving to a smile, getting
past the immediate problem, and hearing a familiar story about a Thanksgiving
dinner or a summer picnic. The account is not all administration and loss.
There are still relationships within the work, and moments when the person he
came to help is simply glad to see him.

By the time we finish our second conversation, John has become much more
precise about what he would tell another family. Begin something today. Have
one of the conversations that has been waiting. Make one record easier to find.
Help a relative learn one thing while learning is still possible. The aim is not
to fill every visit with anxious preparation. It is to stop requiring the next
emergency to supply the motivation for every change.

His mother’s words have remained with him, but their meaning has widened.
The change was not only that his father would have to live without his wife. It
was that the family’s care, knowledge, finances, and relationships would have
to function without the person who had quietly connected them. John inherited
more than a set of tasks. He inherited responsibility for making the connections
continue.
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That responsibility eventually led him to build something he hoped other
caregivers could use. But that is a second story. This one does not end with a
company replacing the demands of being a son and a nephew. It ends with a
man who still has calls to make, an aunt’s affairs to administer, people to visit,
and children whose lives continue moving forward. Reducing the burden
means leaving more room for all of them, including him.

John’s family makes the supply question concrete: organizing help is
necessary, but the plan still depends on people who can arrive and do the work.
The next chapter turns from one household’s responsibilities to the workforce
on which many households depend.

The invisible inheritance
A family can transfer accounts and property while failing to transfer the
household knowledge required to keep people safe and daily life functioning.

The people and the turning points

John’s mother coordinated much of the household and helped her sisters
Mary—called Mimi by the family—and Ann. After her death, responsibility
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overlapped for John’s father and both aunts. Relatives, paid aides, and
professionals also provided help. (mi;

When Turning point

Around 2010 His mother’s cancer treatment is followed by
years of remission, in John’s recollection.

June 12,2018 His mother dies; the practical work she carried
changes hands.

The following years Housing, bills, health changes, and increasingly
demanding care for three relatives overlap.

At the interviews John is still learning how to preserve
participation and share the work; Tugboat
develops from that experience.

What helped—and what another family should not
assume

John brought technology experience, determination, some family assistance,
and paid help. His relatives had different financial circumstances; several
services still relied on him to coordinate them.

Cooperation from his father and help with particular responsibilities could
reduce friction. Learning to transfer knowledge earlier offers a practical lesson
beyond any one family’s finances.

The account is John’s perspective. It is not an independent assessment of other
relatives’ motives, an audit of household budgets, or proof of the effectiveness
of a platform. 1] p1j
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A manageable next step

Key takeaways and lessons learned

* A family can inherit another person’s work and knowledge before it locates a
will. Those responsibilities do not wait for grief to pass.

* Paid assistance can coexist with one relative carrying most of the remembering,
arranging, and follow-through. Make that work visible.

* Helping does not always mean taking over. Preserve the person’s participation
where it remains possible and appropriate.

* Prepare an authorized knowledge handoff while explanations are still possible,
and find out whether someone else can actually use the information.

What to notice. Responsibility transfers with or without a complete
explanation.

One conversation. What does one person know that the next person would
need?

One action. Rehearse finding one record through an authorized process.

Companion tool: T19 — The Household Knowledge Handoff. See the appendix for the tool finder.
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PART Il — WHO CARRIES THE WORK?

CHAPTER 8
Who Will Show Up?

Can the people the plan assumes actually be there?
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The work behind the word help

A schedule can make a household look supported until the person who
maintains it becomes unavailable. The paid worker may know one part of the
day, the relative another, and the clinical team the next appointment. Someone
still has to hold the whole arrangement together. In John’s account, that
continuing responsibility is what makes several separate services feel like one
very large assignment.

National caregiver counts describe how widely families contribute. They
cannot reveal whether the person answering the telephone has slept, whether
the next aide will arrive, or whether a student has quietly changed the timing
of college. Those consequences are the reason to make the work visible.
Counting should lead to better support, not simply a more impressive estimate
of how much unpaid effort a country receives. (mi] [C1]

The work that keeps the arrangement standing

Rod’s paycheck and Ellie’s changed college schedule describe contributions
that do not fit neatly inside a medical bill. John’s telephone calls describe work
that does not stop when an aide arrives. These are different assignments, but
each becomes part of the capacity a household relies on.

An inheritance may someday move down through a family. Caregiving can
move time, money, and opportunity in several directions long before that. The
point is not to put a price on love. It is to notice what the arrangement is using
before one person’s contribution becomes impossible to continue.

The Employer Case Is a Capacity Case

Employers already pay for caregiving through absence, schedule disruption,
presenteeism, turnover, delayed advancement, and the loss of experienced
people. The relevant comparison is not whether a caregiver benefit costs
money. It is whether navigation, flexibility, predictable leave, remote work
where feasible, backup care, or manager training preserves more productive
capacity than the intervention costs.
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A caregiving policy should not require an employee to disclose every intimate
detail or to prove moral worthiness. It should recognize that responsibilities
can involve a spouse, parent, adult child, sibling, relative, or close friend.
Managers need enough training to distinguish flexibility from favoritism and
support from punishment. The employee still has performance responsibilities,
but the organization benefits when those responsibilities can be met without
forcing an experienced person into an unnecessary exit.

A request for help at work becomes clearer when the employee can describe
the actual need: time for appointments, a predictable shift, a period of leave,
or flexibility during a transition. The employer must explain what is available;
the family must not assume a generous policy applies until the terms are
known. Rod’s account shows how consequential that protection can be without
making one employer’s response universal.

Distance changes the assignment

A relative can do substantial work from elsewhere—researching services,
organizing records, arranging repairs, or handling agreed financial tasks. That
contribution is not the same as being the person who can reach the house
tonight. Name the difference without turning it into a contest over who cares
most. Each task needs an owner who can actually perform it.

Exhibit 19. Family caregiving: three measures, not one axis

Measure Source-carried scale marker ~ How to read it

People About 59 million adult-care Distinct from the broader 63-
caregivers million caregiver population.

Time 49.5 billion hours in 2024 Hours of unpaid assistance, not

paid employment.

Estimated economic value Approximately $1.01 trillion An assigned valuation, not
wages paid or a bill received.

AARP 2026 valuation cited in the supplied manuscript. Different units and scopes; not additive. Full
valuation report not newly accessible during this revision. [C1] [C2]

The purpose of valuation is to make work visible, not turn a relationship into an invoice.
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Exhibit 20. Care demand and available help must be considered
together

What the plan assumes What must be established

A family member can come Willingness, travel, health, work, and actual
time.

An agency can staff the hours A named service, skills, start date, and

cancellation backup.

The home supports care Suitable space, equipment, access, and the
person’s preferences.

Someone coordinates everything An accepted role, usable information, and an
alternate.

Author explanatory framework; not a validated score or a prediction for a household. [M1]

This replaces an illustrative numerical “care gap” curve. No invented capacity index is needed to explain
the questions.

Building the Caregiving Workforce

The professional workforce becomes the next layer, and here the numbers
reveal both opportunity and difficulty. The Bureau of Labor Statistics projects
employment of home health and personal care aides to grow by 18 percent
between 2025 and 2035, compared with 3 percent for all occupations.
Approximately 760,500 openings are projected each year on average,
reflecting replacement needs as well as growth. Those openings are not all
newly created jobs, and a national projection does not establish local
availability. [c3]

Behind the projection are people deciding whether they can make a life in this
work. The BLS reports a 2025 median annual wage of $35,800 for home health
and personal care aides. The demands include patience, reliability, physical
effort, and attention to another person’s vulnerability. Those responsibilities
must fit inside the worker’s own need for income, dependable hours,
transportation, and recovery. Recruitment matters, but so does making it
possible for a capable person to remain. [c3]

Home-based care adds a productivity challenge that institutional staffing does
not face in the same way. A worker caring for several residents under one roof
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can move from room to room. A worker supporting several people aging in
place must travel from address to address, absorb traffic and weather, manage
fragmented shifts, and reach rural homes that may be far apart. The strong
preference for home care therefore increases the number of people who can
remain where they are most comfortable, but it also makes scheduling,
transportation, compensation, and workforce supply inseparable from the
economics of the model.

Demand for assistance and the capacity to provide it should be considered
together. A workforce projection becomes more useful when read beside
population aging, changing function, family availability, housing,
compensation, transportation, and the reliability of local services. None of
those variables is fixed. A care plan should not treat a vacancy as filled merely
because its budget includes the position.

The economics therefore contain an uncomfortable contradiction. Society
places extraordinary human value upon caregiving while the labor market
frequently places relatively modest financial value upon the people actually
performing it. That imbalance will become increasingly difficult to sustain. A
worker deciding between caregiving and another occupation cannot make the
decision solely according to society's appreciation for compassionate work.
Rent must still be paid. Transportation must be purchased. Children require
food and housing. The occupation therefore competes in the same labor market
as every other job available to someone possessing similar education and
skills.

If demand continues rising faster than the supply of willing workers, wages
will eventually face upward pressure. That will increase the cost of care.
Higher costs will place greater pressure upon household retirement assets.
Greater pressure upon household assets will reduce some future inheritances.
Families unable to purchase enough professional care may provide more care
themselves. More unpaid caregiving may reduce workforce participation
elsewhere.

The capacity problem therefore feeds directly back into nearly every economic
argument developed throughout this book. This is precisely why the caregiver
shortage cannot be understood as merely a healthcare workforce issue. It is a
national productivity issue. When an experienced fifty-eight-year-old
executive reduces employment because an eighty-five-year-old parent lacks
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adequate care, the economy has lost productive capacity in one sector because
caregiving capacity was insufficient in another. When nurses leave bedside
care because working conditions become unsustainable, hospitals lose
experienced human capital that requires years to replace. When home-care
agencies cannot staff cases, families absorb responsibilities previously
expected to be purchased in the market.

Every shortage migrates somewhere else. The burden does not disappear. The
United States therefore needs to think about caregiving labor in much the same
way it thinks about other forms of essential infrastructure. Roads are useful
because they allow productive activity to occur elsewhere. Broadband creates
value because it connects people to markets and information. Childcare creates
economic capacity because parents can participate in the workforce.
Caregiving for older adults increasingly performs the same function.

A reliable caregiver allows another person to remain employed. A home-
health aide can delay a move into more expensive institutional care. A
transportation service can preserve independence. A physical therapist can
restore function sufficiently to reduce continuing assistance. A nurse capable
of coordinating care can prevent an avoidable hospitalization. The value
produced by these services extends far beyond the person receiving them
because they free capacity elsewhere in the system.

Three questions that should not be collapsed into
one

Capability asks whether the helper can do the required work. Capacity asks
whether that helper has the time and conditions to do it reliably. Navigation
asks who will connect the separate responsibilities so that one person’s
instruction becomes another person’s accepted task. A family may have
strength in one and a dangerous gap in another.

A capable nurse cannot provide a shift she has not agreed to work. An
available companion may not have the training needed for a difficult transfer.
A careful daughter can understand both problems and still need another person
to arrange the replacement. Counting names, hours, and qualifications together
as though they mean the same thing hides the problem.
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The plan should therefore identify both the work and its coordination. Who is
trained for the task, who is actually available, and who confirms that the next
service has started? An authorization is not a visit. A referral is not a completed
handoff. Ask who will find out when the plan on paper has not arrived at the
door.

A Single Shortage With Several Different Labor
Markets

The phrase care workforce can obscure as much as it reveals. A personal-care
aide, certified nursing assistant, licensed practical nurse, registered nurse,
therapist, physician, social worker, care manager, and healthcare executive do
not occupy one interchangeable labor pool. They require different education,
licensure, supervision, wages, and working conditions. A shortage at one level
cannot always be filled by moving someone from another.

The country therefore needs both entry and progression. Direct-care work
must become sufficiently stable and respected that people can remain, while
education and career ladders allow capable workers to advance without
abandoning the field. Immigration, domestic education, technology, scope-of-
practice reform, wages, scheduling, housing affordability, and management
quality all influence the supply, but none functions as a complete answer by
itself.

The person on the other side of the schedule

Consider another explicitly fictional example. A direct-care worker is due at
one home after finishing a morning assignment elsewhere. The first person
needs more time than expected. Transportation is late. At the second home, a
family interprets the delay as evidence that nobody cares. The worker arrives
already behind, facing both intimate responsibilities and understandable
frustration.

This is not an explanation of any particular missed visit in the five families. It
is an illustration of why dependable care requires more than goodwill from
either side. Scheduling, travel, pay, supervision, training, safety, and realistic
task assignments belong in the conversation. A worker should not be expected
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to absorb every weakness in the agency’s system any more than a daughter
should be expected to absorb every weakness in the family’s plan.

When a family interviews an agency, the questions should therefore concern
the working arrangement. Who supervises the worker? What happens when
someone calls out? Is travel time reflected in the schedule? Which tasks
require training or another professional? How are concerns raised
respectfully? The answers reveal more about reliability than a promise that
every employee is compassionate.

Capability needs a dependable setting

Recruitment, education, immigration, wages, housing, transportation,
supervision, and retention all influence the supply of care. A family cannot
change those systems alone. It can ask how a provider manages the parts
within its control and can support institutions willing to make the work more
sustainable.

A career ladder is valuable only when the entry-level role remains staffed and
the next step includes appropriate education, supervision, and opportunity.
Moving a capable aide into another occupation may benefit that person and
the wider system; it also creates a vacancy that someone must fill. Workforce
planning must account for both movements. There is no single policy lever
that removes the need to make everyday care a job people can do well and
remain willing to do. [c3]
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The health-care ladder can convert entry-level care work into higher-skill careers

Nurse practitioner $129,210

$93,600

Registered nurse

$62,340

LPN/LVN
Paramedic $58,410
Community health worker $51,030
EMT $41,340
$39,530

Nursing assistant

Home health / personal care aide $34,900

40000 60000 80000 100000 120000
Median annual wage, May 2024

] 20000

Exhibit 21a. Pay and progression across distinct care occupations

Restored September 25 manuscript graphic: selected median annual wages, May 2024, attributed in
that edition to BLS. Historical wage comparisons, not current job offers or a prescribed promotion
sequence. [VR1]

These occupations require different training, credentials, and responsibilities. The graph supplies
wage scale; it does not make their work interchangeable.

Management Quality Is a Workforce Intervention

Recruiting cannot compensate permanently for a workplace that exhausts or
disrespects the people it hires. The care workforce is especially sensitive to
supervision because the work is intimate, physical, emotionally demanding,
and often performed with too little time. A weak manager can convert an
industry shortage into an organizational crisis by accelerating turnover among
people who were already difficult to replace.

The lesson from Impending Crisis remains relevant. Leadership confidence,
role fit, recognition, receptiveness, responsiveness, development, and credible
scheduling are not soft additions to workforce strategy. They determine
whether expensive recruiting becomes durable capacity. The country needs
more workers, but every employer must also waste fewer of the workers it
already has.
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Employment growth, 2025-2035

20.0 A

18%

17.5 1
15.0 1
12.5
10.0 1
7.5 4

5.0 A 39%

Projected employment growth (%)

2.5 1

0.0 -
Home health and All occupations
personal care aides

Exhibit 21. Demand for direct-care work

BLS Occupational Outlook Handbook, 2025-2035: 18% projected growth for home health and personal
care aides versus 3% across all occupations. These are employment growth rates, not annual job
openings. [C3]

Employment growth and replacement needs both matter. A national projection does not establish local
availability.

A family does not hire from a national labor-force statistic. It hires from the
people who are actually available in a particular town, at a particular hour, for
a particular wage, with the right skill, temperament, transportation, and
dependability. That is why money is not capacity until it can be converted into
usable help.
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A manageable next step

Key takeaways and lessons learned

 Capability means being able to perform the work; capacity means having the
time and availability to do it. A family needs both.

» Navigation connects the pieces, but it cannot create an aide or a nursing shift that
does not exist. A funded plan still needs people.

* Training, working conditions, retention, travel, and backup affect whether care
arrives. The schedule rests on the workforce behind it.

* Ask what happens during an absence and who owns the response. A visible gap
is more useful than a reassuring assumption.

What to notice. Reliability depends on the people and conditions behind the
schedule.

One conversation. What happens if the next caregiver cannot come?

One action. Ask the provider and family to explain the backup.

Companion tool: TO8 — A Week of Care, Including the Gaps. See the appendix for the tool finder.
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PART Il — WHO CARRIES THE WORK?

CHAPTER 9

When the Caregiver Needs a
Tugboat

Which burdens can technology carry—and which still belong to
people?
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Source trail for this chapter. [M1] [J1] [W4]

John Regan did not begin with a device. He began with the burden he wished
someone had helped his family carry.

The other possibility

John Regan places the beginning of Tugboat Caregiving around April 2026,
on a drive across the Tappan Zee Bridge. He had been absorbed by an acute
situation involving his father when his aunt Ann’s caregiver called. Ann was
uncomfortable. The mechanical chair needed attention. The television was not
working. Her evenings had become harder to manage. Another household
required him before he had recovered his attention from the first.

The aide was not wrong to call. Ann needed help, just as his father had needed
help. What made the moment overwhelming was the accumulation. A
household problem could become a care problem; a care problem could
become a financial decision. Every decision required someone to remember
the other things that had not yet been resolved. John was still on the road while
the next set of responsibilities was arriving.

He remembers reaching an either-or moment. Either the pressure was going to
break him, or something else had to happen. Then he caught himself: “What’s
the other or?” The alternative he found was to build something useful from
what he had learned. In our first conversation, he told me he began working
on it that night.

The capability did not appear on the bridge. During the previous summer, John
had begun working closely with artificial intelligence and writing software
again after years spent primarily managing. He had been a hands-on builder
during the dot-com era. Returning to that work gave him pleasure and a
renewed sense of what he could make. The caregiving crisis gave that
preparation a purpose.

Years of family experience had shown him the work that kept falling through
the gaps. Decades in technology had given him a way to think about it. Now
he wanted to put those two kinds of knowledge together—not just to get
through his own next week, but to help people he might never meet get through
theirs.
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A smaller boat and a larger purpose

John’s professional life had carried him through mainframes and client-server
systems, web applications, and eventually Al. He studied computer science at
the University of Maryland, worked in programming and consulting, held
management responsibilities, and helped build drug-safety reporting systems
for pharmaceutical organizations. He understood the importance of getting
useful information to the next person in a chain of responsibility.

Family caregiving had become another such chain, but with far less structure
than he was accustomed to seeing at work. A hospital could produce a
discharge folder. A physician could recommend a follow-up. An insurer could
send a notice. An aide could report a problem. Each might be communicating
something important while the family still lacked a clear understanding of
what all of it required together. John was repeatedly performing that
translation himself.

The difficulty John is describing is not a shortage of separate instructions. A
clinician, an insurer, a bank, and an agency can each explain its own part while
nobody holds the whole household together. The caregiver becomes the person
carrying information across the boundaries—and discovering when one
organization’s completed task has left another task untouched.

That fragmentation has a cost even before a new invoice arrives. It takes time
to repeat the history, clarify a change, find a replacement, or establish why the
promised visit has not begun. Meanwhile, paid assistance may be needed more
often and for longer. Tugboat’s ambition is relevant because it begins with
those recurring burdens. Whether any particular feature removes work must
be tested, not inferred from a promising demonstration.

The name he chose came from an older memory. While living and working in
San Diego during the late-1990s technology boom, he had watched small
tugboats help maneuver enormous naval vessels. Their size seemed out of
proportion to their usefulness. Years later, the image returned as a way to
explain his purpose. The larger vessel already possessed strength and a
destination. What it sometimes needed was well-placed assistance through a
difficult passage.
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I find the metaphor useful because it does not diminish the caregiver. The
person asking for help is not an empty vessel waiting to be filled with
instructions. That person brings commitment, history, knowledge of a loved
one, and reasons for continuing. John wants technology to make those human
strengths go further. The tugboat provides leverage without taking ownership
of the journey.

That is the larger story he wants Tugboat to tell. What he wants families to
recognize is more than a collection of features: a platform for caregivers, built
by a caregiver, reaching outward to families around the world so they can
spend less energy on the struggle and more on the joy.

An invitation larger than one household

John calls it “an open worldwide invitation.” The phrase changes the center of
the story. A website can describe what its founder has built. An invitation also
asks what other people know, what they need, and what might become possible
if that knowledge is brought together. He does not want Tugboat’s future
confined to the problems he has personally encountered or the tools he can
explain today.

He begins with a conviction shaped by his own mistakes: caregivers need help
that strengthens their ability to act, and the people receiving care need to retain
as much participation and dignity as their circumstances allow. His early
impulse had been to do everything. The platform he now imagines should help
families find a more sustainable distribution of effort—among the caregiver,
the loved one, other people, and appropriate technology.

Worldwide is the reach of the invitation, not a claim that every service is
already available in every country. A household’s resources, language,
professional support, and practical choices still matter. John’s ambition is to
welcome experience beyond his own surroundings, not to suggest that the
same instructions will work everywhere. The opportunity is to learn across
those differences without pretending they have disappeared.

A caregiver may arrive looking for one answer and discover a better way to
ask the question. Another may have learned, through difficult experience, why
an apparently useful device was abandoned after a week. Someone with
technical skills may understand how to simplify a task that a family has been
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repeating by hand. These are the kinds of contributions I see becoming
valuable within the community John hopes to build. They are possibilities for
participation, not a description of a mature international network already in
place.

For the reader, the invitation does not require becoming an expert or accepting
every prediction about artificial intelligence. It begins with recognizing that
the struggle need not remain entirely private. John learned many things late
because he was trying to discover them while already responsible for acting.
He wants another family to benefit from that learning sooner—and to improve
it with what its own experience reveals.

Someone to make sense of what is coming

The curation of media, ideas, and practical commentary belongs near the
center of this vision, not at the edge of a list of services. For John, helping
caregivers understand what is changing is a core part of where he wants
Tugboat to go.

The difficulty he is trying to address is familiar. A caregiver may be told that
a new tool can help, that an interview is worth hearing, or that a development
in technology could change what is possible at home. Each recommendation
arrives as another claim on already divided attention. There may be something
valuable inside it. Someone still has to decide whether it is relevant, what it
actually means, and whether acting on it would help this family now.

John wants to undertake more of that interpretive work. Tugboat’s media and
educational resources, commentary, statistics, cost references, and Global
Caregiving Atlas supply starting points. His larger intention is to connect
developments with the realities of caregiving, rather than simply collect more
material for caregivers to read. The distinction is between passing along an
interesting item and helping someone understand why it might matter.

I think of that as a form of translation. What is the development? What can it
actually do? Who might find it useful? What effort, expense, or uncertainty
comes with using it? What remains an idea rather than something a family can
rely on? Those are the questions I would want the platform’s editorial work to
help a reader answer. They are not a substitute for technical testing or
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professional advice. They are a way of making the next conversation more
informed.

The lesson is already present in John’s family. He knows the difference
between a device that sounds promising and one a relative is willing to use.
He knows that the existence of information does not mean a tired person can
absorb it. He also knows how quickly attention can move to an urgent need
while quieter problems continue growing somewhere else. A useful curator
has to understand those conditions, not merely the technology.

A good result might be that a caregiver learns about a useful possibility sooner.
It might also be that the caregiver decides not to spend time or money on
something that does not fit. Maximum leverage does not require pursuing
every innovation. Sometimes it means knowing which one deserves attention
and which ten can wait.

That is why the media component can be more than a source of website traffic.
In the future John describes, it is part of helping families remain oriented as
the possibilities change. The tools may evolve. The continuing question is how
to make that evolution understandable and useful to people whose first
responsibility is not keeping up with technology. It is caring for someone they
love.

Begin with the burden, not the technology

When I ask John how a caregiver should actually approach technology, he
brings the conversation back to the week that person is already trying to get
through. In a written follow-up, he puts it this way:

Start with the burden, not the tool. Write down the part of the week that takes the
most out of you. Then ask what could carry a piece of it. The answer is often not
a device. It might be a better question for the next appointment, one record the
whole family can find, or a phone call made by somebody other than you. [J1]

Give the rest to virtual hands wherever you can. Anything software carries is
time handed back, and the only reason to want that time is to spend it on the
person instead of the paperwork. Good technology amplifies the joy and
diminishes the struggle. When it does the opposite, and some of it will, stop using
it. That is not a failure, that is the test working. [J1]

Three questions before anything stays in the house. Can you name the task it
makes easier? Can the person you care for still take part? Can you keep it
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running on a bad week? The third one is the one people skip, and it is the one
that decides whether the help is still there when everything else goes wrong. [J1]

Take the advice from someone who has done the job, not from someone selling
the product. I have no interest in selling devices. I want to be the caregiver who
already tried it, so the next family does not have to find out the hard way. [71]

What I hear in those questions is a practical definition of help: it must lighten
a real task, leave the person receiving care a part in the process, and remain
manageable when the caregiver has little left to give. His permission to stop is
just as important. A family has not failed because a tool did not fit. The test is
whether the help makes room for the relationship, rather than becoming
another responsibility inside it.

The first expressions of the idea

The services John has described give that larger purpose a practical starting
point. They are early expressions of an evolving platform, not the final limits
of what he hopes to build. Taken together, they address three recurring needs:
finding the next move, carrying useful information forward, and reaching the
right person with a clearer question.

The Caregiver Navigator is intended to give someone a manageable beginning.
A person describes a situation in ordinary language and receives three
prioritized first moves. John also describes an option to request an introductory
caregiver-to-caregiver conversation with him. The human option is a
conversation, not an around-the-clock clinical service. In an emergency,
urgent medical assistance comes first; a platform belongs around the response,
not in the way of it.

The Care Graph addresses the information that otherwise has to be
reconstructed. John describes a living record of a loved one’s circumstances
and a ninety-day outlook that can be revisited as those circumstances change.
The appeal is continuity. A family should not have to rediscover every
decision and concern whenever another problem arrives. An outlook can help
organize attention without becoming a prediction of when a parent will fall or
how an illness will unfold.

The ninety-day Family Action Guide in this book and Tugboat’s continuing
outlook therefore have different jobs. The guide is a preparation process; the
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outlook is intended to help a family revisit what may deserve attention next.
They can be understood alongside one another without assuming an
integration between the book and the platform. Neither removes the need for
the person’s preferences, appropriate professional advice, or clear authority to
act.

The Resource Finder is meant to shorten the search for help with such needs
as respite, transportation, meals, in-home support, benefits, and end-of-life
resources. Appointment Prep is meant to make the next professional
conversation more useful by organizing observations, questions, and
materials. The Appeal Drafter helps turn a notice and the family’s
circumstances into a draft the user can review. These functions deal with
different moments of the same experience: a caregiver knows something
requires attention but needs help turning that concern into a useful next step.

The boundaries are practical. A resource listing does not supply an available
worker. Preparing for an appointment is not diagnosing a patient. Drafting an
appeal is not submitting it or guaranteeing a result. The relevant notice,
instructions, and deadline still need attention; independent counseling, such as
a State Health Insurance Assistance Program, remains separate from
Tugboat’s services. The value would be in helping the caregiver approach
these tasks more clearly, not in obscuring who remains responsible.

John’s Tech Plan, Product Verdicts, and dated Price Index address the question
of what is worth bringing into the household. His Caregiver Check-In turns
attention toward the person doing the caring, while the Journey Guides
organize learning around different stages of the experience. These are not
isolated products in the story he wants to tell. They are ways of putting his
broader mission to work: less avoidable confusion, more useful action, and
more room for the family to remain a family.

The device must work in the life it enters

John’s enthusiasm is accompanied by memories that keep it grounded. In his
podcast interview, he describes the frustration of a relative trying to use a voice
interface that does not understand. The promise of convenience means little
when the result is another discouraging exchange. He hopes improved voice
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systems will help. The important question is still what happens when the
particular person tries to use one.

The most revealing example concerns his father. John reports that his father
fell despite sensors installed in the apartment. The technology did not work as
intended, and he wanted to understand why. The interviews do not establish
the device, the reason for the failure, or whether that technical question has
since been resolved. His later account of repeated falls and the nursing-home
transition tells us the family’s circumstances changed; it does not supply the
missing explanation.

That experience gives weight to his interest in practical guidance and shared
learning. A device might detect a fall without preventing it. An alert might
reach a telephone without ensuring that someone can respond. The family still
needs to consider the surrounding care arrangement, appropriate assessment,
and what happens if the device does not work. The presence of technology
cannot become the reason to stop asking whether the arrangement is adequate.

Tugboat’s product comparisons are described as research-based, not as
evidence that John has personally tested every device in a comparable home.
A thoughtful comparison can help a family ask better questions before a
purchase. The next part is making sure the answer survives contact with daily
life. Can the person use it? Who will maintain it? What should happen when
it fails? When would more human help, or a different setting, be the better
response?

I see room here for a constructive kind of candor. A caregiver does not need
every experience with technology turned into a success story. The failed
attempt may be the detail that helps the next family avoid an expensive detour.
If John’s community can make room for that kind of learning, disappointment
need not be wasted. It can become information someone else is glad to receive.

More hands around the work

The worldwide invitation also reaches beyond reading and using tools. John
has spoken about a future in which technically capable caregivers help other
families put useful technology to work. In the podcast, he calls them “forward-
deployed caregiver engineers.” The phrase describes an ambition, not an
established credential or a workforce already deployed. Its practical meaning
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is someone who understands enough about both the technology and the
household to help the two fit together.

The idea responds to a problem that sits beneath many promising products: the
distance between learning that help exists and being able to use it. A family
might need assistance deciding where to begin, setting something up, or
understanding why it has become more troublesome than helpful. John’s own
experience suggests why technical skill alone would be insufficient. The
person assisting would also need patience, respect for the loved one’s choices,
and an understanding that the caregiver’s time is already spoken for.

His future interests also include Al that can help carry out appropriate tasks
rather than only explain them. That is a meaningful change in responsibility.
A system that organizes a question is different from one that submits
information, changes an arrangement, or spends money. Such assistance
would need clear permission, human review where appropriate,
accountability, and a way to correct errors. Those requirements belong inside
the design of the vision, not in a disclaimer added after the work is done.

What interests me is the possibility of moving more useful help toward the
caregiver without demanding that the caregiver first become an expert. The
platform could be a place to learn, prepare, contribute an experience, or find a
more practical way to proceed. Different families would enter at different
points. The success of the invitation would depend on whether it made their
next step easier, not on whether every family used the same tools.

John is developing this work alongside the responsibilities that gave rise to it.
His commitment shows up in the next clearer explanation, the next better
question, the next obstacle a caregiver should not have to discover alone. The
purpose remains close to the people who taught him why it matters. He wants
what he has learned in their company to become useful far beyond his own
family.

Access and trust are part of the mission

An invitation means little if the people it hopes to reach cannot use what is
offered. In its early September 2026 materials, Tugboat described free entry
points alongside optional membership. The particular price and membership
terms belong to a changing service, not a permanent promise in a book. The
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larger design question is whether a family can begin with a useful step before
being asked to commit more money, information, or time.

The same question applies to professionals who already work with families.
Tugboat’s published invitation to discharge planners, social workers, care
managers, and other professionals suggests another route through which the
tools might become useful. That is an invitation to use and examine them, not
a claim that institutional partnerships or results have already been established.

I have seen in my own work that recognizing a need is different from getting
a new service adopted. In an earlier navigation venture, introductions to
healthcare leaders did not settle how the service would fit their daily work.
That experience makes me interested in practical demonstrations of
usefulness. The proposed help has to make sense not only to the person
enthusiastic about it, but to the person expected to use and maintain it.

Affordability, human support, and trust therefore belong together. The
platform’s early crew description identifies John as the human builder
alongside digital roles; those digital roles should not be mistaken for clinicians
or people available to enter a home. The wider community he imagines could
add kinds of participation that one founder cannot supply alone. How that
support develops remains part of the work ahead.

Information requires a similar clarity. The company’s descriptions distinguish
some anonymous tool use from information saved in an account-based Care
Graph. For a caregiver, the questions are concrete: what am I sharing, with
whose permission, who can see it, and how can it be corrected or removed?
The published privacy descriptions are company representations, not an
independent security assessment. Trust has to be earned through
understandable answers and dependable practice.

We have also discussed possible philanthropic support and organizational
approaches. Those conversations are exploratory. They do not establish a
nonprofit, a funding commitment, or a joint enterprise. [ mention them because
the underlying question is worth asking: how can a useful mission be sustained
and made accessible without allowing its financial model to obscure whose
life it is meant to improve?
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More of the joy, not only less of the work

A platform centered on the caregiver must make room for something beyond
competence. John’s Caregiver Check-In, described as a self-awareness
exercise rather than a clinical assessment, points toward strain, lost personal
time, competing demands, and the sense of carrying everything. Noticing
those pressures matters only if it helps the person consider what needs to
change. A caregiver should not have to become more visibly exhausted before
the arrangement deserves attention.

John has already described a subtler cost: being present for his children while
part of his attention remains with the next call. That is why efficiency alone is
too small a word for what he wants to accomplish. Saving time is useful.
Recovering the ability to spend that time with someone, rather than continuing
the administrative work in one’s head, is closer to the purpose.

When John reviewed my question about whether any time or attention had
genuinely been freed for something that mattered, he sharpened it: “Is the
caregiver getting maximum leverage from technology?” It is a question he
wants a family to ask, not a result he claims every user has already achieved.

In the language of this book, the test is Return on Capacity. Did the caregiver
become better able to do what mattered? Was a repetitive task made easier
without creating a larger one? Did the family reach a useful conversation
sooner? Did the person receiving care remain involved? And, after the tool
had done its part, was more of the caregiver left for the people who needed
him?

Maximum leverage cannot sensibly mean using the maximum number of
tools. It means getting worthwhile assistance from the tools that fit, while
recognizing the attention and responsibility they still require. The return might
be an evening with less unfinished paperwork, a visit with fewer interruptions,
or more patience when an aunt repeats a familiar story. These are illustrations
of the outcome worth seeking, not measured claims about Tugboat.

John does not dismiss an improvement because it is small. When we discussed
the impossibility of getting everything right, he said that an additional minute,
or half'an hour across a difficult week, can mean a great deal. Someone outside
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the experience may see little in that interval. A caregiver may see enough room
to breathe.

His father and Ann still need him. Mimi’s affairs have not ceased to require
attention. His children’s lives continue moving forward. Tugboat is being built
within that reality, not after John has escaped it. The invitation comes from
someone who knows the struggle intimately and refuses to make the struggle
the only thing worth describing.

He remembers the smiles when he arrives, the familiar stories, the moments
when a visit becomes a relationship again. That is the joy he wants other
caregivers to have more room to experience. The most meaningful future for
Tugboat would not be a world in which families become exceptionally skilled
at operating a platform. It would be one in which the platform helps them put
the screen aside and have more of themselves available when someone they
love is glad to see them.

Exhibit 22. Technology claims have different kinds of evidence
Stage A useful question

Operating tool Does this specific tool work reliably for this task
and household?

Emerging application What evidence, supervision, cost, and fallback
support its proposed use?

Research accelerator Has a research advance become a usable
intervention, or is it still in development?

Speculative possibility What remains unproven—and why must today’s
plan not depend on it?

Author explanatory framework; not a validated score or a prediction for a household. [J1] [W4]

One promising demonstration does not establish the effectiveness of an entire category.
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A manageable next step

Key takeaways and lessons learned

* Begin with the burden, not the device. Technology earns its place by making a
specific part of family life easier.

* A useful tool should preserve participation, fit the household, and remain
manageable during a difficult week—not require another job to maintain.

 John’s vision grows from caregiving experience. Future ambitions and individual
demonstrations should not be confused with established results for every family.

* The purpose of saving time is to spend more of it on the person. Keep what
helps, and stop using what adds struggle.

What to notice. Good technology should return useful attention, not create a
second job.

One conversation. Can we maintain this during a difficult week?

One action. Test one tool against the burden it is supposed to remove.

Companion tool: T22 — Make Technology Earn Its Place. See the appendix for the tool finder.
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PART IV

The House, the Assets, and
the Choices That Remain

Mark Williams’s mother leads into decisions about home, care reserves,
inheritance, an estate another person can manage, and a business that must
keep operating. Resources matter most when they preserve usable choices.

Chapter 10 - Even With Watchful Eyes
Chapter 11 - The House That Does Not Turn Over
Chapter 12 - The Inheritance Mirage
Chapter 13 - The Estate Someone Can Actually Manage

Chapter 14 - The Great Ownership Transfer
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PART IV — THE HOUSE, THE ASSETS, AND THE CHOICES THAT REMAIN

CHAPTER 10

Even With Watchful Eyes

What can excellent care protect, and what remains beyond its control?
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Source trail for this chapter. [M1] [H6] [H7] [H8]

Mark could open doors that many families would struggle to reach. His
mother’s story asks what those advantages can protect—and what remains
beyond their control.

The physician on the other end of the phone

Mark Williams had been beyond cell service for six days on a remote river
rafting trip in Idaho. About fifteen minutes after he regained a signal, a
message arrived from his sister, Stephanie. Their mother had fallen again. This
time, Stephanie thought she had broken her femur. Mark was on a gravel farm
road in Idaho. His mother was at home in Birmingham, Alabama, nearly
ninety-four years old.

He knew whom to call. An internist friend who just happened to make house
calls. A company could bring X-ray equipment into the home. An orthopedic
surgeon could help assess the injury. Mark began bringing those resources
together from a distance, giving his family access to an evaluation that most
people would have struggled to assemble even while standing beside the
patient. The arrangements were extraordinary. The news they produced was
not reassuring: a displaced fracture near the hip.

I had known Mark as a client and close friend through my work in healthcare
leadership before asking him to tell me this story. His preparation for medicine
had taken him through a surgical internship, an internal medicine residency,
and then anesthesiology, where the operating room, trauma, and critical care
brought together the science and hands-on work he loved. Over a long career,
he moved from treating patients to improving the overall complex systems
responsible for their care.

His leadership experience included chief medical officer roles at St. Vincent’s
Health System in Birmingham and North Mississippi Health Services, chief
physician executive at Brookwood Baptist Health, chief clinical and academic
officer at Palmetto Health, and chief physician officer at Bozeman Health.
North Mississippi Health Services received the Malcolm Baldrige National
Quality Award in 2012, following its flagship hospital’s award in 2006. Mark
understood healthcare from the bedside, the operating room, and the executive
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office. Quality and patient safety were responsibilities he had carried, not
concepts he encountered for the first time when his mother became vulnerable.

That background gave his mother exceptional access to physicians, informed
advocacy, and choices. It did not make her immune to injury. She also had
attentive family members, familiar companions, and eventually paid
caregivers around the clock. Yet falls kept finding their way into a life
surrounded by watchful eyes.

What interests me is not that an experienced physician discovered he could not
control everything. It is what remained for him to do after reaching that limit.
He could understand the fracture, consult the specialists, and arrange the next
layer of care. He still had to be her son, helping a family decide what those
medical possibilities would mean for the woman they loved.

The woman who kept everyone moving

Before she became the person needing care, Mark’s mother had been the
person providing it. His father retired from the telephone company at fifty-five
and became an accomplished woodworker, spending hours with substantial
equipment in the basement. He was bright, hardworking, and accustomed to
doing things for himself. In his later years, however, physical dependence
increased and his thinking became less dependable. His wife gradually
absorbed the work he could no longer manage.

She weighed perhaps ninety to a hundred pounds. For five or six years, as
Mark remembers it, she helped her husband get in and out of bed, arranged
transportation, and supported a life increasingly confined to home. The years
that might have held travel instead held responsibility. Stephanie helped, and
occasional household assistance came in, but much of the daily work remained
with an older woman whose own strength was not unlimited. The household
appeared independent partly because its dependence was being carried within
the marriage.

After her husband died at home, she missed him terribly. There was also a
brief period when some freedom returned. Then the falls began to narrow it.
The first companionship help was a woman who had once worked as Mark’s
secretary in the anesthesia department. She came four days a week. They went
out to eat, had their hair done, and assembled family photographs into albums.
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Mark’s mother occasionally complained that her companion talked too much.
She also enjoyed having her there.

That companionship mattered. It provided company and reasons to leave the
house, not merely someone positioned to observe a problem. But the
companion had no formal clinical training, and the family gradually
recognized that a pleasant day together and assistance matched to increasing
physical risk were different services. Once, leaving a restaurant, Mark’s
mother fell and injured her face even while her companion held her arm.
Another fall fractured an elbow that was treated without surgery and healed in
an awkward position. A traumatic pelvic fracture brought another period of
recovery at home.

Eventually, a home clinical company organized continuous coverage around a
small, rotating group of caregivers. At first, unfamiliar people in the house
unsettled her. When something could not be found, she worried about her
possessions. Mark says the missing objects usually had been misplaced.
Familiarity gradually changed the relationship, and the caregivers became
friends. He speaks warmly of their affection for his mother. The worry and the
falls nevertheless continued.

She still wanted to do the dishes and the laundry. The children asked her not
to go into the basement, but those requests reached far beyond the stairs. They
were asking a woman who had spent her life taking care of other people to
stop performing the ordinary tasks by which she recognized herself. At ninety-
two, she was still interested in working at the local library, helping with
returned books. Her desire to contribute and make a meaningful difference had
outlasted the body’s ability to make every familiar movement safe.

Five children, different forms of responsibility

Mark was one of five children, but five children did not mean five
interchangeable sources of help. Stephanie and Wallace were more
consistently nearby and carried much of the everyday responsibility. Mark
contributed medical judgment, coordination, and visits while professional
obligations frequently took him elsewhere. Michael, an accountant in Atlanta,
followed the investments. David was an engineer. Geography, work, and the
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habits of the family shaped what each person could see and what each
understood needed doing.

Mark’s career had already changed course because of his parents. During their
decline, he was offered a position with MultiCare in the Pacific Northwest. He
recalls accepting twice and then withdrawing because he could not bring
himself to move that far away. A desirable position was not the only
opportunity under consideration. Remaining within reach of his parents
mattered, too. Caregiving had entered his professional decisions before it
became the emergency that arrived on his phone.

As the demands increased, Mark, Stephanie, and Wallace made sure one of
them was around each and every weekend. Uneven participation sometimes
produced frustration, particularly because Stephanie carried a disproportionate
share. The response was not an explosive family confrontation. It was a request
that another sibling come for a weekend or spend more time with their mother.
Mark says those requests were generally received reasonably well. The family
did not need identical contributions to function, but it did need the differences
to be acknowledged.

Other tensions surfaced around possessions. A list one brother understood to
reflect their mother’s wishes had not been equally visible to everyone, leaving
room for concern about who knew what and who might receive particular
items. Political differences occasionally narrowed conversation as well. Mark
is careful about the scale of those difficulties: they did not become a defining
rupture, and the possessions ultimately worked out better than the worries had
suggested. The lesson is clarity, not an accusation. Information shared early
has less opportunity to become suspicion later.

The financial protection was substantial. Their father had supported five
children on one income, benefited from a long employment relationship,
saved, and bought a modest home. Mark recalls that he left roughly three
million dollars, with his wife’s continuing security as the central purpose.
When continuous care became necessary, Mark remembers an annual
caregiving cost of approximately $312,000 during the final year and a half.
That is his recollection of the family’s expenditure, not a standard price or an
independently reviewed bill. Even with adequate resources, the siblings
needed to understand how long the arrangement could be sustained.
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Their mother worried that care was consuming money she wanted to leave her
children. They reassured her rather than making each bill another source of
distress. I see an important distinction here. Her husband’s savings were not
failing because they were paying for her care. They were doing what he had
intended. The inheritance that mattered first was the protection he had left for
his wife; whatever might eventually pass to the children came after that
obligation.

The fall that changed the question

By Mark’s count, his mother experienced approximately five major falls and
five smaller ones. One occurred at his own house and tore a substantial area
of her fragile skin. He and Stephanie could manage some injuries without
another hospital visit, but treating the damage never made the next incident
less troubling. Recovery from one fall could easily appear to restore the
arrangement that had existed before it. The family was learning how little
assurance that offered.

The final major fracture came from something much smaller than a staircase.
As Mark recounts it, his mother got out of bed without first calling a caregiver.
Her toe caught in the sheet, and she fell. With osteoporosis and a very slight
frame, she had little margin for that small misstep. A whole network of people
was supporting her life, yet the decisive event occupied only the time required
to get up.

After the calls from Idaho and the evaluation at home, Mark consulted the
orthopedic, anesthesia, and hospital medicine colleagues he knew. Surgery
was possible. The harder question was what came afterward. When he heard
that some patients did well, he wanted to know what “some” meant for a
woman approaching ninety-four with this injury and this degree of fragility.
Surviving an operation and recovering a life she would recognize as her own
were not the same outcome.

He worried about the demands of hospitalization, the possibility of delirium,
and a difficult transition into institutional rehabilitation. The family elected
nonoperative care at home. A hospital bed went into the den. Occasionally,
they could get her into a wheelchair and out onto the deck, but for
approximately six months her life was largely confined to that bed. Mark
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remembers a woman who had read several books a week, limited increasingly
by her eyesight rather than her curiosity. Now the distance between wanting
to participate and being able to participate had become enormous.

Remaining at home preserved familiar surroundings, but it did not restore the
life she had before the fracture. There were times when she expressed how
weary she was of continuing. The family stayed involved and tried to keep her
comfortable as she gradually declined and died. Mark returns to the question
of what might have prevented the fall. “She didn’t deserve this,” he tells me.
His clinical understanding does not remove the force of that sentence.

This was a decision about one particular patient, not a rule against surgery in
advanced age. Orthopedic guidance supports timely repair when appropriate
and coordinated care across disciplines; the choice must account for the
individual’s condition, realistic prospects, comfort, and preferences. Her story
cannot establish what a different treatment would have produced. What it does
establish is that the fall changed the choices available to everyone. Long before
a family is asked to choose among difficult treatments, preventing an injury
may help preserve the choices it hoped to keep.

When a broken hip becomes a broken trajectory

I recognize that change because it happened to my father, Thomas J. Olivo.
Just before his ninety-second birthday, he fell and broke his hip. He needed
surgery. As I remember it, his use of the blood thinner Coumadin complicated
the timing, and he waited about three days before the operation. What followed
became a negative healthcare feedback loop: one problem led to another, and
the possibility of recovery kept receding.

I remember specialists who did not seem to be coordinating with one another
and a hospital in the midst of installing a new information system. From the
family’s side, the attention devoted to screens did not feel like a substitute for
attention to the whole patient. Those are my recollections of his care, not a
reconstruction from his medical record. What is certain in my own family’s
story is the outcome. My father never left the hospital. Within weeks of the
fall, he died.

The scale of the problem is easily underestimated because a fall sounds like a
brief event. CDC estimates that more than one in four Americans sixty-five
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and older falls each year, with approximately thirty-seven million falls
annually across that population. Its updated reporting attributes more than
forty-three thousand deaths in 2024 to falls among older adults. These are
different measures, but together they show why a hazard beside a bed belongs
in the same conversation as a family’s larger plans for later life. [He) [H7]

The risk after a serious fracture is especially sobering. In a U.S. study of 857
older adults with hip fractures, whose average age was eighty-four, 27 percent
died within one year. That is mortality after a hip fracture, not after every kind
of fall, and it includes deaths from all causes. A separate analysis found that,
among people previously independent in basic activities, 36 percent regained
that independence, 27 percent survived needing help, and 37 percent died by
a follow-up averaging about a year, although its timing varied substantially.
Both analyses drew on overlapping historical data, not separate contemporary
populations; neither predicts an individual person’s outcome. [Hs]

Those distinctions matter. A bruise, a head injury, and a broken hip do not
carry the same prognosis. A person’s earlier health and function matter, too.
But the consequences of a severe fall can extend well beyond the injury itself.
In Mark’s family, the fracture meant a bed in the den and new limits on almost
everything his mother wanted to do. In mine, it meant a hospital course from
which my father never returned. The circumstances and treatment decisions
differed. The shared lesson is the importance of preventing the event that can
set the rest in motion.

Watchfulness with a purpose

Mark had understood falls as a hospital safety measure for years. Caring for
his mother made the issue more immediate and more exacting. He talks about
the edge of a carpet, a doorstop, and the sheet hanging where a foot can catch.
His emphasis is not simply that someone should be watching. It is that the
person providing assistance needs to recognize how a fall can happen during
the movements this particular person makes throughout an ordinary day.

He is not suggesting that the caregivers did not care. He says the opposite.
They loved his mother, wanted to protect her, and helped make her days better.
Their presence mattered even though it could not guarantee safety. This is the
distinction families need to hold together: acknowledge the value of the people
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providing care while continuing to ask whether the arrangement fits a
changing level of need. Affection, observation, practical skill, and clinical
assessment contribute differently. None automatically supplies all the others.

The response cannot be to make every older person stop moving. Fear can lead
to less activity and greater weakness, increasing vulnerability rather than
resolving it. Prevention should help preserve safe movement: clinicians can
assess balance, medications, vision, blood-pressure changes, and the
circumstances of earlier falls; therapists can help match movement and
assistance to ability. The U.S. Preventive Services Task Force recommends
exercise interventions for older adults living in the community who are at
increased risk, commonly involving balance, walking, functional movement,
and strength. The plan must fit the person, not merely the diagnosis or age.

There is humility in Mark’s own experience. While putting up Christmas
lights, he returned to a tall ladder after rain and fell when it slipped. He
remembers a fall of roughly fourteen feet and a badly broken wrist. His
daughter could hardly believe that her safety-conscious father had taken that
risk. I would not equate his mother’s frailty with his decision to climb a ladder,
but the incident prevents an easy separation between people who understand
danger and people who encounter it. Understanding still has to become
practice.

His mother’s story brings the elements of this book into one home. A long life
first required her to care for a spouse and then required others to care for her.
Savings purchased assistance; they did not purchase certainty. The house
remained emotionally familiar while its everyday tasks became harder to
perform safely. Five children shared responsibility without experiencing it
equally. Medical expertise opened doors but could not decide, by itself, what
the remaining years should hold.

The practical conversation belongs before the next fall: what has changed, who
will assess it, what needs adapting, and how will everyone know the plan? The
purpose is not to promise a risk-free life or assign blame when an injury
occurs. It is to preserve as much life as possible within the limits that are real.
I keep returning to the woman who, at ninety-two, still wanted a job at the
library. Fall prevention is not merely about keeping her upright. It is about
protecting her opportunity to remain that woman.
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Mark’s experience exposes one of the most uncomfortable truths in the book:
preparation changes probability and consequence, but it does not create
control. The family had medical knowledge, committed children, resources,
and skilled caregivers. His mother still fell. The final fracture still changed the
trajectory.

That is not an argument against preparation. It is the reason preparation must
be judged honestly. A grab bar is worthwhile even though it cannot prevent
every fall. A caregiver is valuable even though no human being can watch
every movement. A physician son can improve access and understanding
without eliminating frailty. The objective is not to promise that a good family
can defeat aging. It is to reduce avoidable risk, recognize change earlier, and
preserve the person’s role and dignity for as long as the circumstances allow.

What this story asks us to notice

Exceptional care access and strong family commitment do not eliminate
difficult choices. Preserve purpose, revisit the arrangement after change,
and avoid turning an outcome into a judgment about the family.
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The people and the turning points

Mark is one of five children. Stephanie and Wallace carried substantial nearby
responsibility. Mark contributed medical judgment and coordination;

Michael followed investments. Companions and paid caregivers supplied help
that family availability alone could not cover. mi]

When Turning point

Before her own dependence Mark’s mother cares for her husband through
increasing limitations.

After his death Companionship and practical support help
preserve activity, but falls recur.

Increasing risk Continuous paid care is added; family members
coordinate responsibilities and visits.

The final major fracture A small misstep leads to a major injury. The
family chooses care at home after discussion
with clinicians.

Approximately six months afterward She declines and dies, in Mark’s account; the
story does not establish what another treatment
would have produced.

What helped—and what another family should not
assume

Medical access, financial reserves, engaged siblings, familiar companions, and
paid care created unusual options. None guaranteed a life without injury.

Family requests for additional help were generally received reasonably, and
familiar caregivers became valued companions. Medical knowledge helped
explain choices even when it could not restore the earlier life.

The treatment decision concerned one patient. Her experience is not a rule
against surgery, and hip-fracture outcome studies must not be presented as
mortality after every fall. (m1] [Hs]
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A manageable next step

Key takeaways and lessons learned

* Mark’s medical knowledge and exceptional access widened his mother’s
options; they did not make her immune to falls or frailty.

» Companionship, supervision, and assistance matched to physical needs are not
interchangeable. Reconsider the arrangement when function changes.

* Protecting safety should not erase a person’s wish to contribute. Ask what
ordinary activities mean before deciding how they must change.

 Share responsibility and use resources for the person still living. This family’s
treatment choices are not instructions for another patient.

What to notice. Safety should protect participation, not automatically remove
it.
One conversation. What changed in the movements of an ordinary day?

One action. Bring specific observations to the appropriate clinical or therapy
team.

Companion tool: T13 — Falls and Function: What to Tell the Team. See the appendix for the tool finder.
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PART IV — THE HOUSE, THE ASSETS, AND THE CHOICES THAT REMAIN
CHAPTER 11

The House That Does Not Turn Over

What must a home provide beyond a familiar address?
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Source trail for this chapter. [M1] [A6]

What the house must now support

Mark’s family could fund an unusually strong arrangement. Its limits make
the housing question more urgent, not less. The same home was first the setting
in which his mother cared for his father, then the place companions and
caregivers supported her, and finally the place where she lived after the
fracture. Its emotional meaning remained; the work required within it kept
changing. The wider housing evidence that follows concerns millions of such
transitions, most with fewer resources and less medical access.

The Quiet Housing Crisis Inside the Housing Crisis

America’s housing shortage is usually described through construction, land-
use rules, building costs, interest rates, insurance, taxes, and the long failure
of many communities to add enough homes. Every one of those explanations
matters. The housing age wave adds another force that is quieter because it
does not look like construction and slower because it occurs one birthday and
one household at a time: the number of people living inside many existing
homes is shrinking even when the physical homes themselves remain
unchanged.

The mechanism is almost deceptively simple. Children grow up and leave. A
household that once contained four or five people becomes a household of
two. Eventually one spouse dies, and the same three- or four-bedroom house
may become a household of one. The roof still covers the same square footage.
The bedrooms are still there. The property has not disappeared from the
housing stock. What has changed is how many people one unit houses.

When this happens across hundreds of thousands of households, a state can
add housing and still feel as though it is standing still. The Public Policy
Institute of California reported that California added more than 650,000
housing units between 2019 and 2024, yet vacancy remained tight as the new
units were absorbed and the number of people sharing a household declined.
The state’s 2024 rental vacancy rate was 4.3 percent compared with 5.9
percent in the rest of the country, while the owner vacancy rate fell from 1.2

172



PART IV | THE HOUSE, THE ASSETS, AND THE CHOICES THAT REMAIN

percent in 2019 to 0.8 percent in 2024. New construction mattered. The
spreading-out effect absorbed much of the available capacity.

Marin County offers an unusually vivid preview because the demographic
transition is already advanced there. The county’s 2025 Community Health
Assessment reported that 38 percent of residents were age sixty or older and
projected that the share could reach 42 percent by 2041. In a community
constrained by geography, cost, and limited housing production, older
residents remaining in longtime homes become a material part of the housing
equation. A family-sized house may still exist physically while no longer
serving a family-sized household.

The conclusion should not be that older people are responsible for the housing
shortage. It should be that housing demand is created by more than population
growth. It is also created when the same population divides itself among a
larger number of households and when the housing stock offers too few
attractive transitions for people whose needs have changed.

Aging in Place Is the Dominant Preference

This discussion goes wrong the moment older homeowners are treated as
though they are selfishly occupying houses that belong to someone else. They
are not. People who bought, financed, maintained, and built their lives inside
a home have every right to remain there. The useful question is why an aging
society would expect millions of people voluntarily to leave places that are
comfortable, familiar, financially advantageous, and often emotionally
irreplaceable.

For older Americans, aging in place is not a fringe preference. It is the
dominant one. AARP’s 2024 Home and Community Preferences Survey
found that 75 percent of adults age fifty and older want to remain in their own
homes throughout their lives, 73 percent want to remain in their communities,
and 72 percent are actively making plans to stay in the community, whether in
the current home or another nearby. When care becomes necessary, 61 percent
prefer to receive it at home through a combination of family and paid help.

The evidence does not support an absolute claim that every older person
always chooses home. Some people prefer a smaller residence, a continuing-
care community, assisted living, memory care, or another setting. Others
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eventually require a level of support that cannot be provided safely or
sustainably in the original home. The conclusion is narrower and more useful:
home is the first and strongest preference for a large majority, and housing and
care systems should be designed around that reality rather than against it.

The house is not merely an entry on a balance sheet. It is the physical container
of a life. It holds the routes that became habits, the neighbors who became
friends, the physician who knows the history, the church or club that provides
connection, the kitchen where ordinary life still feels ordinary, and the
memories that no replacement property can reproduce simply by offering
fewer stairs.

When Care Moves Into the House

The ownership data explain why this preference has such staying power.
Roughly eight in ten Americans in the principal retirement-age cohorts own
their homes, and among older homeowners the mortgage-free share rises from
73 percent in the late sixties to more than 90 percent by the mid-eighties. For
many older adults, remaining at home therefore means remaining in a familiar
place that is also largely or completely paid for. That combination of emotional
attachment and favorable monthly economics can make relocation feel
irrational even when the house is becoming harder to maintain or the care
required inside it is becoming expensive. The care plan must therefore begin
with the reality that the older person may be living inside the largest asset he
or she owns and may be determined not to convert it into cash.

Once aging in place is treated as the baseline rather than the exception, the
implications widen rapidly. The care does not disappear. It moves. A house
designed to raise children may need to become a place in which frailty,
mobility limitations, medication management, dementia, rehabilitation, and
even end-of-life care are managed for years. The architecture of the American
home and the architecture of the American care system begin to overlap.

The transition usually arrives in layers. At first a daughter carries groceries or
changes a lightbulb. Then a neighbor checks in. A grab bar appears in the
shower, followed by better lighting, a ramp, a stair lift, a first-floor bedroom,
a medical alert system, meal delivery, transportation help, remote monitoring,
or a home-care aide. Eventually the house can function like a small
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decentralized care facility, except that much of its workforce is unpaid and
much of its management is performed by the family.

The caregiving chapter establishes the national scale of that invisible system.
The point for housing is that the family caregiver becomes part of the
property’s operating infrastructure. Someone meets the repair person, notices
that food has not been eaten, coordinates the aide, schedules the physician,
organizes medications, pays bills, and answers the phone at night. The older
person remains inside one house, while the functional boundary of the
household expands to include a network of people who may live across town
or across the country.

Home-based care also changes the economics of the professional workforce.
A worker in an assisted-living community can support several residents under
one roof. A worker supporting several people aging in place must travel from
one address to another, absorb traffic and weather, manage fragmented shifts,
and reach rural homes that may be far apart. Travel time, scheduling gaps,
nights, weekends, and short visits become part of the cost of honoring the
preference for home.

This is why aging in place should never be confused with aging without
expense. The home may be paid off, but the labor around it is not. Paid
personal care, transportation, housekeeping, meal support, maintenance,
safety modifications, and supervision can grow slowly enough to feel
manageable at first and then become one of the largest expenses in retirement.
When the family provides the difference, the cost appears as lost sleep,
reduced work, travel, missed promotions, and retirement savings that were
never made.

The Housing Mismatch

The problem is not simply that older people remain in large houses. It is that
many housing markets give them no compelling alternative. Communities
often offer detached single-family homes on one side and rental apartments on
the other, with too little of the missing middle between them: small single-
level homes, duplexes, courtyard housing, townhomes, accessible
condominiums, accessory dwelling units, and modest multifamily buildings
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that allow an older adult to reduce square footage without surrendering
ownership, neighborhood, or community.

Downsizing sounds easy in theory and can be perverse in practice. An older
couple may own a paid-off house purchased decades ago. Selling can create
transaction costs, moving costs, tax questions, insurance changes, association
dues, and the possibility that the smaller replacement costs almost as much as
the larger home. If the new residence is farther from physicians, children,
friends, grocery stores, or familiar services, the household may pay more
money for less space and less support. Staying is then not stubbornness. It is
rational economics.

Some states attempt to reduce one barrier through property-tax portability or
other age-related rules, but tax relief cannot create the smaller, accessible,
desirable home that does not exist. Portability matters only when there is
somewhere attractive to go. The better question is not how to push seniors out
of family-sized homes. It is what choices would make a voluntary move
worthwhile.

A smaller one-story home near the same physician and grocery store may do
it. So might an elevator condominium, a well-designed townhome, an
accessory dwelling unit beside adult children, or a small accessible
development near transportation and medical services. The common feature is
choice, not displacement. The move works when the older household gains
something more valuable than square footage: safety, convenience, proximity,
lower maintenance, and continuity of community.

The Intergenerational Housing Chain

Housing markets depend upon chains of movement. A household rents,
purchases a starter home, later moves to a larger family home, and eventually
may move to something smaller or easier to manage. Each move releases a
unit another household can use. When one part of the chain stops moving, the
effects propagate backward.

An older owner who remains in a family-sized home is doing nothing wrong,
but that unit does not become available to a younger family. The younger
family may remain in a smaller home, preventing another household from
moving into it. A renter may postpone buying. A young adult may remain with
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parents longer. A couple may delay children because the housing they can
afford does not fit the family they hope to create. These outcomes are not
inevitable in every household, but across a constrained market the chain
matters.

The irony is that a community can have empty bedrooms and a housing
shortage at the same time. A spare bedroom in the home of an eighty-two-
year-old widow is not interchangeable with an available housing unit for a
young family. The mismatch is between household composition, housing type,
geography, price, and the human preference to remain rooted.

No younger generation owns a claim on an older generation’s home. The
policy objective should therefore be neither guilt nor coercion. It should be
abundance of the right kind. When an older couple voluntarily moves from a
four-bedroom house into an appealing two-bedroom accessible home in the
same community, the older household gains a residence better suited to the
next stage of life, the younger household gains access to a family-sized home,
and the community retains both generations. That is a better-functioning
housing ladder, not a forced transfer.

The Home as Retirement Asset, Care Reserve, and
Inheritance

The importance of the house becomes even clearer when ownership is
separated from debt. The same Federal Reserve data show that
homeownership peaks at 81 percent among adults ages sixty-five through
seventy-four and remains at 80 percent among those seventy-five through
eighty-four. This is not simply a story of older Americans owning homes. It is
increasingly a story of older Americans owning substantial equity in homes
they have occupied and paid down for decades.

A paid-off house can reduce one of retirement's largest recurring expenses
without solving the problem of paying for care. The roof, insurance, taxes,
transportation, and the person arriving to help still require money that can be
used now. Housing equity is stored capacity. It becomes spendable capacity
only after another decision—and that decision may change the place where
someone lives, the obligations attached to the property, or what eventually
remains for heirs. The family's conversation should begin with its actual
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ownership, debt, and income, not an assumption that reaching a particular age
makes the home available to finance everything. [AUS5]

This is why the home has to be treated simultaneously as shelter, care
infrastructure, stored financial capacity, and a future estate asset. A paid-off
house lowers one of retirement’s largest recurring expenses and can make
aging in place financially attractive. Yet home equity is not cash sitting in a
checking account. Property taxes, insurance, utilities, maintenance,
accessibility improvements, and professional caregivers still require liquidity.
Families may eventually have to choose among preserving the home,
borrowing against it, using a reverse mortgage where appropriate, selling it to
finance care, or transferring it while accepting the legal and family
consequences. The fact that the mortgage is gone does not mean the financial
problem is gone. It means the family owns a larger pool of illiquid capacity
whose purpose must be decided before a crisis decides for them.

The housing age wave belongs directly beside the Great Wealth Transfer
because the home is often the largest asset older Americans possess. The
Federal Reserve reported that 83 percent of adults age sixty and older owned
their homes in 2025, compared with 58 percent of adults ages thirty through
forty-four and 24 percent of adults ages eighteen through twenty-nine. The
differences partly reflect the normal life cycle, but they also show where a
substantial portion of transferable wealth now resides.

A home may be simultaneously a residence, retirement asset, emergency
reserve, source of borrowing capacity, potential source of long-term-care
funding, and the inheritance children expect to receive. Those roles can
collide. A family may think of the property as inheritance while the parents
think of it as home. A financial plan may assume that the house will eventually
be sold to finance care while the owner’s deepest preference is never to leave
it.

Consider an eighty-year-old couple living in a mortgage-free house worth one
million dollars. Their balance sheet shows substantial wealth. The house does
not automatically produce the cash required for property taxes, insurance,
utilities, repairs, transportation, home modifications, or professional
caregiving. The couple can therefore be wealthy according to net worth and
constrained according to liquidity. Housing equity is stored capacity, not
spendable capacity until another decision converts it.
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The owners may sell, borrow against the property, use a reverse mortgage
when appropriate, or rely upon other financial assets while preserving the
house. Each choice carries costs, risks, tax implications, and family
consequences. Selling can solve liquidity while ending the aging-in-place
plan. Borrowing can preserve residence while reducing the estate. Extensive
paid care at home can honor autonomy while consuming cash faster than many
families imagined. Every solution moves the burden somewhere.

This is where the home becomes inseparable from the Inheritance Mirage. The
house must first shelter the owners. It may then need to finance accessibility,
maintenance, transportation, and care. Only after the lives and needs of the
people who accumulated the asset have been supported does the remainder
become inheritance. Longevity and care have first claim on the Great Wealth
Transfer.

The financial conflict is complicated by memory. Beneficiaries inherit two
assets at the same time: the real estate and the history attached to it. One child
sees continuity and family gatherings. Another sees capital that should be
divided. A third sees the first realistic opportunity to own a home. None is
necessarily selfish. Each is responding to the same property from a different
economic and emotional position.

Equal ownership does not resolve an indivisible asset. Someone must buy out
the others, the siblings must become co-owners, or the property must be sold.
Deferred maintenance, unpaid taxes, insurance, another state’s laws, an old
mortgage, a tenant, or a shared family cabin can make the practical inheritance
very different from the appraised value. A house can appreciate for decades
while accumulating obligations that transfer with it.

The most responsible estate plan therefore treats the house as an operating
asset rather than merely naming who receives it. It identifies current
ownership, successor authority during incapacity, maintenance responsibility,
insurance, liquidity, valuation, buyout procedures, deadlines, and a fallback
sale process. It also separates the parent’s right to use the asset for care from
the children’s understandable hope that some portion may remain.
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The Family Caregiver Becomes Part of the Housing
System

Conventional housing analysis counts units, permits, rents, prices, and
vacancy rates. The housing age wave must also count the spouses, daughters,
sons, friends, neighbors, and paid workers who make it possible for an older
person to remain in a house that would otherwise become unmanageable.
Aging in place frequently works because somebody else absorbs the friction.

That friction can reshape the next generation’s retirement. A middle-aged
child who reduces work hours to provide care loses wages today and
potentially retirement contributions, Social Security earnings, promotion
opportunities, and career momentum tomorrow. A child who pays for
modifications or supplemental care may reduce saving for his or her own old
age. The housing preference of one generation can therefore become a
financial obligation of the next unless the family plans explicitly for the cost
of making that preference possible.

This does not make the preference wrong. It makes the plan incomplete if the
family discusses only where the older person wants to live and not who will
supply the labor, how much paid help will cost, which assets will fund it, and
what happens when the primary caregiver can no longer continue. A statement
such as “I want to stay in my home” should begin a planning conversation, not
end one.

The important distinction is between owning the house and being able to use
its value without undermining the life being lived inside it. A mortgage-free
home can offer stability while still requiring taxes, insurance, upkeep,
transportation, and help. The ownership charts describe the starting position
of older households. They do not tell us whether an individual home is a safe
care setting or a readily available reserve.

Technology Will Help, but It Will Not Replace People

Technology will make aging in place more feasible. Sensors can detect falls
or unusual inactivity. Smart devices can control lights, thermostats, locks, and
appliances. Medication systems can issue reminders. Telehealth can reduce
some trips. Remote monitoring can identify a change before it becomes an
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emergency. These tools can extend the distance over which a family notices
and coordinates.

They can also be oversold. A sensor can detect that someone fell; it cannot
always lift the person from the floor. A camera can reveal that food has not
been eaten; it cannot prepare the meal. An application can remind someone to
take medication; it cannot reliably solve cognitive impairment. Telehealth can
connect a physician to a patient; it cannot bathe, dress, transport, reassure, or
sit with someone who is frightened at night.

The future of aging in place will therefore be hybrid. Technology will extend
human capacity rather than eliminate the need for it. The more successful the
country becomes at allowing people to remain at home, the more important it
becomes to build a reliable human network around the technology.

The home also sits inside a changing community and environment. Heat,
smoke, outages, storms, insurance, accessible alternatives, and local services
all belong in the question of whether remaining at home will work. For the
family, the practical question is whether the preferred setting still works when
one ordinary dependency—driving, power, a caregiver, or available
insurance—no longer does.

A Different Kind of Housing Supply

America unquestionably needs more housing, but the age wave suggests that
what gets built matters almost as much as how much gets built. A society with
more one- and two-person older households needs a housing stock that allows
movement without exile. It needs smaller-scale ownership choices inside
established communities, universal design, accessory units, transportation,
medical access, and neighborhoods in which a person can continue
participating after driving ends.

An age-friendly housing policy can help younger households without
displacing older ones. Better options allow voluntary movement through the
life cycle. They also reduce the burden on care systems because a well-
designed residence can preserve function, reduce falls, lower maintenance,
and make paid or family assistance easier to provide.

The design details matter. Step-free entrances, wider doorways, reachable
controls, safer bathrooms, good lighting, bedrooms and full bathrooms on the
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main level, and adaptable kitchens can support bodies that change over time.
These features are not exclusively senior features. They help a parent carrying
a child, a person recovering from surgery, a visitor using a wheelchair, and an
older resident hoping to remain independent.

When Aging in Place Meets a Changing
Environment

Aging in place is often discussed as though the only physical question were
whether the bathroom has grab bars. A changing environment adds another
layer. Extreme heat, wildfire smoke, flooding, storms, power loss, and
insurance pressure intersect directly with mobility, chronic disease, medical
equipment, transportation, and the ability to evacuate.

A rural property may offer beauty and privacy while placing the resident far
from emergency services. A home may depend upon electricity for oxygen,
medication refrigeration, cooling, communication, a well pump, or a mobility
device. A house in a wildfire, flood, or hurricane zone may become more
expensive to insure or harder to sell precisely when the family needs liquidity.
Place-based risk belongs inside the care plan.

The point is not that older adults should abandon every exposed location. It is
that remaining safely at home requires more than affection for the property.
Backup power, air filtration, cooling, evacuation assistance, medication
reserves, transportation, and a person responsible for checking in can
determine whether the home still functions when ordinary infrastructure fails.

What the Housing Age Wave Means for the Great
Convergence

The housing age wave fits naturally inside the Great Convergence because it
is another example of several individually manageable forces arriving
together. The population is aging. Household sizes are shrinking. Older
homeowners strongly prefer to remain at home. Appropriately sized and
accessible alternatives are limited. Family caregiving is already enormous.
The paid care workforce must expand while labor-force growth slows.
Housing wealth is becoming a central part of the intergenerational transfer of
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assets. The federal government enters the period with less fiscal room to
absorb additional demands.

None of those forces by itself produces a crisis. Together they change the
planning environment. The house becomes the place where demographic
aging, healthcare, labor scarcity, housing supply, retirement security,
inheritance, and family dynamics meet. The housing shortage is therefore not
only a failure to pour enough concrete. It is partly a failure to align the housing
stock with the life cycle of the population. America built millions of homes
for child-rearing. It built far fewer graceful transitions for the decades that
follow.

Families should begin with a deceptively simple question: if the older
generation wants to remain at home, what would it actually take to make that
safe, financially sustainable, and humane? The answer should include the
physical house, the care plan, the financial plan, the family plan, and an exit
path. A preference is not a prison. The plan should identify the conditions
under which assisted living, memory care, skilled nursing, or another setting
would better protect the older person and the family.

Mary’s experience also illustrates why the national homeownership numbers
matter at the family level. Like many older Americans, she had reached later
life owning her home without a mortgage. The property represented security,
independence, accumulated equity, and eventually the principal asset available
if her savings could no longer support care. [ was preparing to help arrange a
reverse mortgage precisely because the house had become the remaining
reservoir of financial capacity she was determined not to leave. After her
death, however, the same asset became an estate-administration project:
repairs, permitting, asbestos remediation, storm damage, deferred household
contents, sale timing, and family decisions all stood between the appraised
property and usable inheritance. A paid-off house can be an extraordinary
asset. It can also become an extraordinary concentration of responsibility if
the family has not decided what the house is for before incapacity or death.

The Burden Is Not That Older People Stay Home

The wrong conclusion is that older Americans are selfishly occupying houses
that should belong to younger people. The more useful conclusion is that
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demographic aging exposes a design failure. The housing and care systems
often give an older person two unattractive choices: remain in a house that
may become too large or difficult to manage, or leave the community and life
that make the house meaningful. When the rational and emotionally preferred
choice is to stay, no one should be surprised that people stay.

The answer is not coercion. It is abundance of the right kind: more homes,
more housing types, more accessible design, more home-care capacity, more
caregiver support, more transportation, more technology, more liquidity
planning, and more honest family conversations. Staying should remain a
choice rather than a trap, and moving, when it becomes desirable or necessary,
should become a transition rather than an exile.

This is where the housing story belongs inside Impending Burden. The age
wave does not arrive only at the Social Security office, the Medicare program,
the hospital, or the estate lawyer’s conference table. It arrives at the front door.
It arrives in a house that once held five people and now holds one. It arrives
when a daughter drives across town because her mother no longer drives after
dark, when a bathroom needs to be rebuilt, when a home-care aide cannot be
found, and when children discover that the house they imagined inheriting
may first have to finance ten more years of their parents’ lives.

The housing crisis and the aging crisis are therefore not separate stories. They
are two views of the same demographic transition. The central challenge is not
to force older Americans out of the places they love. It is to build enough
capacity around them that home can remain a source of dignity rather than
becoming the location where every shortage is quietly deposited.

The next decision

Discuss the conditions under which staying remains workable and the
conditions that would justify another choice. Companion tools T14-T17 keep
the home walkthrough, housing comparison, reasons to reconsider, and
resources reserved for living and care in one conversation. The goal is a
voluntary transition with options, not a forced decision after the home has
stopped working.
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The House Stays the Same While the Household Shrinks

e O O N
W | (AR |OpC

Family years Empty-nest years Solo aging
5 people 2 people 1 person

Same roof. Same bedrooms. Fewer people housed.
When this happens across thousands of homes, housing supply can grow while available family-sized housing remains scarce.

Exhibit 23a. The same house, fewer people

Original author housing illustration restored from the September 25 manuscript. Household sizes are
illustrative, not a national average or a forecast. [M1]

The diagram holds the physical home constant while the household changes. The table below

extends that picture to the work of making the home function as a care setting.

Exhibit 23. The house stays the same while the household
changes

Household stage What may change while the building stays

Family years More occupants share rooms, costs, tasks, and
transport.

Smaller household Children leave; fewer people manage the same
property.

One person at home Maintenance and routines may still require

substantial help.

A care setting at home Access, support, companions, and overnight
arrangements become design questions.

Author explanatory framework; not a validated score or a prediction for a household. [A6]

A house can remain an asset while becoming a different practical assignment.
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Aging in Place Is the Dominant Preference

Want to remain 75%
in their own home
Want to remain 73%
in their community
Actively planning 72%
to stay in community
Prefer care at home 61%
with family + paid help °
0 20 40 60 80 100

Percent of adults age 50 and older
Home is not the only choice, but it is the first preference for a large majority.

Exhibit 24. Aging in place is the dominant stated preference

AARP 2024 Home and Community Preferences Survey, as cited in the supplied manuscript. Respondent
groups and questions differ; percentages are not additive. [A6]

A preference to remain at home is the beginning of planning, not proof that the required support is
available.

A Better-Matched Move Can Reopen the Housing Chain

Starter home

Younger family

= ; ;
moves into a home becomes available
retumnsito;the/market that fits its needs for another household

Family-sized home

Older household or rental

chooses an accessible,
smaller home nearby

The objective is voluntary movement through better choices, not pressure or displacement.

More accessible housing can help older adults, younger families, and the community at the same time.

Exhibit 25a. How a voluntary move can reopen a housing chain

Original author illustration restored from the September 25 manuscript. A possible sequence, not a
guaranteed transaction chain. [M1]

The starting point is a better-fitting choice for the older household, not pressure to leave. The
benefits depend on suitable homes, affordability, timing, and actual buyers.

186



PART IV | THE HOUSE, THE ASSETS, AND THE CHOICES THAT REMAIN

Exhibit 25. A voluntary move can change more than one
household

Possible step Question worth asking

Older household considers a better-fitting home  Can accessibility, care, cost, and relationships
improve without coercion?

The earlier home becomes available What repairs, timing, sale costs, or family
decisions are required?

Another household moves Does the property fit its needs and resources?

Author explanatory framework; not a validated score or a prediction for a household. [A6]

The aim is better choices for the older owner, not treating that person as an obstacle to someone else’s
housing plan.

The house is shelter first, care infrastructure second, a financial reserve
third, and an inheritance only after the people who own it have been
supported.

The cost that does not appear in the listing

A mortgage-free home can still be expensive to live in. The roof, taxes,
insurance, transportation, household work, and assistance do not disappear
with the mortgage. Nor does moving make every cost visible in a single
monthly price. A responsible comparison asks what each option includes, what
remains outside it, who will supply the missing work, and how the
arrangement changes when the person needs more help.

The most easily omitted item is another person’s life. A house can look
affordable because a daughter handles the meals, a son handles repairs, and a
spouse remains awake whenever something might happen at night. Those
contributions should be acknowledged without pretending every hour can be
given a precise dollar value. The question is whether the arrangement is
workable and willingly shared, not whether a spreadsheet can make unpaid
work disappear.

A renter deserves the same attention. Modifications may require permission.
A move may threaten familiar neighbors or a favorable rent. There may be no
property to sell to finance the next setting. The housing comparison should
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begin with the actual tenure, resources, and choices available—mnot an
assumption that every reader owns an appreciating home.

Agree on a reason to reconsider before reconsideration becomes an accusation.
Repeated gaps in assistance, a significant change in function, an exhausted
caregiver, or costs that cannot be sustained should reopen the discussion with
appropriate professionals. None automatically determines the answer. They
tell the family that the previous answer needs another look. [as] [m1]

A manageable next step

Key takeaways and lessons learned

* A house can be home, wealth, a care setting, and future work for someone else.
Its value does not establish its suitability.

* Compare the whole arrangement: accessibility, assistance, transportation,
maintenance, companionship, cost, and the caregiver’s time.

* Empty bedrooms do not make a home available to another household, and
housing equity does not automatically pay next month’s care bill.

» Agree on reasons to reconsider before a crisis narrows the options. Owners and
renters need plans grounded in their actual choices.

What to notice. A familiar address still needs a workable support system.

One conversation. What must this home provide now, and who will provide
it?

One action. Compare the actual requirements of the realistic options.

Companion tool: T15 — Compare Housing by the Life It Supports. See the appendix for the tool finder.
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PART IV — THE HOUSE, THE ASSETS, AND THE CHOICES THAT REMAIN

CHAPTER 12

The Inheritance Mirage

What resources must first support the people who own them?
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Source trail for this chapter. [M1] [A1]

Tom Hansch’s rough combined estimate of $25,000 a month is not the normal
price of memory care, and it should never be used that way. It includes the
couple’s particular living and support arrangement. Its importance here is
different: even a financially successful household can discover that a
substantial part of its wealth has a demanding present purpose before it has
any future purpose for heirs.

That is the starting point for the Inheritance Mirage. The assets still belong to
the people whose lives they must sustain. Their children may eventually
receive part of what remains, but an expected inheritance is not a substitute for
understanding what those assets are being asked to do now.

A large transfer is not one family’s inheritance

Cerulli Associates projected approximately $124 trillion in transfers through
2048, across generations and including both heirs and charity. It is an
enormous number. It is not the amount every Boomer family will leave, nor is
it money already available to the children. Different estimates address
different populations and time periods; they cannot be treated as
interchangeable deductions from one national estate. [A1]

The family-level principle survives those differences in scope. Current wealth
is not the same thing as a future distribution. A surviving spouse may need it
first. A house may need to fund modifications or care. A business may not be
easily sold. A longer life may change both the size and the timing of what
eventually passes to the next generation.

There are moments in economic history when the accumulated decisions of an
entire generation become visible all at once. For most of a lifetime, wealth is
built too slowly to attract much attention. A mortgage balance declines one
monthly payment at a time. Retirement savings accumulate through
contributions that seem almost inconsequential when they are first made.
Businesses grow through thousands of ordinary decisions whose individual
importance becomes obvious only in retrospect. Houses appreciate gradually
while families continue thinking of them primarily as homes rather than
financial assets. The extraordinary result becomes visible only decades later,
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when millions of those individual journeys are finally added together and the
country discovers how much wealth an entire generation has quietly created.

The distribution matters as much as the total. Pew’s examination of 2022
household data found that the wealthiest tenth of Boomer households held 71
percent of the generation’s wealth. Median Boomer household net worth was
about $432,200. A generation can be exceptionally wealthy in the aggregate
without the typical family possessing anything like the fortune suggested by
the headline.

This economic diversity will determine how differently American families
experience the demographic transition described throughout this book. An
affluent couple may possess sufficient financial assets to purchase years of
professional caregiving without fundamentally disturbing the core wealth they
eventually hope to leave behind. A middle-income household whose principal
asset is a valuable residence may appear prosperous according to net worth
while possessing surprisingly limited cash flow with which to finance
prolonged care. Another household may own little beyond a modest home and
Social Security income, leaving adult children to absorb substantial portions
of the financial and practical responsibility when health begins to decline.

Even the balance sheet misses part of the story. Conventional household net
worth does not include the present value of Social Security or a defined-benefit
pension. Two families with similar assets may therefore have very different
dependable income. The question is not simply what they own, but what can
sustain the life ahead.

The form of wealth matters. Money in an investment account, equity in a
house, and an interest in a family business are not equally easy to use. A house
provides shelter, but paying for care may require cash. A business may be
valuable because its owner is still there making it work. Similar net worth can
conceal very different choices.

The house is central to that distinction. In the cited 2022 household data,
roughly eight in ten households in the principal retirement-age groups owned
their homes. Ownership tells us where wealth may be stored; it does not tell
us whether that wealth is easy to use for care. The housing discussion in
Chapter 11 considers the practical choices.
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The Great Wealth Transfer May First Become the
Great Care Transfer

Before wealth reaches heirs, it may take another route: the Great Care
Transfer. The phrase describes resources being used to support the people who
accumulated them. A family may pay for help at home, a different place to
live, transportation, modifications, rehabilitation, or the time of a professional
who makes the next decision more manageable.

Healthy independence and prolonged dependency are not the same financial
condition. A person who is traveling, working part time, and helping
grandchildren needs a different arrangement from someone requiring
continuous dementia support. Both may be retired. A single retirement-
spending assumption can conceal the difference.

As millions of Boomers move along the continuum from independence toward
dependency, part of the wealth expected to move downward to heirs will first
move sideways into housing and outward into the care economy. Homes will
be modified. Savings will pay for aides, transportation, medication
management, assisted living, memory care, skilled nursing, and support for
surviving spouses. Adult children will contribute time, travel, coordination,
lost earnings, and sometimes cash. In that sense, the Great Wealth Transfer
may first become a Great Care Transfer.

The averages also hide extraordinary inequality. The Fortune analysis reports
that, after liabilities, Boomer wealth remains heavily concentrated among the
most affluent households. That means America can experience the largest
nominal intergenerational wealth transfer in its history and a care-financing
crisis at the same time. Affluent families may be deciding how to steward
substantial excess capital. Middle-income families may be asking whether
home equity and retirement savings can survive ten years of dependency.
Families with few assets may discover that the principal thing transferred
across generations is responsibility.

Longevity makes the timing problem even more important. If parents live into
their late nineties or beyond, children may receive inheritances in their sixties
or seventies, after many of the life stages when capital could have had its
greatest leverage. The conventional image of wealth moving neatly from
retirees to middle-aged children therefore becomes less reliable. Giving while
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living may increase, inheritance may skip economically toward grandchildren,
and family capital may be used repeatedly before death for housing, education,
caregiving, healthcare, and support across several generations.

The family question should therefore begin with something more important
than “What will we inherit?” It should begin with “What must this capital
accomplish while the older generation is alive?” Estate planning without
longevity planning is incomplete. A will can determine where assets go after
death. It cannot determine how a family will finance, organize, and
emotionally survive ten or fifteen years of increasing dependency before
death.

The first transfer may be within the marriage

Cerulli’s research also projected approximately $54 trillion moving first to
surviving spouses by 2048. That is a pathway within the wider transfer, not
another amount to add to it. Its significance is the order: wealth can change
hands within a generation long before reaching the next. [a1]

The significance extends far beyond the enormous numbers themselves.
Consider what actually happens when a seventy-eight-year-old husband dies
and most family assets pass to his seventy-five-year-old wife. From the
perspective of an estate-planning document, an important transfer has
occurred. From the perspective of their children, inheritance may still be
fifteen or twenty years away. During those years, the capital remains active.

The surviving spouse still requires housing, transportation, healthcare,
financial management, and ordinary living expenses. Her health may remain
excellent for years, or circumstances may eventually require substantial
support. She may remain in the family home, move closer to children, enter a
retirement community, help grandchildren with education, contribute toward
a child's home purchase, make substantial charitable gifts, or alter an
investment strategy that had originally been designed for two people rather
than one.
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The Longevity Reserve Comes Before the Legacy
Number

I think of the longevity reserve as the resources still needed for living and care
before we begin calling the remainder a legacy. It is not a new financial
product or a formula that produces one right number. It is a change in the order
of the conversation: first, what do the people who own the assets need?

The reserve should also distinguish the house from the inheritance others
imagine it represents. A residence may remain the primary shelter for another
decade, require substantial modification, secure borrowing used for care, or
eventually be sold so that equity can support the owner in a better setting. The
home belongs first to the life still being lived inside it. Only after housing and
care have made their claims does the remainder become a legacy asset.

The exact amount is personal and should be tested with professional advice.
The conceptual order is universal. First preserve the security and dignity of the
people who created the wealth. Then determine which assets can be transferred
without creating future dependency. Only after that should the family treat the
remaining capital as legacy.

The same headline, different starting lines

The unequal distribution of inheritance is not a separate topic that can be
confined to one chapter. It changes every other system. A high-wealth
household can purchase professional care, modify several homes, hire
navigation, and preserve the productive time of adult children. A low-income
household may depend upon one daughter whose missed shifts immediately
reduce rent or food security. The same diagnosis therefore produces entirely
different consequences.

Race and accumulated housing opportunity matter because the home is often
the principal source of transferable wealth. Tangled title, heirs' property,
deferred maintenance, property-tax pressure, neighborhood disinvestment,
and unequal access to appreciation can weaken the asset before transfer.
Geography matters because a valuable home in one market can finance care
while a home of similar sentimental importance in another cannot.
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$124 trillion is not one inheritance

mmm Expected to heirs ($T): 105
mmm  Expected to charity ($T): 18

Source: Cerulli Associates forecast cited in Chapter 2; totals reflect published rounding.

Exhibit 26. The Great Wealth Transfer is not one inheritance

Cerulli’s December 2024 projection through 2048. Displayed rounded components are about $105
trillion to heirs and $18 trillion to charity; rounding means they do not exactly sum to the headline $124
trillion. [A1]

A national transfer forecast is not a forecast for a particular child. Care and living come before a
presumed inheritance.
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Exhibit 27. Before inheritance, resources have work to do

Present claim on resources Planning question

Ordinary life and surviving spouse What income and resources must remain
available?

Care and housing What might changing help cost, and how will it

be financed?

Taxes, debts, and administration Which obligations and transaction costs require
professional review?

Gifts and eventual transfer What remains after those needs—not what heirs
assume today?

Author explanatory framework; not a validated score or a prediction for a household. [A1] [A2]

This replaces an arbitrary numerical depletion curve. Different households may preserve, spend, grow,
or transfer assets along very different paths.

The mirage is not that the wealth is imaginary. The homes, businesses,
accounts, and portfolios are real. The mirage appears when someone looks at
today’s net worth and mentally converts it into tomorrow’s inheritance before
another ten, twenty, or thirty years of life have made their claims. The older
generation’s life comes first.
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A manageable next step

Key takeaways and lessons learned

* The older person’s life and care have the first claim on the resources
accumulated to support them. An inheritance is not yet someone else’s money.

* National wealth-transfer projections do not describe what one family will
receive, when it will arrive, or how it will be divided.

* Net worth, recurring income, and readily usable funds are different. A valuable
home or business may still leave a difficult care budget.

 Discuss longer lives, changing assistance, and a surviving spouse before treating
an uncertain future transfer as part of another person’s plan.

What to notice. The first claim on resources is the life they must sustain.

One conversation. What have we assumed about care costs and an eventual
inheritance?

One action. Separate current income, usable resources, and uncertain future
transfers.

Companion tool: T17 — Resources Reserved for Living and Care. See the appendix for the tool finder.
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PART IV — THE HOUSE, THE ASSETS, AND THE CHOICES THAT REMAIN
CHAPTER 13

The Estate Someone Can Actually Manage

Will ownership, authority, records, and intentions work together?
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Source trail for this chapter. [M1] [A2] [A3] [A4] [AS]

The Median Is Not the Story

A median is useful when we want to describe the middle household. It is much
less useful when we want to understand the coming estate-administration
burden. Two seventy-five-year-old couples can have the same age and entirely
different planning problems. One may own a home, a checking account, and
an individual retirement account with named beneficiaries. The other may own
several properties, multiple brokerage accounts, limited-liability companies,
private investments, life insurance, a family business, and older trusts. Their
wealth may differ by a factor of ten, while their administrative difficulty can
differ by much more.

The Federal Reserve’s 2022 Survey of Consumer Finances found median net
worth of about $410,000 for families age sixty-five through seventy-four, but
mean net worth of nearly $1.8 million. For families age seventy-five and older,
median net worth was about $336,000 while mean net worth exceeded $1.6
million. That enormous gap is the signature of a long upper tail.

Across all families, the Federal Reserve placed the ninetieth percentile of net
worth at about $1.94 million in 2022. Families in the top ten percent had
median net worth of about $3.79 million and mean net worth of about $7.81
million. Those households are precisely where estate administration can
become a problem of entities, properties, tax basis, multiple custodians,
business succession, valuation, charitable planning, and multigenerational
family governance.

Complexity Does Not Rise in a Straight Line

Estate size matters, but asset complexity can matter even more. A one-million-
dollar estate consisting of a house and two beneficiary-designated accounts
can be easier to settle than a smaller estate containing a closely held business,
mineral interests, property in two states, disputed personal loans, and no
organized records.

As wealth rises, complexity tends to accumulate. More affluent households are
more likely to own multiple taxable accounts, real estate beyond the primary
residence, private businesses, partnerships, concentrated securities, insurance,
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charitable vehicles, and trusts. More assets mean more institutions, more tax
records, more valuation questions, and more opportunities for titles and
beneficiary designations to conflict.

The result is not a literal exponential law, but it is often nonlinear in practice.
Each new entity can create relationships with several other parts of the plan.
A second property may create another state jurisdiction. A business may
require valuation and succession documents. A trust may solve probate
problems while creating trustee-accounting duties. A large concentrated stock
position may create tax and diversification questions for heirs.

An inventory someone can use

The person named is not always the person
authorized

A family may use the word “in charge” for several different responsibilities.
The daughter who speaks with physicians, the son who pays bills, the trustee,
the future executor, and a benefits representative may not hold interchangeable
authority. The relevant question is what each person may do, under which
document or appointment, at what time, and with whose consent.

The Consumer Financial Protection Bureau distinguishes several financial
fiduciary roles in its guides to managing another person’s money. Social
Security has a separate representative-payee process. A brokerage trusted
contact is another different role: FINRA explains that the designation does not
provide authority to trade or manage the account. These distinctions are
reasons to ask qualified advisers and institutions precise questions, not to
assemble legal arrangements from labels.

The practical inventory belongs alongside that advice. Where is the current
document? Does the appointed person know about the responsibility and agree
to undertake it? What happens if that person cannot act? What process will the
institution use to establish access? A document nobody can find and a backup
who has never been asked can give a family reassurance without giving it
usable capacity. [A2] [A3] [A4]

The next task is to make the documents, ownership, authority, and practical
records work together. A difficulty framework can reveal questions; it cannot
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settle the legal answers. Those belong with qualified advisers who understand
the people, assets, and jurisdictions involved.

From intentions to arrangements that work

The size of an estate does not tell us how much work it will leave behind. A
current inventory can show where ownership, authority, documents, and
practical responsibility do not yet align. Qualified advisers can then help the
family understand which legal, tax, title, liquidity, or protection questions
require action. The objective is not an impressive folder. It is an arrangement
someone can use when circumstances change.

A will, trust, power of attorney, healthcare directive, beneficiary form,
insurance contract, deed, or business agreement can solve a specific problem.
Estate preservation asks whether all of those instruments remain coordinated
with the assets, the family, the jurisdiction, the tax rules, and the owner’s
changing capacity. The distinction is not between documents and no
documents. It is between documents that exist and a system that works.

Pressure-Test Your Estate Plan

A durable plan should be tested against circumstances more difficult than
those existing today. Families should ask whether the plan still works if one
spouse lives another fifteen years, if a period of declining capacity lasts five
years, if the family home requires expensive modifications, if a caregiver child
must reduce employment, if a business owner can no longer manage the
company, or if a key successor becomes unavailable. The test is not whether
the documents are valid. The test is whether the system surrounding the
documents still holds when circumstances become demanding.

The action appendix at the end of this book translates this concept into a
structured process for reviewing legal authority, beneficiary designations,
asset ownership, liquidity, housing, caregiving, business succession,
insurance, and family communication together rather than as separate planning
exercises.
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Why State Law Changes Everything

The evidence throughout this book establishes that national advice has limits
because probate, property law, Medicaid rules, estate recovery, spousal
protections, homestead protections, and state estate or inheritance taxes can
vary materially from one jurisdiction to another. The same family balance
sheet can therefore encounter different legal and financial consequences
depending upon residence, domicile, the location of property, and the structure
through which assets are owned.

That reality does not make state law the organizing principle of the book, but
it does make state-specific review indispensable before families rely upon
generalized assumptions. The purpose of the Estate Preservation Index is to
make those differences visible enough that a family knows where
individualized legal and financial advice becomes necessary.

Where You Live—and Where the Property Sits—Can
Change the Outcome

Estate planning in the United States operates inside fifty different state legal
environments layered beneath federal tax law. Domicile can affect state death-
tax exposure and administration. The physical location of real estate can
trigger another state’s property, recording, probate, creditor, homestead, and
tax rules even when the owner lives elsewhere. The beneficiary’s residence
can matter when inherited retirement distributions or other income are taxed.
A family that owns a primary residence in one state, a rental property in
another, and beneficiaries scattered across several more jurisdictions does not
have one geographic estate-planning problem. It has several overlapping ones.

The differences are especially important for real estate because states vary in
nonprobate transfer tools, homestead protections, community-property rules,
inherited-property reassessment, partition procedures, probate administration,
creditor protections, Medicaid estate recovery, and the treatment of trusts. A
deed or trust strategy that works elegantly in one state can be unavailable,
unnecessary, or counterproductive in another. Moving in retirement therefore
should trigger an estate-plan review just as surely as marriage, divorce, death
of a beneficiary, or a major acquisition.
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Mark Williams’s family makes the purpose of this work concrete. The savings
his father left were first intended to protect his mother, and the siblings used
them to support her care. His account also shows how a partially shared
understanding about possessions can create worry even in a family that
remains cooperative. It does not establish the terms of every legal document.
The lesson is to align resources, authority, intentions, and communication
before someone has to reconstruct them under pressure.

Where the law changes the question

A family’s financial and healthcare arrangements do not operate outside a
jurisdiction. Ownership, authority, inheritance, taxes, benefits, and property
responsibilities depend on applicable law and the particular documents
involved. Moving, owning property in more than one state, a blended family,
or a business interest may make coordinated advice especially important.

Rather than assign states a simplified difficulty score, take a focused inventory
to qualified advisers. Which law governs this document or asset? Has a move
changed what needs reviewing? Who can act if the appointed person cannot?
What must a financial institution or healthcare organization see? Which
deadlines, taxes, or benefit consequences require attention before an asset is
given away, sold, retitled, or distributed?

The practical purpose is not to make the reader become an attorney. It is to
make the professional meeting more useful. One clear account of the people,
assets, documents, and unresolved questions gives advisers a better starting
point than a confident family assumption that everything should work because
a form was signed years ago. [A2] [A3]

Trusts, wills, powers of attorney, healthcare directives, beneficiary
designations, insurance, charitable structures, business-succession
arrangements, and tax strategies can each solve important problems. None of
them can replace the need to understand what the family owns, who will make
decisions, whether enough liquidity exists, or whether successors are prepared
to manage what they receive. Tools become effective only when they are
connected to a coherent purpose.

The most sophisticated planning therefore begins by asking what the wealth is
intended to accomplish, how independence will be protected first, and what
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kind of opportunity the family hopes to preserve afterward. Only then can
individual legal and financial tools be evaluated according to whether they
support those priorities.

Taxes Matter, but Usually Not in the Way Families
Think

Taxes enter almost every serious conversation about inheritance because they
represent one of the few forces reducing an estate that families can see clearly
and calculate with relative precision. A tax liability eventually produces a
number. An accountant can estimate it. An attorney can plan around it. A
financial adviser can model alternative strategies for reducing it. Because the
obligation is visible, families naturally devote substantial attention to
minimizing it.

That attention is appropriate. The mistake occurs when tax efficiency becomes
confused with estate preservation itself. The two objectives overlap, but they
are not the same. A family may possess an estate that transfers with
extraordinary tax efficiency while simultaneously failing to preserve the
economic opportunity contained within the assets. A closely held business
may pass to children with sophisticated legal planning yet begin losing value
almost immediately because no successor possesses the ability or desire to
operate it. A valuable residence may receive favorable tax treatment while
heirs lack enough liquidity to maintain it. A trust may accomplish every tax
objective for which it was designed while creating a governance structure so
complicated that beneficiaries spend years trying to understand what they
actually control.

Conversely, another family may knowingly accept some tax cost because
doing so allows capital to reach a child when the opportunity is greatest,
simplifies ownership, or preserves flexibility that would otherwise be lost.
This is why tax planning should always begin with the larger question
surrounding every form of stewardship. What is the wealth intended to
accomplish? Only after answering that question does tax efficiency become
meaningful.

The current federal estate-tax system demonstrates why keeping those
priorities in proportion matters so much. For people dying in 2026, the basic
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federal estate-tax exclusion is $15 million per individual, reflecting legislation
enacted in 2025 that increased the exclusion from the $13.99 million amount
applying to 2025 estates. The details can become considerably more
complicated for married couples, prior taxable gifts, portability elections,
trusts, business interests, charitable transfers, and other circumstances, but the
central economic fact remains straightforward. Most American estates will
never become large enough to owe federal estate tax.

That fact dramatically changes the way we should think about the Inheritance
Mirage. For a household worth two million dollars, five million dollars, or
even considerably more, the principal reason children may inherit less than
today's balance sheet suggests will usually not be the federal estate tax. The
larger forces are likely to be the ones we have already examined: longer
retirement, healthcare, long-term care, housing costs, family support, market
performance, philanthropy, and the ordinary consumption required to sustain
another decade or two of life.

The federal estate tax becomes enormously important when estates grow large
enough for it to apply. For most families, something else matters far more. Yet
the absence of federal estate-tax liability does not mean taxes cease to
influence inheritance, because assets arrive carrying very different tax
histories. A one-million-dollar home, a one-million-dollar taxable investment
portfolio, and a one-million-dollar traditional IRA may appear identical when
viewed on a family's net-worth statement. Each represents one million dollars
of gross wealth. To the beneficiary receiving them, however, they can be
economically different assets because the tax system does not treat them
identically.

Transfer Friction

The company may pass into a trust with extraordinary efficiency while
customers, employees, lenders, and suppliers remain uncertain about
leadership. Children may receive equal shares even though only one has
worked in the business. A company whose value depended heavily upon the
founder's relationships and judgment may discover that the valuation prepared
before death represented economic potential rather than guaranteed realizable
value.
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The same principle applies to farms, ranches, rental properties, professional
practices, and other illiquid assets. Taxes influence how much survives a
transfer, but taxes do not determine whether the underlying asset remains
economically productive afterward. This is the broader meaning of transfer
friction. Taxes are one form of friction. Liquidity is another. Administration
creates friction. Valuation creates friction.

Family disagreement creates friction. Poor records create friction. Unclear
ownership creates friction. An unprepared successor creates friction. Every
form of friction stands between gross wealth and usable inherited opportunity.
This concept allows us to place taxation in its appropriate position within the
Inheritance Mirage. Imagine once again the funnel through which an older
household's assets must travel before becoming inheritance. Retirement
consumption has already acted upon the capital. Healthcare and caregiving
may have acted upon it. Housing and family support may have altered the
estate. At the final stages of the journey come taxation, administration,
valuation, legal costs, and the practical work required to move assets into the
hands of beneficiaries.

For some estates, those final stages will remove relatively little value. For
others, particularly very large or complicated estates, the friction can become
substantial. The objective of planning is to reduce unnecessary friction without
pretending every form of friction can or should be eliminated. Taxes fund
public institutions within the society that made private wealth possible.
Professional fees often purchase expertise capable of preventing far more
expensive mistakes.

Estate administration exists because ownership must be transferred legally and
transparently. The issue is not whether the process can become entirely
frictionless. The issue is whether avoidable friction consumes value without
producing corresponding benefit. That is the same question successful
businesses ask continually. Every unnecessary cost reduces the resources
available for productive purposes. Estate preservation should apply the same
discipline.

This is why beneficiaries themselves should understand what they are
receiving before ownership changes. A child inheriting a traditional IRA
should understand that the account's gross balance does not represent tax-free
cash. Someone inheriting highly appreciated real estate should understand
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basis and sale considerations before making an immediate decision. A
beneficiary receiving a minority interest in a family business should
understand what that ownership actually permits and what it does not.
Someone inheriting property in another state should understand the laws
governing that property rather than assuming the rules resemble those at home.

Knowledge reduces friction because informed beneficiaries are less likely to
make hurried decisions based upon the wrong understanding of the asset. This
returns us once again to the distinction between ownership and stewardship.
Ownership can transfer through a signature. Understanding cannot. A parent
may have accumulated forty years of knowledge about a particular property,
business, investment portfolio, or financial strategy. If none of that context
accompanies the asset, the beneficiary receives legal ownership while
beginning the stewardship process almost from zero.

That is an avoidable form of transfer friction as real as taxation. Perhaps this
is why the most successful intergenerational planning ultimately begins before
anyone dies. Families can discuss the assets, their history, their tax character,
the purpose they were intended to serve, and the expectations surrounding
them while the people who created the wealth remain available to answer
questions. Professional advisers can coordinate rather than operate in separate
silos. Documents can be updated while capacity remains strong. Beneficiary
designations can be reconciled with trusts and wills. Liquidity can be
evaluated before an estate needs it. Businesses can develop successors while
founders remain available to mentor them.

The result is not simply a lower tax bill. It is a stronger transfer. That
distinction is central to Impending Burden because the Great Wealth Transfer
will ultimately be judged not by the gross value of assets appearing on the final
balance sheets of Baby Boomers, but by the quality of the economic
opportunity received by those who follow. A $2 million inheritance
surrounded by confusion, illiquidity, taxes, disputed ownership, and
unprepared beneficiaries may deliver less enduring opportunity than a smaller
inheritance that arrives cleanly, efficiently, and in the hands of people prepared
to steward it.

The objective therefore should never be to maximize the number appearing on
the estate inventory at the expense of everything else. The objective should be
to maximize what the wealth can still accomplish after ownership changes.
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Taxes matter because they influence that outcome. So do liquidity, simplicity,
flexibility, preparation, and understanding. The Great Wealth Transfer will
pass through all of them before it reaches the next generation, and every layer
of unnecessary friction will determine how much of yesterday's accumulated
prosperity remains capable of becoming tomorrow's opportunity.

Protecting the Estate While the Owner Is Still Alive

A family can complete sophisticated transfer documents and still lose
substantial wealth before the estate ever becomes operative. Financial
exploitation thrives where aging, isolation, cognitive change, digital
complexity, and concentrated trust intersect. The perpetrator may be a
stranger, a contractor, a romantic interest, a caregiver, a fiduciary, or a family
member.

The FBI received more than 201,000 complaints from people age sixty and
older in 2025 involving reported losses exceeding $7.7 billion. FinCEN and
the Consumer Financial Protection Bureau previously identified
approximately $27 billion in suspicious activity connected with elder financial
exploitation during a one-year period. The measures are not directly
comparable: one represents reported losses and the other includes actual and
attempted suspicious transactions. Together they demonstrate that exploitation
is not a peripheral consumer issue. It is a major estate-preservation risk. [A2]

Al increases both protection and threat. Financial institutions can identify
unusual transactions, but criminals can imitate voices, images, emails, and
urgent family requests. A person with early cognitive impairment may remain
socially persuasive while losing the judgment required to recognize
manipulation. The family may hesitate to intervene because the transactions
appear voluntary or because acknowledging decline feels like a violation of
autonomy.

A Layered Financial-Protection System

Protection should be graduated rather than all-or-nothing. A trusted contact
can be added before anyone takes control. Account alerts can be sent to more
than one person. Duplicate statements can improve visibility. Credit can be
frozen. Large transactions can require additional review. Gifting authority in
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a power of attorney can be limited or defined. A professional fiduciary can be
used where family trust is weak.

The family should also define the trigger for successor responsibility. Waiting
until the person cannot understand anything is too late. Financial capacity is
decision-specific, and the most complex decisions may become unsafe before
ordinary spending does. A periodic clinical and legal review can help
distinguish autonomy from vulnerability.

Contractor and property fraud deserve special attention because the home
becomes both target and leverage. An older owner may be persuaded to
prepay, sign a lien, transfer title, or approve unnecessary work. A second
person should review significant projects, property transfers, new
beneficiaries, loans, and unusual gifts. The objective is not surveillance for its
own sake. It is enough friction to protect a person whose judgment may be
changing.

Exhibit 28. Estate difficulty is not a wealth score

Source of complexity A way to make the work more manageable

Many accounts or entities An accurate inventory and appropriate
professional review.

Iliquid or jointly held property Clear authority, valuation, maintenance, and
decision procedures.

Conflicting expectations Earlier conversations and documented
intentions.

Unclear access or appointments Verified roles and an institution-specific access
process.

Author explanatory framework; not a validated score or a prediction for a household. [A2]

A small estate can be complicated. A larger one can be orderly. No numerical risk ranking is implied.
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Exhibit 29. Two kinds of difficulty meet in one household

Care questions Asset and authority questions

What help is needed now? Who can pay or authorize it?

Who can safely provide it? What resources are actually usable?

‘What has changed in function or preference? Do the records and documents still fit?
What backup exists? Who can act if the usual organizer cannot?

Author explanatory framework; not a validated score or a prediction for a household. [A2] [M1]

The purpose is to reveal a gap, not score whether the family is performing well.

Exhibit 30. Financial protection without automatic takeover

Concern Appropriate next question

An unfamiliar transaction or request What can the owner and authorized adviser
verify through a trusted channel?

Pressure, secrecy, or urgency Who can help assess the concern safely and
independently?

Unclear account authority What is the legitimate access and reporting
process?

A proposed trusted contact What can that person do—and what can they not
do?

Original educational questions; no diagnostic or fraud-detection score. Replaces a comparison of unlike
loss and suspicious-activity measures. [A2] [A4]

Protection must respect lawful authority and the person’s participation. Suspected exploitation may
require appropriate professional or protective assistance.
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Question What the family needs to know

Authority Who can make financial and healthcare
decisions, and will institutions accept the
documents?

Ownership How is each major asset titled, and what passes

by contract rather than by the will?

Liquidity Which resources can pay for care, taxes,
maintenance, and administration without an
emergency sale?

Knowledge Is there one usable map of accounts, advisers,
insurance, debts, passwords, and recurring
obligations?

Family process Who communicates, who decides, and how will

unequal caregiving be recognized without
turning it into a private argument?

When the paperwork arrives during grief

The administrative work after a death can make time feel strangely uneven.
One hour belongs to memory; the next to a telephone call about a bill. A
relative may begin clearing a room because doing something seems preferable
to standing still. Yet speed is not always the same as progress. Some decisions
require authority, information, or advice that has not yet been obtained.

Begin with the people and needs that cannot wait: dependent relatives, pets,
necessary care, and the appropriate response to the death itself. Then locate
the authorized representative and professional guidance. Ask which
notifications and deadlines actually apply, who may access records, how
expenses should be handled, and which property or financial decisions should
wait. The IRS provides guidance about final returns and estate tax
administration, but a federal information page does not answer every state-law
or family question.

The person who becomes most useful at this stage may be the one willing to
slow the family down just enough to avoid irreversible mistakes. Keeping a
record of calls, decisions, and expenses is not an attempt to make grief tidy. It
is a way of preventing the practical uncertainty from becoming another
argument among people who have already lost someone. [A2] [A5]
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A manageable next step

Key takeaways and lessons learned

* Intentions need ownership, beneficiary arrangements, documents, and authority
that work together. An impressive folder does not prove that they do.

» Knowing an account exists is not the same as having lawful access or power to
act. Clarify each role with the appropriate adviser or institution.

* Make records and possessions discoverable without erasing privacy or
autonomy. Clear information leaves less room for suspicion and avoidable work.

» After a death, identify the authorized people and applicable obligations before
irreversible decisions or distributions. Grief does not require administrative
haste.

What to notice. A sensible intention needs documents, ownership, and
authority that work together.

One conversation. Who can act, and how will that person establish access?

One action. Take the unanswered questions to the appropriate adviser or
institution.

Companion tool: T07 — Who Can Act—and Who Can See What. See the appendix for the tool finder.
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14. The Great Ownership
Transfer

When the Baby Boomer Retirement Wave Reaches Main Street

Guiding question: What happens when the asset a family hopes to inherit is
not a portfolio or a house, but a living enterprise that must keep operating
after its founder steps away?

The great wealth transfer is usually described as a movement of money.
Trillions of dollars accumulated by the baby boom generation will eventually
pass to children, grandchildren, charities, governments, caregivers, and
institutions. But that familiar description misses an enormous category of
wealth that cannot simply be divided among heirs or transferred with the click
of a mouse. It is the operating business: the machine shop, construction
company, dental practice, farm supplier, restaurant group, engineering firm,
trucking company, local manufacturer, professional practice, and thousands of
other enterprises whose value depends upon people continuing to show up the
morning after the founder leaves.

This is where the demographic story becomes an ownership story.
JPMorganChase has put the coming transition at roughly 12 million businesses
representing nearly $10 trillion in assets over the next decade. Its survey of
1,000 business owners found that about 70 percent were in the early stages of
succession planning while only 8 percent described themselves as advanced.
Jamie Dimon supplied the larger frame when he warned in 2026 that “the
American Dream is alive, but it’s slipping out of reach for too many people—
and for future generations.” The problem is not that owners do not know
retirement is coming. The problem is that knowing and preparing are two very
different things.
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50 The Succession Readiness Gap

70%

70 A

60 1

50 A

40 -

30 1

20 1

Share of surveyed owners (%)

10 A 8%

Early-stage Advanced-stage
planning planning

Exhibit 14.1 — JPMorganChase survey: 70% of owners reported early-stage succession planning; 8% reported
advanced-stage planning. Source: Fortune reporting on JPMorganChase, September 14, 2026.

That distinction belongs at the center of Impending Burden. Aging creates
deadlines that families often prefer to treat as abstractions. A healthy sixty-
eight-year-old founder can reasonably believe there is plenty of time. At
seventy-three, the business may still be thriving and the founder may still be
indispensable. At seventy-eight, the same person may continue working
because the business is a source of identity, purpose, income, social
connection, and status. Then an illness, a fall, cognitive decline, the death of a
spouse, or a sudden desire to stop working can compress a ten-year succession
problem into ten months—or ten weeks.

A business is particularly unforgiving of that delay because it is not a passive
asset. A portfolio can remain invested while its owner is hospitalized. A house
can sit empty for a period of time. A functioning enterprise cannot. Employees
need decisions. Customers need service. Vendors need payment. Banks need
signatures. Key managers need authority. Licenses, leases, insurance, payroll,
contracts, technology systems, passwords, customer relationships, and
institutional knowledge must continue to function. If the owner has kept too
much of that knowledge and authority inside his or her own head, aging
becomes an operational risk long before it becomes an estate-settlement issue.
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John Regan’s struggle to obtain his mother’s phone password in Chapter 7 is
the household version of this risk; T19 (The Household Knowledge HandofY)
applies the same protective habit to a business.

This helps explain why the retirement of the baby boom generation is not
simply a private event. A viable company that closes because no successor
was prepared represents something very different from a business that failed
in the marketplace. The first may have customers, employees, cash flow,
equipment, goodwill, and community value, yet disappear because ownership
could not make the transition. Research cited in the current discussion of the
Great Ownership Transfer suggests that a meaningful share of future small-
business closures could be avoided through better succession preparation.
Other surveys have found substantial numbers of older owners either uncertain
about their long-term plans or expecting to close rather than sell or transfer
their companies.

The losses cascade. Employees lose jobs. A community loses a supplier or
service. Customers lose a relationship. Commercial property may go dark.
Equipment is liquidated for less than its productive value. Expertise
accumulated over decades disperses. The founder's family may receive far less
than the enterprise might have been worth as a going concern. And a younger
entrepreneur loses an opportunity to acquire an established company rather
than starting from zero. What appears on the surface to be one person's
retirement can therefore become a small but consequential erosion of local
economic infrastructure.

That is why Jamie Dimon's broader warning that the American Dream is
slipping out of reach connects so naturally to this issue. The American Dream
has never been only about owning a home. It has also been about owning
something productive: a shop, a farm, a practice, a company, a piece of the
enterprise in which one works. When one generation controls an extraordinary
inventory of productive assets but has not built reliable bridges to the next
generation of owners, the problem is not merely retirement. It is access.

The irony is that many entrepreneurs began their businesses precisely because
they wanted independence and something they could eventually pass on. Yet
succession requires founders to confront questions that entrepreneurship
allowed them to postpone. Is the company truly valuable without me? Does
one child want it while another wants cash? Is a longtime employee capable
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of becoming an owner? Can management finance a purchase? Would an
outside buyer preserve the culture? What is the business actually worth? Have
I built a company—or have I built a job that depends entirely upon me?

Those questions can be emotionally harder than financial planning because a
closely held business often becomes fused with the founder's identity. Selling
it can feel like surrendering relevance. Giving authority to a successor can feel
like admitting mortality. A founder who has spent forty years being the person
everyone turns to may find it extraordinarily difficult to become the person
who is no longer needed. The delay can therefore look irrational from the
outside while making perfect emotional sense from inside the founder's life.

But the cost of postponement rises with age. A well-designed succession
process may require years: strengthening the management team, documenting
procedures, cleaning up financial statements, diversifying customer
concentration, establishing governance, resolving family expectations,
obtaining valuations, arranging financing, minimizing tax friction, and
gradually transferring relationships and decision-making authority. The best
time to undertake that work is when the owner is healthy enough not to need
it.

The options are broader than the traditional choice between selling to a
competitor and handing the company to a child. Family succession remains
appropriate when an interested and capable next generation exists, but forcing
inheritance upon children who do not want the responsibility can destroy both
the company and family relationships. Management buyouts can preserve
continuity. Employee ownership structures can allow the people who helped
create enterprise value to participate in it. Outside strategic or financial buyers
may provide liquidity and scale. In some cases, an orderly wind-down is the
correct decision. The essential point is not that every business must survive its
founder. It is that the outcome should be intentional rather than accidental.

This is also where ownership transition intersects with inequality. Established
businesses are difficult to create, and they are difficult to buy. Younger would-
be owners may possess the skill and ambition to operate them but lack the
capital, collateral, networks, or advisory support required to complete a
transaction. If viable boomer-owned companies simply close, the economy
destroys precisely the kind of productive platform that could broaden
ownership. If those companies can instead be transferred responsibly—to
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family members, managers, employees, local entrepreneurs, or other qualified
buyers—the retirement wave becomes not only a risk but an opportunity to
expand the ownership economy.

JPMorganChase's recent focus on small-business succession reflects this
larger possibility. Its work links the transition problem to lending, advisory
support, public policy, and programs intended to make ownership transfers
easier. The policy proposals surrounding the issue—including efforts to
expand succession planning resources and ownership-transition tools—
recognize something important: markets alone do not guarantee that millions
of complex, closely held enterprises will move smoothly from one generation
to another. Owners must prepare, buyers must be financeable, advisors must
be engaged, and institutions must help reduce the friction between the two.

For families, however, the first intervention is simpler: talk while everyone
can still talk. The same principle that applies to advance directives, housing
decisions, caregiving expectations, wills, trusts, passwords, and end-of-life
preferences applies to the family business. Who can run it if the owner cannot?
Who has legal authority? Who wants it? Who does not? How will children
who work in the company be treated relative to children who do not? Is
ownership equal to management, or should those rights be separated? What
happens if the founder becomes cognitively impaired before formally
transferring control? What amount of family wealth is concentrated in the
business, and what happens to the surviving spouse if that wealth is illiquid?

These are not questions to ask for the first time in a hospital room. They are
governance questions, and governance is most valuable before a crisis. A
durable succession plan should therefore be understood as part of longevity
planning. It protects not only the value of the company but the dignity of the
founder, the security of employees, the interests of heirs, and the continuity of
the community the business serves.

There is a deeper lesson here for the entire baby boomer transition. The assets
accumulated by one generation do not automatically become opportunities for
the next. Transfer requires preparation. A house with unresolved title problems
can become a burden. A portfolio without organized records can become an
administrative maze. A collection that meant everything to its owner may
mean nothing to the heirs who must dispose of it. And a profitable business
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without a successor can become worth dramatically less the moment the
founder can no longer operate it.

That is the difference between inheritance and stewardship. Inheritance asks,
What will I receive? Stewardship asks, What must be prepared so that what
has been built can continue to create value after the builder is gone? The
coming ownership transfer forces both generations to confront that question.

For baby boomers, the challenge is to relinquish control deliberately enough
that accumulated value survives them. For younger generations, the
opportunity is to acquire and steward productive assets that might otherwise
disappear. For communities, the stakes are jobs, services, tax bases,
knowledge, and continuity. And for the country, the question is whether one
of the largest retirement waves in history becomes an era of economic
liquidation or an era of renewed ownership.

The answer will not be determined when the last document is signed. It is
being determined now—in conversations founders are having, or avoiding,
with their families, managers, employees, bankers, attorneys, accountants, and
potential successors. The baby boomer generation spent decades building an
extraordinary stock of private enterprise. The final measure of that
achievement may be not simply how much those businesses became worth,
but how much of their productive value remains after their founders finally
step away.

The scale is larger than any one family can see

McKinsey’s 2026 research gives the ownership wave another scale. By 2035,
it estimates that about six million small and medium-size businesses will face
ownership transitions as baby boomers retire. More than one million may be
viable candidates for sale or employee ownership, representing up to $5
trillion in enterprise value. Small businesses employ more than 60 million
Americans—nearly half the workforce—so succession is not a niche estate-
planning question. It is part of the country’s employment, tax-base, supplier,
and community infrastructure.

The exposure is especially important outside the largest metropolitan areas.
McKinsey identifies Montana, Maine, Vermont, and Wyoming among states
where small-business enterprise value at risk can be unusually large relative
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to state GDP and where small businesses account for more than half of
employment. That compounds the burden described elsewhere in this book.
Communities with thin healthcare workforces, long travel distances, aging
housing stock, and limited caregiving capacity can also be the places most
dependent upon owner-operated companies. A failed succession can remove a
job, a service, a tax base, and one more reason for younger families to remain.

The Coming Ownership Transition
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Exhibit 14.2 — McKinsey estimates roughly six million SMB ownership transitions by 2035, including more than one
million viable transfer candidates representing up to 85 trillion in enterprise value. Source: McKinsey Institute for
Economic Mobility, February 26, 2026.

The transition system is weaker than the businesses

McKinsey estimates that 92 percent of small and medium-size business exits
in 2022 occurred through closure, with only a small minority completed as
sales or transfers. Its analysis suggests that 6 to 13 percent of closures could
potentially have been avoided. Gallup adds another warning: 52.3 percent of
U.S. employer businesses are owned by people age fifty-five or older, and 27
percent of employer firms with owners in that age group are either unsure of
their long-term plan or intend to close permanently. U.S. Bank reported in
2026 that three-quarters of small-business owners surveyed were stressed
about deciding what to do with their business at retirement and only about half
had a formal succession plan.
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That combination is what makes the issue different from ordinary business
failure. A company can be profitable, employ good people, serve loyal
customers, and still disappear because the ownership mechanism was never
built. The enterprise may be healthy while the transition system around it is
not.

A hypothetical valuation is not the same as family
liquidity

[lustrative Enterprise value | Family wealth Possible path Primary risk
business concentrated in
business

Regional service | $2.0M 80% Management Retirement
company buyout / outside liquidity depends

buyer on financing
Specialty $8.0M 65% Family + key Equal inheritance
manufacturer management may conflict with

effective control

Professional $1.2M 55% Internal successor | Founder-
practice / strategic sale dependent
relationships can
reduce value

Local multi-unit $4.5M 70% Employee Founder needs
operator ownership / income while
strategic buyer employees need
continuity

Table 14.1 — Hypothetical examples only. Enterprise value is not cash available to heirs; debt, taxes, transaction
costs, financing terms, retained ownership, and care or retirement needs can materially change the family outcome.

The adviser channel—and the peer channel

A succession plan is rarely the work of one adviser. The owner may need an
attorney for governance and transaction documents, a CPA or tax adviser, a
valuation professional, a banker or other capital provider, an estate-planning
team, insurance expertise, and—depending on the path—an investment
banker, business broker, ESOP specialist, or family-business consultant. The
practical problem is coordination. Owners can receive technically correct
advice from several professionals and still fail to make a decision because no
one owns the whole transition.
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This is where owner peer networks can be unusually valuable. YPO’s business
networks include a Global Family Business Network as well as Deal, Financial
Services, Investing, Manufacturing Excellence, Real Estate, and other industry
channels. YPO’s published succession guidance repeatedly emphasizes
starting early, separating ownership from management, understanding
whether the next generation actually wants the role, preparing for unexpected
incapacity, and giving the departing leader a meaningful identity beyond the
company. A peer network does not replace professional advisers. It addresses
a different obstacle: the emotional isolation of the founder who must
contemplate becoming unnecessary to the enterprise he or she built.

Technical advisers can structure a transaction. Trusted peers can help an owner
become ready to have one. The strongest succession process often uses both:
professional expertise for law, tax, valuation, financing, governance, and
estate  integration; peer-to-peer perspective for identity, family
communication, leadership handoff, and the difficult act of letting go.

What should be decided before a crisis

The family does not need every answer on day one, but it does need a
sequence. First, decide whether the preferred outcome is family continuity,
management or employee ownership, sale to an outside buyer, or an orderly
wind-down. Second, establish who has authority if the owner becomes
temporarily or permanently unable to act. Third, determine what the business
is worth under realistic assumptions and how much of the family’s retirement
security is concentrated in that value. Fourth, identify what knowledge,
relationships, passwords, guarantees, licenses, and decision rights still depend
on the founder personally. Fifth, test whether the proposed successor has both
the desire and the capability to lead.

Then comes the family question that is often postponed because it is
uncomfortable: what does fair mean? Equal shares can be profoundly unfair
to the child who has spent twenty years building the company, yet
concentrating ownership in that child can feel unfair to siblings whose
inheritance lies elsewhere. Management, ownership, voting control,
distributions, and inheritance do not have to be identical. Treating them as
separate design questions can preserve both the enterprise and the family.
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Finally, succession must be connected to longevity. The founder’s retirement
income, spouse’s security, possible long-term-care needs, estate liquidity,
guarantees on company debt, and timing of any sale are not separate from the
business plan. They are part of it. A transaction that works beautifully for the
company but leaves the older generation financially exposed is not a
successful succession.

Key takeaways

* The Great Ownership Transfer is not simply another expression of the Great
Wealth Transfer. Operating businesses are productive systems that can lose
value quickly when authority, knowledge, relationships, and ownership are not
transferable.

* The demographic concentration is substantial: older owners control a large
share of employer businesses, while the gap between thinking about
succession and completing a plan remains wide.

» The consequences extend beyond the owner’s family. Jobs, local services,
commercial property, suppliers, tax bases, and community continuity can all
depend on a successful handoff.

* Succession should be treated as longevity planning and as a multi-year
operating project—not as an estate document to be completed near retirement.

* Professional advisers and peer networks solve different parts of the problem.
Families need technical coordination, but founders may also need trusted peers
who understand the emotional difficulty of relinquishing control.

222



PART V

Remaining a Family

The conversations, responsibilities, and perspectives that hold a family
together—both for the person providing care and for the person receiving it.

Chapter 15 - The Conversations That Hold a Family Together

Chapter 16 - On Both Sides of Care
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PART V — REMAINING A FAMILY

CHAPTER 15

The Conversations That Hold a
Family Together

What can be made clear before urgency makes discussion harder?
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Source trail for this chapter. [M1] [A2] [P2]

The preceding chapters have followed resources, the home, ownership, and
authority. None of those arrangements explains itself to a tired family. The
next responsibility is to make intentions and roles discussable while the people
whose lives they concern can still take part. Sarah and Thornton’s earlier story
showed why knowing the system does not make these conversations easy.
Documents can establish an assignment; conversation helps people understand
what accepting it will require.

The Decisions No One Wants to Make

A family can avoid discussing serious illness for years and then be asked to
make several irreversible decisions in one afternoon. Should another
hospitalization be pursued? Is the treatment likely to restore function or merely
extend the dying process? Can the spouse continue providing care? Does the
parent understand the proposed intervention? Which child has authority, and
do the others accept it?

A living will and healthcare power of attorney establish an essential legal
framework. They cannot anticipate every clinical situation. A healthcare agent
still needs to understand what the person values: independence, cognition,
relief from pain, time at home, religious beliefs, the ability to communicate,
the willingness to accept intensive treatment, and the point at which comfort
should take precedence.

The difference between preparing for death and abandoning hope is often
misunderstood. Palliative care can begin alongside treatment and improve
communication, symptom control, and alignment. Hospice can support
comfort and family during an eligible end-stage illness. Neither requires the
family to stop caring. Both can redirect care toward the form of hope that
remains realistic.

Mark’s family gives this conversation a lived setting. Stephanie and Wallace
carried more of the daily presence, while Mark contributed clinical
coordination and Michael followed the investments. Their differences
sometimes required a direct request for more help, but did not become a
defining rupture. The strength was not identical participation. It was the ability

225



PART V | REMAINING A FAMILY

to acknowledge what each person was actually carrying and adjust the
arrangement before frustration became the only form of communication.

Substituted Judgment Is Easier When the Person
Has Spoken

When a person loses decision-making capacity, the healthcare agent is often
asked to use substituted judgment: to decide as the person would have decided,
not as the agent personally prefers. That standard becomes painfully difficult
when the family has never heard the person discuss acceptable dependence,
cognitive loss, ventilation, feeding, resuscitation, repeated hospitalization, or
the desire to remain at home.

A general statement such as I do not want to be kept alive by machines may
not answer a temporary, reversible crisis. A statement such as do everything
may not explain whether the person would accept permanent unconsciousness
or severe cognitive loss. The conversation should therefore explore goals and
tradeoffs rather than one slogan.

Families should revisit the discussion after a major diagnosis, death of a
spouse, move, or change in function. Values can remain stable while the facts
change. The agent needs enough context to distinguish treatment that serves
the person's goals from treatment that only prolongs an outcome the person
feared.

Family Governance Begins Before the Estate

Family governance is the practice of making expectations, authority,
information, and decision rules visible before the family is under maximum
pressure. It does not require a formal family office or elaborate meetings. It
begins with basic clarity. Who is the healthcare agent? Who manages
finances? Who has access to the documents? Who can speak with the
physician, bank, insurance company, or property manager? How will siblings
receive information?

The family should also discuss the relationship between caregiving and
inheritance. Equal division can remain the wisest expression of equal love, but
equal inheritance and equal contribution are different concepts. One child may
provide years of hands-on care. Another may contribute money, manage
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investments, or travel repeatedly. A third may be largely absent. Silence
allows each person to assume that everyone else understands the difference.

Prior gifts matter as well. Parents may have paid tuition, provided a down
payment, financed a business, supported a child through illness, or assisted
one grandchild more than another. Estate documents can state whether those
transfers are ignored, equalized, or treated as advances, but the emotional
meaning should not be left entirely to interpretation after death.

Rod Mergardt offers a different kind of preparation from the one we might
expect after a story of prolonged illness. He tells me that he has put instructions
in place for Chris to use when he dies. He does not describe the documents in
enough detail for me to assess them. What is clear is the intention: after
experiencing the uncertainty around other people’s illnesses and deaths, he
wants to leave less uncertainty behind his own. He cannot spare his son grief.
He can try not to add avoidable confusion to it.

Family Conflict and the Judicial Black Hole

Family conflict rarely begins on the day an estate is administered. It is more
often the visible result of expectations that were never discussed while the
older generation could still explain them. Unequal caregiving, geographic
distance, sentimental attachment to property, business participation, and
different financial circumstances can cause siblings to interpret the same
inheritance in fundamentally different ways. A legal document may divide
property equally without resolving whether the family considers the
underlying history equal as well.

The Kirby story adds a distinction the family meeting should make explicit:
providing care is work even when the person doing it is called a daughter or a
son. Name the responsibilities without turning the relationship into a job
description. Then name the periods when someone else will carry them.
Otherwise, a well-intended promise of relief can disappear under the next
invitation, errand, or assumption that the usual person should still be there.

The economic purpose of family governance is therefore prevention.
Communication before death can reduce the likelihood that accumulated
wealth is later consumed by rushed decisions, professional fees, prolonged
administration, disputed ownership, or relationships damaged beyond repair.
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Inheritance may reveal conflict, but thoughtful governance gives families a
chance to address the underlying differences before the estate becomes the first
forum in which they are discussed.

Longer life makes that governance conversation more urgent. Families should
not assume that an inheritance arrives on a conventional timetable or that the
assets visible at age seventy will still exist at age ninety-five. A home,
portfolio, or business interest may first have to finance decades of
independence and care. The central family question is therefore not simply
who receives the assets at death, but what the family capital is intended to
accomplish while the older generation is still alive, who has authority to make
decisions when circumstances change, and how those expectations will be
communicated before a crisis.

My Aunt Mary eventually taught me the harder version of this lesson. By the
time [ was trying to help her, I was no longer the inexperienced twenty-nine-
year-old who had struggled to understand my mother’s probate. I had worked
in financial planning, helped more than two hundred families establish trusts,
invested in real estate, managed assets, and spent decades thinking about the
very problems described in this book. None of that knowledge gave me the
power to make another intelligent, fiercely independent adult confront
decisions she did not want to confront. Her supporting account in the
stewardship chapter is a reminder that family governance is not simply a
technical problem. It is an emotional negotiation with autonomy, mortality,
fear, loyalty, and love.

Inheritance Does Not Create the Family History

The most difficult estate disputes often begin years before anyone dies.
Siblings remember childhood differently. One may believe another was
always favored. A daughter who lived nearby may have carried years of
appointments, errands, emergencies, property maintenance, and emotional
labor while a brother living across the country believes he contributed equally
through money and periodic visits. One beneficiary may be financially secure
and willing to preserve a family property; another may need cash immediately.
A third may distrust the sibling serving as trustee precisely because old
rivalries have made neutral decisions feel personal. Death removes the parent
who may have been the only person capable of explaining the history, and the
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estate becomes the arena in which decades of unresolved assumptions finally
collide.

This i1s why a technically equal distribution can still be experienced as
profoundly unequal. The documents may say one-third, one-third, one-third,
but the beneficiaries may be measuring entirely different things: caregiving
time, prior gifts, emotional closeness, sacrifices made, business participation,
money advanced during life, or promises they believe were made privately.
The legal plan answers who owns what. It does not automatically answer what
each person believes is fair.

When Political Identity Enters the Estate

The sharp political polarization of contemporary America can add another
layer to these older family divisions. A conservative child and a liberal sibling
may disagree about far more than elections. Their political identities can
become shorthand for differences about responsibility, government, taxation,
charitable giving, environmental stewardship, firearms, religion, education,
healthcare, business, or what constitutes a responsible use of inherited wealth.
The estate does not need to become political for politics to affect the
relationships surrounding it.

The planning lesson is not that families should attempt to resolve ideological
disagreement before a parent dies. Many will not. The lesson is that an estate
plan should not assume affection automatically produces agreement. Where
relationships are strained, the architecture should reduce the number of
decisions that beneficiaries must make unanimously after death. Clear
authority, objective valuation procedures, realistic buyout deadlines, a defined
keep-versus-sell process, and an independent fiduciary where appropriate can
convert potential arguments into procedures. The more emotionally divided
the family, the more valuable procedural clarity becomes.

The Keep-versus-Sell Standoff

The disagreement can begin years before death when a parent insists upon
remaining in the home. One child hears a promise to honor independence.
Another sees an unsafe staircase, an exhausted spouse, and home-care costs
rising faster than retirement income. A third is already imagining the property
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as inheritance. The family is not debating one house. It is debating autonomy,
safety, money, labor, memory, and the point at which a preference should yield
to a different form of dignity.

Real estate concentrates these conflicts because a house, ranch, vacation
property, or rental portfolio cannot be divided as easily as cash. One heir may
want to keep the property because it represents family continuity. Another may
see an expensive, illiquid asset and want immediate sale. A third may want to
move in or operate it as a rental but lack the cash to buy out the others. If the
governing documents provide no valuation method, financing period,
management rules, or fallback sale procedure, the family can inherit a
negotiation rather than an asset.

Once a dispute reaches court, the economic problem can become self-
reinforcing. Title may be clouded, refinancing or sale may become difficult,
insurance and property taxes continue, maintenance is deferred, professional
fees accumulate, and the asset can deteriorate while the family argues about
how to preserve it. Stephen Pringle's work identified this as the judicial black
hole: family wealth can be consumed not because the underlying property lost
value in the market, but because the family lost the ability to make a timely
decision about it. The exact litigation process, partition remedies, no-contest
provisions, arbitration rules, and fiduciary remedies vary by state, which
makes this both a family-governance problem and a state-law problem.

The national ownership pattern makes this conflict more than an occasional
estate-planning problem. Homeownership remains near 80 percent through the
principal retirement cohorts, and most older homeowners eventually reach
those years without a mortgage. That means many families will not be arguing
over a marginal possession. They will be deciding what happens to the largest
asset in the estate, often the physical place in which the family’s history
occurred. One child may want the parent to use the equity for care. Another
may resist a sale because the home is expected to remain in the family. After
death, one heir may want cash, another may want the house, and another may
believe a forced sale sacrifices value. If title is unclear, probate is required,
municipal permits or code violations must be resolved, deferred maintenance
is substantial, environmental remediation is necessary, insurance is difficult,
or market conditions are weak, the theoretical appraised value can be very
different from the amount the family ultimately receives.
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Family Governance Is a Form of Asset Protection

For that reason, family governance should be treated as a genuine preservation
tool rather than a soft companion to legal planning. The family should know
who will make decisions, which decisions require consultation, whether
caregiving contributions will be reimbursed or recognized, how inherited real
estate will be valued, how long a beneficiary has to finance a buyout, what
happens if no agreement is reached, and when an independent trustee,
mediator, appraiser, property manager, or other professional should replace
sibling negotiation. These provisions cannot guarantee harmony. They can
prevent predictable disagreement from unnecessarily destroying value.

Blended Families and Conflicting Loyalties

Blended families can produce loving and resilient relationships while also
placing caregiving, ownership, and inheritance inside different lines of loyalty.
A second spouse may have provided years of care and need the home for life.
Adult children may view the property as their parent's legacy. Stepchildren
may be deeply involved in daily support without being beneficiaries. Separate
property and joint property may carry different expectations.

The plan should distinguish the surviving spouse's security from the ultimate
beneficiaries' interests and explain how taxes, maintenance, occupancy,
repairs, and sale will be handled. A life estate or trust can preserve housing but
also create conflict if no one knows who pays for major work or when the
property can be sold. Clarity is a form of care for both the spouse and the
children.

Family Governance

Family governance is the bridge between ownership and stewardship.
Beneficiaries do not need access to every account balance years before a
transfer, but they should gradually understand what kinds of assets exist, why
those assets were accumulated, what responsibilities accompany them, who
the professional advisers are, and what values or intentions influenced the
plan. The transfer of knowledge is not an optional courtesy when assets require
management; it is part of preserving the asset itself.
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Ownership can change with a signature. Judgment cannot. A family that
transfers both the asset and the context surrounding it gives the next generation
a far better chance of converting inheritance into durable opportunity.

Dispute Resolution Is Part of Asset Protection

The judicial system is a poor place to reconstruct family intention. Litigation
consumes money, time, privacy, and relationships. A first-class estate plan
therefore includes procedures for disagreement: how assets are valued, how a
beneficiary may buy out others, how financing is proved, when mediation
occurs, when an independent fiduciary decides, and when a property must be

sold.

An independent trustee or professional fiduciary can be valuable when family
history makes neutrality difficult. The person costs money, but the relevant
comparison is the cost of suspicion, delay, and litigation. The same logic
applies to a geriatric care manager, mediator, appraiser, or neutral meeting
facilitator.

Family governance cannot guarantee harmony. It can make the rules visible
before grief, money, and old history arrive at the same time.

A family arrangement must be safe enough to enter

Not every disagreement can be repaired by a better agenda. Some readers have
histories of abuse, coercion, estrangement, or financial exploitation. Some
relatives cannot participate without creating danger or serious distress. A book
about family responsibility should not convert those realities into another
obligation to reconcile.

Where participation is safe, a neutral facilitator, counselor, care professional,
or appropriate adviser may help separate the question at hand from the history
surrounding it. Where there is immediate danger, protective or emergency
assistance may be required instead. The route depends on the circumstances.
Nobody should be told to negotiate alone with someone who is threatening
them because the book values family harmony.

Boundaries can also exist inside loving relationships. A daughter may agree to
transportation but not daily intimate care. A brother may help with finances
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without becoming the person available every night. Naming those limits does
not by itself supply the missing assistance. It does keep the family from
building its plan on consent nobody actually gave. The next conversation
concerns how to meet the need—not how to prove that the boundary means
insufficient love. [a2] [P1] [M1]

The first useful family meeting does not have to resolve every disagreement.
It should establish what remains unknown, who has authority, what the person
wants, and who will take responsibility for the next conversation. The Family
Action Guide begins there. Preparation becomes more believable when the
family can name one step it has actually completed rather than promise that
everyone will somehow work together later.

Most families do not need one perfect meeting in which every future decision
is settled. They need a series of conversations that become more specific as
the situation changes. The first conversation may be about what makes life
worth living. The next may be about driving, housing, or who should hold
authority. Later conversations may address paid help, reimbursement for a
caregiving child, the conditions that would trigger a move, or how siblings
will communicate when they disagree. The objective is not unanimity. It is to
replace guessing with enough shared understanding that the family can act.
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A manageable next step

Key takeaways and lessons learned

 Families bring history into decisions about care and inheritance. Equal shares,
equal time, and a sense of fairness are not necessarily the same.

* Begin with one decision people can discuss honestly rather than demand
agreement about every future possibility.

* Record commitments, unresolved questions, and responsibility for follow-
through. A family meeting does not replace the authority required to act.

* Revisit agreements as circumstances change. Where conflict or safety makes
discussion unworkable, seek appropriate independent help rather than force
harmony.

What to notice. A smaller honest agreement is better than a comprehensive
imaginary consensus.

One conversation. What single decision is ready for discussion?

One action. Record what was agreed, what remains open, and who will obtain
the next information.

Companion tool: T10 — One Family Conversation, One Usable Agreement. See the appendix for the
tool finder.
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PART V — REMAINING A FAMILY

CHAPTER 16

On Both Sides of Care

How can help preserve both dignity and the life of the person
providing it?
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Source trail for this chapter. [M1] [TK1] [P2]

Thornton Kirby was trying to solve a practical problem. His father needed
more help with bathing. A man who had managed his own life for decades was
finding it harder to manage this part of it, and Thornton thought bringing
someone into the apartment could make things easier.

His father heard a different proposal.
“Why don’t we just plan my funeral while we’re here?”

Thornton remembers the anger, his father’s treatment of the man who had
come to help, and his own frustration rising until he knew he needed to get out
of the room. This was not how he wanted to speak to his father. It was not how
he wanted his father to treat another person. A conversation intended to
arrange assistance had become an argument about something much larger than
a shower.

Yet the father he describes in the same conversation is also the man who lit up
when family arrived, delighted people with stories, and found pleasure in
greeting others. Thornton remembers having a great deal of fun with him. The
difficult afternoon does not cancel that history. The happy history does not
make the afternoon imaginary.

I cannot tell you everything his father felt. He did not sit down with me to
explain it. But his words suggest a distance between the help his son intended
and the meaning he attached to receiving it. Thornton was looking for a way
to make the present more workable. His father answered as though the future
had already been decided for him.

That distance runs through the stories in this book. The person providing care
sees the work that needs doing. The person receiving it may see another piece
of independence disappearing. One is trying to prevent a fall. The other wants
to get out of a chair without asking permission. One has spent an afternoon
taking care of necessities. The other still wants a visit.

Neither perspective is sufficient by itself.

The weight of care is not the worth of a person

When Thornton and I began this latest conversation, he offered a blunt
observation: “Few people age gracefully in a way that makes it easy for their
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caregivers.” | recognized the frustration behind it. I also recognized the danger
of turning an observation from difficult family experience into a judgment
about older people. These interviews do not establish how most people age,
and illness does not distribute its demands according to who has the best
manners.

As we talked, Thornton clarified the point he was trying to emphasize. He was
trying to remove the insult from the word burden. Important relationships ask
things of us. Loving someone can involve work we would never undertake for
a stranger, expense we had not anticipated, and choices we would not
otherwise make. Admitting that the work has weight does not mean the
relationship is unwanted.

That distinction gives us a better place to begin. A person is not reduced to the
help he needs. A caregiver is not unloving because providing that help has
become difficult. We should be able to acknowledge the responsibility without
turning either person into the problem.

“I don’t want to be a burden” can express genuine concern. But it can also stop
a conversation just when the family needs to have one. Someone offers more
help, the parent hears that she has become unwanted, and the next twenty
minutes are spent offering reassurance instead of deciding what to do about
the nights when no one is there.

I would rather bring the discussion back to a question people can answer
together: how can we make the help you need easier to provide, without
making your life smaller than it needs to be?

The question belongs to everyone involved. It belongs to the parent, spouse,
adult child, friend, paid worker, and professional adviser. It also belongs to
those of us who are still capable of preparing for help we may someday need.
We cannot promise never to become dependent. We can begin making that
possibility less mysterious to the people who might support us.

What follows is my synthesis of five different family experiences, not a
formula they have all endorsed or a claim that their circumstances are
interchangeable. Much of what we know about the people receiving care
comes through those who love them. Their reported words and preferences
deserve attention; the feelings I suggest we explore are questions, not
diagnoses made at a distance.
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Il. When you are the person receiving care

Explain what you are trying to preserve

In our conversation, Thornton describes a request from Sarah’s father. He
needs someone to take him to the post office. Thornton can offer an efficient
solution: leave the letters with him, and he can drop them off on his way to
work. But that is not what Sarah’s father wants. He wants to take them himself.

On a task list, the job is mailing letters. From the other side of the conversation,
there may be something more important in going along. A familiar errand, a
chance to leave the house, or the satisfaction of conducting one’s own business
might be part of the request. We do not know which mattered most in that
instance. Asking would be more useful than assuming that the letters explain
everything.

Mark Williams’s mother gives us another way to see the issue. At ninety-two,
she still wanted to help at the library. She wanted to do dishes and laundry,
even as her family worried about the movements and places those tasks
required. Her wish to contribute had not disappeared because her body had
become more vulnerable.

For the person receiving care, this suggests a useful change in language. Rather
than only saying, “I can do it myself,” explain what doing it means to you. Is
it privacy? Being useful? Getting out? Keeping a familiar part of your day?
The answer may open alternatives that an argument about whether you are still
independent cannot reach.

The caregiver has a corresponding responsibility: do not make efficiency the
only measure of success. Getting the letters mailed is not necessarily the whole
purpose. Neither is completing every household task before the person can
take part. Help should remove unnecessary difficulty without automatically
removing participation.

This does not mean that every preferred activity remains safe or possible. It
means that when something must change, the family should try to preserve the
value behind it. A different way of contributing is better than being told, over
and over, that there is nothing left for you to do.
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Accept assistance without surrendering your voice

John Regan describes his father’s cooperation with gratitude. His father
accepted help organizing bills and financial arrangements. He agreed to move
from his house into an apartment. Later, after repeated falls, the family faced
another difficult change in setting. None of those decisions made illness easy.
They did reduce the amount of resistance John had to overcome while
responding to it.

Cooperation is a contribution. It is not the same as unquestioning obedience.

A person can be willing to consider assistance and still ask who will come into
the home, what that person will do, what the arrangement will cost, and which
decisions remain his own. He can say that a particular helper is not a good fit.
He can ask for an explanation before agreeing to a change. The family gains
nothing lasting by making consent feel like a ceremony performed after
everyone else has decided.

Thornton’s bathing story suggests a more deliberate beginning. Before
introducing a new person to perform intimate care, talk about the assistance
itself. What is becoming difficult? What would make the help less
uncomfortable? Could the person receiving it meet the helper before the most
personal task is attempted? A limited introduction or a different routine might
reveal a workable path; it might also reveal that something else needs to be
tried. Those are possibilities to discuss, not a reconstruction of what would
certainly have succeeded with his father.

For those of us able to make these choices, there is also a responsibility to look
beyond the first uncomfortable reaction. Declining every source of help does
not necessarily eliminate the need. It may leave a spouse or child supplying it
instead. Before refusing, ask what the refusal requires of someone else and
whether that person has agreed to keep doing it.

We can respect a person’s wishes and tell the truth about the help available. A
daughter’s love is not a staffing plan. A parent’s preference is not a promise
that the required support can be found. Both deserve a conversation honest
enough to acknowledge that gap.
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Give your family usable signals

Thornton’s father once called four times during a board meeting. Thornton
understood the repeated calls to mean an emergency and stepped out. His
father needed help with the television remote. In the latest discussion,
Thornton and I call the family’s emergency signal the “bat signal.” The image
is memorable. Its weakness is that two people can recognize the same signal
and use it to mean different things.

The opposite difficulty appears in Sarah’s own account. Her mother talked on
the telephone for some time before explaining that her father had fallen. Her
mother had tried to help him and fallen too. Both were on the floor. The most
important information had not come first.

For a person able to understand and use a communication plan, one small
practice can help: begin with what happened and whether immediate
assistance is needed. Explain the problem before explaining the day. Say that
you need company when you need company. Say that the television is not
working when that is the problem. Neither loneliness nor a broken television
is trivial, but each needs a different response from a medical emergency.

A family signal is not a substitute for emergency services. Suspected heart
attack or stroke, severe breathing difficulty, uncontrolled bleeding, or another
potentially life-threatening event calls for immediate emergency help—911 in
the United States or the local emergency number—not a wait for a relative to
answer. The household’s plan should be reviewed with the care team and be
easy to find.

The caregiver must make the nonemergency side dependable, too. If every
ordinary request disappears into an unanswered message, the system has not
earned much confidence. Agree on how routine concerns will be collected,
when someone will respond, and who else can help. A promise to call back
becomes useful when the call actually comes.

But Thornton adds the essential qualification: the person expected to
distinguish an emergency may be losing the ability to make that distinction.
Repetition will not repair a rule the person can no longer remember or apply.
The response then is more support and a different arrangement, not
punishment for using the signal incorrectly. No family should decide that the
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next repeated call can be ignored because the previous one concerned a remote
control.

Help transfer knowledge, not only possessions

John’s mother had been making the family’s daily life work in ways that were
easy to overlook while she was there. Near the end of her life, John was trying
to obtain phone and account information while her ability to explain it was
diminishing. Afterward, the responsibilities she had carried for her husband
and two sisters continued. They needed a new person to connect them.

Her sister Mary, whom the whole family called Mimi, left a different version
of that work. Financial records, a safe-deposit box, paper stock certificates,
and unfinished administration required John’s attention long after her death.
Her privacy had been part of her identity, not simply an obstacle created by
old age. The difficulty was that the practical handoff never became as
complete as the responsibility that followed it.

You do not have to open your financial life to every relative to make it more
manageable. You can decide whom you trust, identify the professionals who
already help, and arrange appropriate access. Start with where the information
is and who will be allowed to use it. A secure record is different from
circulating passwords through the family. Medical decision-making and
financial authority are different responsibilities, and the documents and duties
should be explained by the relevant professionals.

Then consider the less formal knowledge. Who pays which bill? Who knows
the helper’s schedule? Who can explain the routine that calms an anxious
evening? Who is already depending on you? The person who appears to be the
next recipient of care may also be quietly coordinating care for someone else.

Preparing that handoff is a contribution you can make while you are still the
best source of the answers. It does not require predicting the day someone will
need them. It requires recognizing that the answers should not disappear with
your ability to explain them.
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Let appreciation become something people can
hear

Sarah keeps her parents’ thank-you notes inside the kitchen cabinet where she
keeps her coffee mugs. When difficult exchanges leave her uncertain, she
rereads them. The notes remind her that her efforts have been seen, even when
appreciation is difficult to hear in the middle of the work.

There is nothing elaborate about that form of help. A sentence written while
you can write it may continue helping when another day has become more
complicated. A thank-you can name the actual contribution: the appointment
arranged, the visit made possible, the hours spent resolving a bill. It tells the
caregiver that the work did not vanish simply because it was done
competently.

Appreciation can also mean asking about the person who arrived to help. How
is her work going? What is happening with her children? What has she had to
rearrange today? Those questions make room for a life beyond the immediate
needs of the household. They remind everyone that a caregiver is a person with
relationships, interests, and limits—not only the person who knows the next
answer.

Where understanding allows, give your family permission to accept help from
others and to keep commitments beyond your care. Sarah wants to be present
for Lily and her grandchild. John wants his children to have more than his
physical attendance while his attention remains elsewhere. Making those
relationships possible is not something a parent should regard as competing
disloyalty. When someone else has agreed to provide safe coverage, let the
usual caregiver use the break. An invitation to return can remain an invitation
rather than a test of affection. Wanting company is understandable; making
one child responsible for all of it can leave too little room for either person’s
life.

None of this makes gratitude an admission requirement for care. A person who
cannot communicate, cannot remember what has been done, or is
overwhelmed by illness does not owe a performance of appreciation. Kindness
is an opportunity where it remains possible, not a test by which a vulnerable
person earns dignity. That boundary matters as much as the thank-you note.
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Il. When you are the caregiver

Expect a change in priorities before you can
measure the hours

Rod Mergardt helped me understand that caregiving is not simply a time
commitment. It becomes a priority around which other commitments must
move. Peggy’s needs reached into her husband Chuck’s daily life, her daughter
Ellie’s education, and her father’s later-life earnings. Rod was not the primary
caregiver. He was nevertheless part of the arrangement that made care at home
possible.

The distinction helps explain why the question “How many hours does it
take?” never quite captures the experience. An hour can be scheduled.
Responsibility waits for the telephone to ring. A person can be at work, at
dinner, or beside a child and still be anticipating what another household might
need next.

John describes two clocks running through the same day. A relative may have
been waiting for hours and feel that no one has come. During those hours, the
caregiver may have been making calls and arranging the very help the relative
needs. The waiting is real. So is the work. Neither can be understood simply
by looking at the time the caregiver finally arrives.

That is why invisible work needs a visible place. Not a ledger of who loves
whom most, but a short account of what has been done, what remains
unresolved, and who is responsible next. It helps the person receiving care
understand what is happening when the caregiver is absent. It also gives
another helper a way to contribute without requiring a complete retelling of
the previous week.

A brief update can sometimes prevent a long argument. It cannot supply the
visit a person still wants. The work and the relationship both need room, and
we should stop expecting either one to substitute entirely for the other.

Do not confuse capability with spare capacity

Sarah began learning care in eighth grade, when her grandparents moved into
the family home. That experience helped draw her into nursing. Her career
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subsequently brought clinical responsibility, difficult leadership assignments,
hospital development, a return to bedside care, and another return to
leadership. She is not discovering frailty, institutional complexity, or the need
to remain composed for the first time.

Yet caring for both parents has placed demands on her that professional
accomplishment does not absorb. She has appointments to coordinate, plans
to explain, household needs to resolve, and relationships to protect. The fact
that she knows how to do something is not evidence that the time required has
become available.

Mark’s clinical and executive experience created exceptional access for his
mother. He could arrange evaluations and reach trusted colleagues from a
distance. She had companions, family involvement, and eventually continuous
paid assistance. Repeated falls still changed her life. The presence of unusually
capable people did not produce immunity from injury.

These are not reasons to dismiss expertise or money. They are reasons to
understand precisely what each can provide. Expertise can improve questions
and coordination. Money can purchase services that might otherwise be
unavailable. Neither guarantees a willing helper at every hour, agreement
about every decision, or the recovery everyone wants.

The practical implication reaches beyond healthcare professionals. The
organized sibling, the child who lives nearby, and the friend who never forgets
a detail can all become the default answer. Before assigning another
responsibility, ask what that person must stop doing to take it on. Competence
should help a team function. It should not conceal that no team has actually
been assembled.

Distinguish resistance from a lost ability

In our conversation, the appeal for graciousness leads to a harder question:
what happens when the person can no longer reliably understand, remember,
or control what the family is asking? Advice to be considerate is not enough
when the capacity needed to act on it has changed.

Pat’s experience makes that limit tangible. Tom Hansch chose arrangements
intended to keep her safe and close to him. During her transition to memory
care, she sometimes understood his decision as an attempt to get rid of her.
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Explaining his intention did not reliably reassure her. He could provide loving
care without being certain that she would experience the change as loving.

A caregiver needs help understanding what may be contributing to a changed
response. Dementia can affect communication and behavior; discomfort, an
unfamiliar environment, medication effects, or an unmet need may also matter.
A new or sudden change deserves medical attention rather than an immediate
verdict about character. The Alzheimer’s Association advises looking for
causes and responding to feelings rather than arguing over every factual detail.

That understanding does not make hurtful words painless. The person who
hears them may be a daughter, not a detached observer. She may understand a
possible explanation and still need to step away, talk with someone she trusts,
and obtain more assistance. Compassion for the person receiving care should
not require pretending the caregiver has no feelings.

Nor should care depend on enduring threats or unsafe behavior. Arrange relief
when possible, seek professional help when the situation is escalating, and get
emergency assistance when anyone is in immediate danger. Taking a pause
requires a safe situation or another person who can take over—not simply
leaving someone who cannot safely be alone.

On the other hand, a parent’s disagreement is not by itself evidence of
cognitive impairment. Do not use a diagnosis, an age, or the convenience of a
family vote to erase a voice. Speak directly to the person, allow time for an
answer, and adapt the conversation to what the person can manage. The
purpose is supported participation, not winning compliance.

Loss can be difficult to communicate when memory is impaired. A family may
face the question of how to respond when someone repeatedly asks for a
person who has died. Repeating information may not be experienced as
repeating it; the grief may feel new. There is no responsible single sentence
here that tells every family what to say. Ask the care team or an experienced
dementia professional to help consider the person’s understanding, distress,
history, and response. The aim is compassionate communication suited to this
person, not winning a test of recall or following a rule without regard to its
effect.
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Build help that can be depended upon

Rod’s contribution to Peggy’s care did not look like Chuck’s or Ellie’s. He
used earnings from an athletic-director position to help pay for assistance.
Ellie changed the course of her college attendance to remain at home. Chuck
carried daily responsibilities inside the household. Their contributions
mattered in different ways. Ellie’s decision should not become a standard
against which another young adult’s love is measured.

Mark’s family offers a different example. His sister Stephanie and brother
Wallace carried substantial local responsibilities. Mark provided medical
coordination and visits. Another brother followed investments. When
participation needed to change, the family could ask for a weekend or more
time. They did not need to become identical caregivers to become more useful
to one another.

Sarah acknowledges that her brother takes physician-to-physician calls even
though he is not routinely in the room. John’s account, too, includes paid
workers and help from relatives, while much of the ongoing coordination
remains with him. Those differences should lead to a discussion of dependable
responsibilities, not a permanent division of the family into people who care
and people who do not.

“Let me know what you need” can be a kind beginning. It still leaves the
exhausted person identifying the task, making the request, explaining it, and
making sure it happens. A stronger offer takes responsibility for a defined
piece of work: an afternoon, the next appointment’s transportation, a recurring
administrative task, or finding and arranging a suitable service. The offer must
fit the helper’s actual ability and the care recipient’s needs and permissions.

Paid caregivers belong in that discussion as people, not purchased substitutes
for uncertainty. Thornton distinguishes paid and unpaid care in our
conversation. That is useful for understanding how responsibilities begin, but
compensation does not mean the work is easy or that a worker has no personal
limits. Clarify the assignment, necessary skills, hours, communication, and
backup. Listen when the person doing hands-on work says the arrangement
needs to change.
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Where there is little money, no nearby family, or a thin local workforce, these
choices are harder. Do not give a household with one available friend the
instructions of a household with five siblings and substantial savings. Ask
appropriate community services and care professionals what help is actually
available. If a necessary gap remains, name it. An empty space on the schedule
is an unmet need, not proof that the principal caregiver should somehow
stretch farther.

There is another question a devoted caregiver may be least willing to ask: what
happens when I become the patient? The usual person may need treatment,
recovery time, or help with a life event of their own. A plan that assumes their
uninterrupted health has left a major dependency unnamed. Identify a backup
who has agreed to act, can find the necessary information, and understands the
limits of the assignment. This is preparation for continuity, not disloyalty to
the person receiving care.

Reconsider the arrangement without abandoning
the person

A care plan should not become a promise never to change the address. John’s
father reached a point at which repeated falls made the apartment arrangement
inadequate despite daily assistance. Tom and Pat moved into a community
offering different levels of care, then changed their arrangements within it as
Pat’s needs became clearer. These were revisions to care, not evidence that the
original commitment had expired.

Mark’s mother shows why waiting for a decisive injury can leave fewer
choices. The final fracture happened while she was getting out of bed. Around-
the-clock help was present, yet a small movement changed the months that
followed. I do not draw from that event a claim that the family could certainly
have prevented it. I draw a reason to take changes in function seriously before
the next event supplies a more painful reason.

Report falls and balance concerns to the treating team. Ask for an
individualized review of medicines, mobility, vision, and hazards in the home.
A prescribed walking aid has to be usable in the actual setting; reminders alone
may not provide enough support. The family should also know whom to call
and what to do after a fall, rather than depend on an untrained relative to
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improvise a lift. Prevention can reduce risk without guaranteeing that every
fall will be avoided.

The decision about treatment belongs to a related but distinct conversation.
Mark’s family chose nonoperative care for his mother after specialist
discussions. In my father’s circumstances, I argued that his voice and choices
needed to remain central to decisions about his fractured hip. These are
different people and different medical situations. Neither story establishes
what should happen to another patient.

Our latest conversation raised the financial implications of intensive treatment
near the end of life. Those costs matter to the book, but a family cannot reduce
the decision to the inheritance preserved or the number of additional days
imagined. Ask what the treatment is intended to accomplish, what recovery
might require, how comfort will be addressed, and what the person values.
Ask what remains uncertain. The family’s fear of loss, its available support,
and the patient’s own wishes all need to be heard without being confused with
one another.

John’s mother had experienced aggressive cancer treatment and did not want
to repeat it if the disease returned. He wanted more time with her.
Understanding her decision did not make it easy for him. It did remind him
that loving her was not the same as choosing for her. Earlier conversations,
accessible instructions, and a prepared healthcare representative can help carry
a person’s wishes into decisions that arrive later; they cannot make every
difficult choice disappear.

Protect a place where the relationship can still live

Tom Hansch learned that recreating an outing from the past did not necessarily
create pleasure for Pat in the present. At a movie, he recognized within about
fifteen minutes that the plan was not working. His willingness to arrange
something enjoyable was genuine. So was the need to reconsider whose
experience the outing was serving.

Care sometimes asks us to revise how we express commitment. A shorter visit,
a familiar activity, or time together without a complicated destination may fit
better. The success is not in proving that the family can still do everything it
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once did. It is in noticing what makes the person comfortable, interested, or
pleased now.

John misses the fluent conversation he once shared with Ann. He also tells me
that she laughs and appears happy with her caregiver. His loss and her
enjoyment are not contradictory accounts. We need room for both. A changed
relationship can contain meaningful moments even when it cannot supply the
conversation someone remembers.

The caregiver needs a place in that livable present as well. Tom’s difficulty
keeping tennis commitments was not a trivial side effect of the home-care
schedule. It removed exercise, friendship, and a recurring part of his own life.
Sarah’s wish to celebrate with Lily and Charlie is not an optional pleasure that
becomes irrelevant whenever another generation needs help. Those
relationships are part of the life the care arrangement must learn to hold.

A plan that protects only the person with the diagnosis can consume the very
person on whom it depends. Thornton’s distinction between being the child
and being the caregiver reveals another cost. An afternoon spent bathing,
cooking, and changing linen is not an afternoon free to sit and visit, however
much affection accompanies the work. The child has not stopped loving the
parent; the responsibilities of care are occupying the space in which that
relationship once unfolded more freely.

To create that space again, another person needs to take dependable
responsibility for the work. Sometimes the family member will use the relief
to leave. Sometimes the choice will be to stay and visit. Neither should be
imposed. The useful question is not simply who will be present, but who will
be responsible while the usual caregiver is allowed to become a daughter or
son again.

Do not turn “no regrets” into unlimited duty

Thornton repeatedly tells Sarah that she has done a great deal for her parents.
He helps her see the independence she makes possible and encourages her to
distinguish a painful exchange from the whole history of the relationship. In
their family, preserving perspective is part of protecting the caregiver. In our
latest conversation, he also returns to the importance of avoiding regret. His

249



PART V | REMAINING A FAMILY

reassurance is intended to remind her of what she has given, not to make an
unlimited assignment sustainable.

I understand the impulse. My experience with Aunt Mary changed how
deliberately I made time for my father. Things I wished I had done differently
became reasons to act differently when another opportunity was still available.
Regret can contain a useful lesson.

It can also become an impossible supervisor. If avoiding every future regret
means answering every call, providing every hour, and never missing a visit,
the promise has become another route to exhaustion. No one can guarantee
how grief will feel afterward. A person can have done a great deal and still
wish for another conversation.

The better question is what you can reasonably do now that is consistent with
the person’s wishes, your responsibilities, and the help available. Say what
matters. Arrange what can be arranged. Seek assistance where you do not
know enough. Then judge your actions in the circumstances in which you
made them, not against a future in which you somehow knew everything in
advance.

Rod’s losses make that distinction unavoidable. Mike died suddenly. Peggy’s
death followed years in which the family repeatedly adapted to illness and
care. Neither ending can fairly be treated as a score assigned to the family’s
preparation. Rod’s gratitude for the years he had with his children does not
mean he has converted their deaths into acceptable outcomes. It means the
endings do not own the whole story.

Keep a place for candor, humor, and repair

Sarah tells me that being able to laugh, once everyone is okay, is one way she
stays sane. The qualification matters. Respond to the person first. Humor
comes afterward, within a relationship capable of holding it. It is not
permission to make someone’s vulnerability a public performance.

I recognized that distinction when I told Thornton about a night with my father.
We had been preparing to watch Thursday night football when he dropped a
knife in the kitchen and it miraculously managed to bounce off the floor and
cut an artery in his leg. Suddenly there was significant bleeding to manage,
with my dad on blood thinners and emergency care to organize. Then, at that
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exact moment, the electricity went out just when I was hunting for supplies to
stop the bleeding. The sequence is almost impossible to tell without hearing
its absurdity. I managed to wrap his leg tight with duct tape wrapped around a
dishtowel and urgently drove to the emergency room at our local hospital in
Mt. Kisco NY. Fortunately, there were no patients in the ED and he was seen
immediately for the wound. The memory is etched in my mind as a result of a
single comment from the ED doctor on staff... “Best duct tape job I’ve ever
seen.” Living through it was not as amusing. Afterward, the disbelief became
part of the story we could share, laugh about but not discount the fact that if
wasn’t there, Tom Sr. might have bled out before anyone arrived.

I include the memory for its unpredictability, not as a model of emergency
treatment. A household cannot anticipate every combination of events. It can
make the route to appropriate help clearer and avoid assuming that a device, a
nearby relative, or a familiar routine will always work as expected.

Not everyone finds relief in humor. Some need to talk quietly with a friend, a
counselor, another caregiver, or a spiritual adviser. Tom’s spousal support
circle gave him people who understood a kind of loss his children experienced
differently. Thornton emphasizes the importance of caregivers having
someone to talk to without fear that acknowledging a painful day will
permanently condemn the person they love.

That is a useful agreement between spouses and among relatives: a hard
account of today is not necessarily a request for a final judgment about
someone’s character. Listen before taking sides. Ask whether the caregiver
needs company, help solving a problem, or someone to take over for a while.

And leave room for repair. A short temper does not have to become a family’s
permanent language. Where understanding permits, apologize for the way
something was said without pretending the underlying need disappeared.
Where an apology or explanation is no longer possible, seek a safer, calmer
way to continue. What matters is not winning the last exchange. It is reducing
the chance that the next one begins with the same wound.
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The lessons across five families

lll. Ten small agreements that can have a huge
impact

The large decisions about care, housing, money, and authority still have to be
made. The families in this book also reveal smaller arrangements worth
making now. I offer these ten agreements as a starting point, not a contract for
good behavior or another test an ill person can fail. Use them only to the extent
that people can understand and participate. When ability changes, the support
must change with it. The sample language is mine, drawn from the interviews;
it is not dialogue these families have already agreed to use.

1. We will name the need without naming the
person as the problem

A caregiver should be able to say that the evenings have become too much. A
person receiving care should be able to say that needing assistance feels
frightening or humiliating. Neither statement has to settle the other person’s
worth. Begin with what is difficult today and ask what could make it more
manageable.

2. We will say what we want the help to preserve

Name the purpose behind the request: privacy, a familiar routine, a visit, an
outing, a contribution, or relief from discomfort. Then ask which parts remain
workable and what assistance they require. Mailing the letters and going to the
post office may be different goals. Understanding the difference comes before
choosing the solution.

3. We will make calls easier to interpret—and easier
to answer

Put the problem first. Distinguish immediate medical danger from urgent
practical help and a request that can wait for an agreed response. Record the
appropriate contacts and a backup. Emergency help must not depend on a
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relative calling back. If the person cannot reliably use the plan, simplify it and
arrange additional support rather than relying on a promise to remember.

4. We will try appropriate help before assuming one
person must do everything

Discuss what a helper will do, when, and with what preparation. Include the
person receiving care in the choice and listen to concerns about privacy or fit.
The principal caregiver should also be able to explain what cannot continue.
Refusing one arrangement should begin a search for a workable alternative,
not silently assign the whole task back to the same relative.

5. We will make necessary information available to
the right people

Identify current care instructions, professional contacts, key records, and
appropriate authority. Decide what may be shared and with whom; keep
sensitive access information secure. Each person receiving care needs an
individual record even when two people share a home. The test is whether an
authorized backup can find what is needed without rebuilding the history from
memory.

6. We will turn offers into responsibilities

Choose a specific task, a person who agrees to own it, and a time for
completion or coverage. Name who will respond if the plan fails. This applies
to family, friends, and purchased services. Unequal contributions can still be
fair and valuable; uncertain contributions are much harder for someone else to
build a life around.

7. We will discuss care costs without treating an
inheritance as already ours

Clarify how present expenses will be paid and what reimbursement or
compensation has actually been agreed. Use qualified advice where the
arrangements require it. Make the cost of keeping a home or a family
possession visible. Appreciation, financial necessity, gifts, and eventual
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inheritance are different subjects; none should be left to serve as an unspoken
explanation for all the others.

8. We will protect time that belongs to other
relationships

Put one period of dependable relief and one opportunity for connection on the
calendar. The caregiver may need to leave, or may want to stay and simply
visit while someone else takes responsibility for the work. A distant relative
can help make either possible. Confirm the coverage and agree that the off-
duty person may decline a meal, visit, or nonurgent request without having to
defend the relationship. Relief includes freedom from the expectation of
returning, not merely another person’s presence in the house.

9. We will use kindness, candor, and humor without
humiliation

Give specific thanks when able. Speak honestly about strain before it becomes
an explosion. Ask before sharing an intimate story or photograph. Humor
should help people recover, not make them feel exposed. Where illness limits
understanding or control, the answer is appropriate support and safety—not a
demand that the person earn care by saying the right things.

10. We will revise what is no longer working

Set a next conversation and agree on reasons to meet sooner: a fall, a hospital
transition, a missing helper, a new difficulty managing a task, or a caregiver
who can no longer sustain the arrangement. Reconsider the help, the setting,
and the expectations together. Repeated failure of a plan is information. It is
not a reason to repeat the plan with more blame.

Start with the next conversation, not the perfect
agreement

A family does not need to complete all ten before doing something useful. I
would begin by asking each person the same two questions: what is the hardest
part of the present arrangement for you, and what is one change that would
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help? Then choose the most important feasible change, decide who will act,
and set a time to see whether it helped.

The change might be small: a phone made easier to reach, a regular call that
reduces uncertainty, one helper introduced without a rushed personal-care
assignment, or a sibling taking responsibility for a recurring task. If the
concern is unsafe coverage or an immediate medical problem, professional
assistance takes priority over completing a conversation exercise.

John’s ambition for Tugboat Caregiving fits this same test. He wants
technology to give caregivers leverage, not another obligation to maintain. In
his written feedback, he asks whether the caregiver is getting maximum
leverage from technology. I would apply the question to the whole
arrangement: what has actually become easier, and who has gained some
usable time or attention? A new tool is valuable only in relation to the work it
helps remove and the human participation it preserves. His worldwide
invitation remains a developing vision, not evidence that these outcomes have
already been achieved.

A successful change may not appear in a medical chart. It may appear when a
son no longer spends the entire visit finding information, when a paid worker
knows whom to contact, or when a daughter can sit beside her mother without
mentally counting the tasks that remain. Those are not minor outcomes merely
because they are difficult to put on a graph.

A small agreement Why it matters

Name the need without naming the person as the A hard day can be discussed without reducing
problem someone to the burden.

Say what the help is meant to preserve Privacy, routine, safety, purpose, and
relationship are clearer than “more help.”

Turn offers into responsibilities “Call me if you need anything” becomes useful
only when someone owns a task.

Make essential information available A crisis is not the time to discover that the only
person who knows the accounts cannot speak.

Protect time that belongs to other relationships Care should not quietly consume a marriage,
children, work, health, and every remaining
friendship.
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A small agreement Why it matters

Revise what is no longer working A changed need calls for a changed arrangement,
not a verdict about who failed.

The weight of care is not the worth of a person. A family can name the
burden honestly while continuing to protect the dignity of the person who
needs help.

A manageable next step

Key takeaways and lessons learned

* The weight of care is not the worth of the person. Acknowledging difficulty need
not diminish love or dignity.

* An errand may represent independence, company, or usefulness as well as a task.
Ask what the person wants help to preserve.

* Welcome companionship and dependable respite meet different needs. Organize
both without treating one caregiver as the only answer.

* The caregiver can also become ill or unavailable. Share knowledge, establish
backup, and protect meaningful participation on both sides of the relationship.

What to notice. The weight of care is not the worth of the person.

One conversation. What does help need to preserve on both sides of the
relationship?

One action. Plan a period of welcome company and a separate period of
dependable relief.

Companion tool: T12 — Companionship, Perspective, and Time as Family. See the appendix for the
tool finder.
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Reducing the Burden

Stewardship and twelve practical initiatives turn understanding into a
manageable beginning. The aim is not a perfect ending, but less avoidable
difficulty and more dependable support.

Chapter 17 - The Stewardship Economy

Chapter 18 - We May Not Stick the Landing—But We Can Reduce the Burden
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PART VI — REDUCING THE BURDEN

CHAPTER 17
The Stewardship Economy

What should prosperity preserve besides a larger balance sheet?
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Source trail for this chapter. [M1] [A1] [F1] [M2]

Two Balance Sheets, One Generation

A family inherits inside a country. The private balance sheet may contain a
home, savings, retirement accounts, or a business. The public one contains the
programs and institutions on which the family also relies. The two are
connected, but they are not interchangeable.

A private estate cannot by itself supply a local workforce, a functioning
hospital, or dependable public services. Nor will every young adult receive an
inheritance that offsets the obligations of living in an aging society. Some
families will receive considerable assets. Others will inherit responsibility
with very little money attached.

Consider two people of the same age living in the same community. Both
work, pay taxes, and depend on shared services. One may eventually inherit a
paid-off home and substantial investments. The other may have been sending
money to parents who needed help. Their public circumstances overlap. Their
private starting points do not.

Social Security and the Mathematics of
Demography

Social Security illustrates the connection. It is social insurance, not a separate
investment account holding each worker’s own accumulated payroll taxes.
Current contributions help finance current benefits, while workers earn
eligibility under the program’s rules. As the number and circumstances of
beneficiaries change, the financing relationship changes too.

The 2026 Trustees’ projection placed depletion of the retirement and survivors
trust fund’s reserves in late 2032. Under its assumptions, continuing income
would then cover about 78 percent of scheduled benefits. The often-quoted
combined retirement-and-disability calculation uses a different date and
percentage. Neither calculation means the program simply disappears. These
are financing projections under specified assumptions, not an announcement
of what an individual family will receive. [F1]

The distinction matters because alarm can become as unhelpful as denial. A
reserve shortfall is a reason to understand the plan’s exposure and follow
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authoritative updates. It is not a reason to tell a frightened parent that all
benefits will vanish. Changes to revenue, benefits, eligibility, and other rules
are public choices; this book does not prescribe a political formula.

Medicare, Healthcare, and the Expanding Claim on
National Resources

Healthcare draws on the same kinds of resources a family must assemble:
trained people, facilities, medicines, equipment, transport, and time. Financial
coverage matters enormously. It cannot make those real resources unlimited.
That is why a family’s preparation and the capacity of the surrounding system
have to be considered together.

Coverage and capacity are different promises. A person can have insurance
and still need to find an available provider, arrange transportation, or discover
what a benefit does not include. The public program is one part of the
household’s support, not an assurance that every practical task will be
supplied. That is why the distinction between medical treatment and
continuing personal assistance matters so much to the families in this book.

The room to respond

A planning window, not a deadline for disaster

Long-term fiscal projections describe another layer of uncertainty around the
household. They depend on laws, economic assumptions, demographics, and
the period examined. A national debt ratio is not an individual bill or a date
when care ends. Its practical significance is that families rely on public
programs and institutions whose future resources should not be treated as
unlimited.

The practical response for a household is not to attempt to solve the federal
budget. It is to know which income and care arrangements rely on public
programs, to understand the current rules with qualified help, and to leave
room for uncertainty rather than assume that every future benefit and expense
has already been fixed. Neither panic nor a promise that nothing can change
gives a family useful guidance.
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The Great Convergence is the overlap, not a single predicted catastrophe. The
same planning period contains an older population, changing workforce
supply, rising demands on care, assets being used or transferred, and public
financing questions. Each pressure has its own evidence, timetable, and
uncertainty. They should not be added together as though they were entries in
one national invoice.

At the kitchen table, however, the decisions do interact. A change in a parent’s
care needs can affect an adult child’s work. A housing decision can change
liquidity. A more expensive service can alter the use of savings. Uncertainty
about public benefits can make a family less willing to commit resources it
may need later. These are reasons to build margin, not reasons to claim that a
specific family’s future can be read from a national graph.

Money preserves some choices. Health preserves others. Shared information,
clear authority, reliable help, and relationships preserve still more. The aim is
not to predict every public decision. It is to give the family enough
understanding and flexibility to respond when circumstances change.

The age wave is not only a burden to finance. It is a market, leadership,
community, and moral challenge that will reward the people and institutions
able to convert wealth, technology, housing, and longer life into coordinated
capacity.

The Emergence of the Stewardship Economy

I use the word economy deliberately because this is larger than a collection of
social services. Every time a home modification delays dependency, a
caregiver allows an adult child to remain employed, a technology returns an
hour to a nurse, or a community prevents isolation from becoming a medical
crisis, productive capacity has been created. The transaction may appear in
one budget while the return appears somewhere else, which is precisely why
conventional accounting so often understates it. The Stewardship Economy
asks us to follow the value across those boundaries rather than stopping where
the first invoice is paid.

This, in my judgment, is the real meaning of the Stewardship Economy. It is
not simply a new label for the healthcare industry or the senior market. It
describes an economy increasingly organized around preserving human
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capability across longer lives. The output of the Stewardship Economy is
capacity. A home modification creates capacity when it allows someone to
remain independent. A caregiver creates capacity when professional assistance
allows family members to remain employed.

A technology creates capacity when one nurse can safely monitor more
patients without reducing quality. A transportation service creates capacity
when someone who no longer drives can continue participating in community
life. A university creates capacity when it educates another generation of
geriatric professionals. An employer creates capacity when workplace
flexibility keeps an experienced caregiver in the labor force.

A community creates capacity when social connections prevent isolation from
becoming an expensive health crisis. The remarkable characteristic of these
investments is that their benefits frequently appear somewhere other than
where the original expenditure occurred. That makes the economics difficult
to measure but no less real. The future of Impending Burden therefore depends
less upon whether America can somehow discover a single gigantic pool of
money than upon whether the country can multiply the usefulness of every
scarce resource it already possesses.

We need more caregivers, but we also need each caregiver to be supported by
better technology and better systems. We need more healthcare professionals,
but we also need to stop consuming their time through unnecessary
fragmentation and administrative work. We need more appropriate housing,
but we also need existing homes redesigned intelligently before they become
unsafe. We need families to remain involved, but we need enough professional
and community support that involvement does not destroy the caregiver's own
financial security.

The Second Dividend of Longevity

The demographic conversation becomes distorted when older Americans are
described only by what they may eventually require. Long before significant
dependency appears, tens of millions of older people continue contributing
through work, mentoring, volunteering, philanthropy, family caregiving,
support of grandchildren, entrepreneurship, and civic leadership. Their
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accumulated knowledge is a form of productive capital that does not disappear
when a traditional full-time career ends.

The Second Dividend of Longevity is the opportunity created when additional
years of life also become additional years of contribution. That contribution
may not look like a conventional forty-hour workweek, and economic
statistics may capture it imperfectly, but the value remains. The objective
should therefore be to preserve meaningful contribution for as long as people
remain capable and interested while recognizing that retirement itself remains
a legitimate return on decades of productive effort.

The capital a balance sheet cannot hold

Financial resources are only one part of what a family can call upon. Health
and skills, dependable institutions, relationships, and shared knowledge also
determine what can be done. I regard these as forms of capital because they
can be preserved, depleted, or strengthened. They should not be mistaken for
comparable quantities that can be added into one score.

The Capital We Forgot to Measure

Financial capital is only one form of capacity. Human capital resides in skill
and experience. Institutional capital resides in organizations capable of
coordinating resources reliably. Social capital resides in trust, relationships,
and communities that notice problems before formal systems do. An aging
society depends upon all four, and the scarcest resource may sometimes be the
one conventional balance sheets never record.

This is why a neighbor who checks on an older resident, an employer who
retains an experienced caregiver, a community college that expands a nursing
program, and a technology that returns clinical time to a physician can all
create economic value even though the benefit appears in different accounts.
The Stewardship Economy becomes visible when we measure what these
resources make possible rather than only what they cost.

I would therefore add a second discipline to the Stewardship Economy: Return
on Capacity, or ROC. Traditional return on investment asks whether an
expenditure produced sufficient financial return. ROC asks a related but
broader question: how much usable human or institutional capacity did the
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expenditure preserve or create? A home modification may create independent-
living days. Respite care may preserve a caregiver’s work hours. Better
clinical workflow may return professional time to nurses and physicians.
Training may increase the future supply of qualified workers.

This does not mean every compassionate program produces a positive
economic return, nor should every human relationship be reduced to dollars.
It means that scarce resources should be evaluated against outcomes. When
possible, employers, health systems, communities, philanthropies, and
families should establish a baseline, identify the intervention cost, measure
capacity preserved or created, estimate second-order benefits, and compare the
result with the cost of doing nothing. Follow-through is what converts a
promising idea into evidence.

Redefining the Return on Prosperity

We need public programs, but we also need private investment and
philanthropy capable of experimenting where public systems cannot move
quickly. We need immigration, education, technology, employers,
communities, and families contributing to the same capacity problem from
different directions. No single solution will be sufficient because no single
shortage created the burden. The convergence is the problem. The
convergence must also become the solution.

This is why I remain optimistic despite the scale of the demographic challenge.
America enters this transition with resources no previous civilization
possessed. It has extraordinary private wealth, world-leading universities,
sophisticated capital markets, powerful technology, biomedical expertise,
entrepreneurial traditions, philanthropic institutions, and millions of older
Americans who themselves possess decades of accumulated experience
capable of contributing to the solutions.

The nation is not poor. It is constrained. Those are very different conditions.
Poverty means the necessary resources do not exist. Constraint means the
resources exist but are not yet organized efficiently enough to meet the demand
being placed upon them. That distinction may ultimately determine whether
the demographic transition becomes primarily a burden or an era of
extraordinary institutional innovation. The United States has solved capacity
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problems before. It built universities when millions sought higher education.
It built suburbs and highways when millions of families required housing and
mobility. It constructed an enormous healthcare system when scientific
advances made increasingly sophisticated medicine possible. It created
financial institutions capable of directing trillions of dollars toward productive
enterprise.

The challenge now is different, but the underlying American capacity for
adaptation remains. This time the infrastructure we must build is the
infrastructure of longevity. Some of it will be physical. Much of it will be
human. An increasing portion will be technological. The most important part
may ultimately be organizational, because the greatest opportunity lies in
connecting resources that already exist but currently operate as though
housing, healthcare, family caregiving, employment, transportation, finance,
and community life were separate systems.

Older Americans do not experience them separately. Families do not
experience them separately. The successful society of longevity cannot
organize them separately either. That is America's Capacity Challenge, and it
is ultimately what the subtitle Too Many Boomers Who Need Care, Too Few
Resources is attempting to express. The resources we lack are not merely
dollars sitting inside a government budget or retirement account. They are the
people, hours, skills, homes, technologies, institutions, relationships, and
productive capacity required to translate money into actual care.

The Great Wealth Transfer may provide much of the financial capital. The
Second Dividend of Longevity may provide accumulated experience. The
Stewardship Economy may provide innovation. The generations following the
Baby Boomers will provide much of the labor and leadership. Whether those
assets are assembled rapidly enough to meet the demographic demand will
determine whether America experiences longevity principally as an escalating
burden or learns to transform one of humanity's greatest achievements into an
equally extraordinary period of economic and social reinvention.

The Purpose of Prosperity

The Great Wealth Transfer eventually forces the same question upon families
and upon the country: what is accumulated prosperity ultimately for? Wealth
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can preserve independence, finance care, create opportunity for descendants,
support new businesses, educate future workers, strengthen institutions, and
become philanthropy. The answer is not that one destination is universally
superior to the others. The answer is that stewardship requires the owner to
choose deliberately rather than allowing inertia to determine the outcome.

A society as wealthy as the United States should therefore evaluate prosperity
partly by the capacity that prosperity creates. The most durable return may be
measured in additional independence, stronger families, better institutions,
more productive workers, new knowledge, and future generations that inherit
enough opportunity to build something of their own.

Preparing Before the Crisis

The preceding chapters have established the problem. The task now is to
convert diagnosis into a strategy of stewardship. America's challenge is not a
single shortage and therefore cannot be solved by a single program. It is the
convergence of aging, caregiving, housing, workforce capacity, healthcare,
private wealth, public obligations, technology, and family responsibility at the
same moment.

The country possesses extraordinary financial resources, and longer life
remains one of modern civilization's great achievements. The deeper problem
is that many of the institutions surrounding longevity were designed for a
different demographic era, when retirements were shorter, families were
larger, geographic mobility had dispersed fewer relatives, and the relationship
between workers and retirees was more favorable. The question is whether
today's resources can be aligned quickly enough with today's needs.

The question confronting us is therefore no longer whether the demographic
transition will occur. It is already occurring. The more consequential question
is whether we can organize our financial, human, technological, institutional,
and social resources intelligently enough to support that transition without
undermining the economic security of the generations responsible for carrying
the country forward. That is where stewardship becomes the organizing
principle.
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Return on Capacity

The Stewardship Economy needs a measurement discipline. Return on
Capacity asks what usable human and institutional capability an investment
preserves or creates. A bathroom modification may delay relocation. Respite
may preserve a caregiver's health and employment. A navigator may prevent
a rehospitalization. Better management may retain direct-care workers.
Transportation may keep an older adult connected to food, medicine, and
community.

The return may appear in a different budget from the cost. An employer may
pay for flexibility while Medicare avoids a claim. A family may pay for home
modification while the caregiver preserves earnings. A community may
finance transportation while a hospital experiences fewer preventable visits.
The fragmented system often underinvests because the person paying cannot
capture every benefit.

Stewardship requires leaders to see the whole balance sheet. The objective is
not to spend without discipline. It is to compare the intervention with the cost
of lost capacity.

The Stewardship Economy also depends upon fiscal room. A country spending
an ever larger share of revenue on interest and age-based commitments has
less freedom to invest in caregiver training, housing, research, transportation,
public health, or the next emergency. Fiscal reform is therefore not separate
from care capacity. It is the public-sector version of preserving liquidity before
the crisis.

The Infrastructure of Longevity

Housing is one of the largest opportunities inside that infrastructure. The
market needs more accessible small homes, accessory dwelling units,
duplexes, courtyard housing, townhomes, condominiums with elevators,
mixed-age communities, home-modification services, transportation, and care
networks capable of reaching people where they live. The goal is not to push
older people out of their houses. It is to create enough attractive alternatives
that remaining and moving are both genuine choices.
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Communities become another indispensable level of stewardship because
aging ultimately occurs somewhere specific. It occurs on a street, inside a
neighborhood, within a town, among people who require transportation,
groceries, medical care, recreation, companionship, and practical assistance.
National statistics describe the demographic transition. Local institutions
determine what the transition feels like. A community in which an eighty-five-
year-old can walk safely, reach essential services, participate in social
activities, exercise, obtain medical care, and remain connected to other people
has created something enormously valuable even if no conventional balance
sheet records it.

It has created independence. Independence may become one of the highest-
return forms of infrastructure available to an aging society because every
additional month during which someone remains safely capable of managing
daily life reduces demands elsewhere. Independence can delay professional
caregiving, reduce transportation burdens on children, postpone institutional
placement, preserve financial assets, and improve quality of life
simultaneously.

The Greatest Inheritance

The same principle applies across generations. Caring responsibly for older
Americans cannot require sacrificing the economic future of younger families.
Preserving opportunity for younger Americans cannot require abandoning
people who spent decades contributing to the society those younger
generations inherited. The purpose is not choosing one generation over another
because generations are not separate economic constituencies competing
permanently for the same resources.

They are different stages of the same life. The twenty-five-year-old worker
financing today's institutions may become the seventy-five-year-old
beneficiary of tomorrow's institutions if fortune provides enough time. The
grandchild receiving financial assistance today may become the caregiver
twenty years from now. The person providing care eventually becomes the
person requiring it. The relationship therefore is not primarily transactional.

It is continuous. A successful society recognizes that continuity and designs
its institutions accordingly. The real measure of intergenerational stewardship
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should therefore be whether each generation leaves the next enough capacity
to care for those who came before while still creating something better for
those who will follow. That is a much more demanding standard than simply
preserving wealth. It requires preserving possibility.

The Baby Boom generation has accumulated extraordinary financial resources
through one of the most prosperous periods in American history. Its final
contribution may not be measured solely by how much of that wealth
eventually reaches heirs. It may also be measured by whether some of that
capital, experience, philanthropy, innovation, and political influence helped
build systems capable of supporting longevity more successfully for every
generation that follows.

Generation X will eventually grow old. Millennials will grow old. Generation
Z will grow old. The housing, healthcare, caregiving, technology, financial,
and public systems developed during the Boomer transition will become their
inheritance too. In that sense, solving the challenge confronting Boomers is
not primarily a project undertaken for Boomers. It is the construction of
longevity infrastructure for the rest of the century.

That perspective changes the meaning of the investment. A stronger
caregiving system is not merely an expense associated with today's elderly
population. It is an institution future generations will use. Accessible housing
is not merely senior housing. It is housing capable of serving people
throughout a longer life cycle. A sustainable retirement system is not merely
a benefit for today's retirees. It is a promise future workers may reasonably
expect to inherit.

Technology that proves useful for older adults today may also benefit the
generations that follow. That possibility does not remove the work of making
it reliable, affordable, accessible, and appropriate. The broader aim is not to
predict an inevitable national failure. It is to recognize pressures early enough
that families and institutions can respond with more choices.

Yet burden does not mean destiny. It describes the weight a system must be
capable of carrying. Whether the system fails depends upon its capacity. That
is why the final question is not how many Boomers America can afford to care
for. The more important question is whether America can build enough
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capacity that caring for an unprecedented number of older people becomes
sustainable without diminishing the future of the generations behind them.

I believe that remains entirely possible. The country possesses the capital. It
possesses the technology. It possesses the educational infrastructure. It
possesses the entrepreneurial ability. It possesses extraordinary human
experience. What it has not yet developed completely is the alignment among
them. That is the work ahead. If America succeeds, future historians may look
back upon this period very differently from the way the title Impending Burden
initially suggests. They may see the Baby Boom generation as the
demographic force that exposed weaknesses in twentieth-century institutions
but simultaneously created enough private wealth, technological demand,
philanthropic capital, and social urgency to force the development of
something better.

The Great Wealth Transfer may finance part of that transformation. The
Second Dividend of Longevity may provide part of its wisdom. The
Stewardship Economy may provide much of its innovation. Families will
provide its human foundation. The success of the entire effort will depend
upon whether we recognize soon enough that longevity was never the
problem. The challenge was learning how to support it well. That is the
transition America must now make, and it is the transition upon which the
meaning of Impending Burden ultimately depends.

A supporting family account: Aunt Mary

Aunt Mary: the person before the estate

My Aunt Mary’s house held more than the possessions I would eventually
have to help sort. It held a marriage that ended much too soon, years of
teaching, the memory of caring for her father, and the evidence of an
independent life. By the time care became difficult, asking her to reconsider
the house meant asking her to reconsider far more than an address.

Teresa Mary Thompson was born in 1919 and built her professional life as an
English teacher. She earned a master’s degree and took pride in her students.
Her husband, Don, died only two years after they married. They had no
children. Later, after my grandmother died, Mary cared for my grandfather in
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her home. Long before she needed assistance, she had been the person making
someone else’s life possible.

She entered retirement with a pension, a home without a mortgage, savings,
and investments. She traveled and followed the stock market. These were not
the circumstances of someone who had never thought about tomorrow. They
were the circumstances of someone whose successful preparation for one stage
of life did not automatically become preparation for the next.

After a stroke in 2005, she could use a walker but no longer drove. The car
remained. To someone thinking only about utility, selling it would have
seemed obvious. To Mary, keeping it left room for a future in which she might
drive again. The difference between those interpretations mattered because it
kept recurring: in the house, the possessions, and the plans she did not want to
make.

Assistance increased until remaining at home required continuous care. Her
resources bought time in the place she loved, but the spending changed the
financial picture. When savings were approaching depletion, I was preparing
to help arrange a reverse mortgage. She died after another stroke before that
plan was completed. The important point is not that borrowing against a house
would have been right for every older homeowner. It is that the house had
become both the place requiring support and the remaining asset that might
finance it.

Afterward came a different form of care: attending to what a life had left
behind. Paper stock certificates, an old will, unclear records, household
contents, repairs, permitting questions, and property problems turned a
familiar home into a substantial administrative undertaking. The apparent
value of an asset was not the same as money someone could use. Time,
expertise, distance, and emotional energy stood between them.

My earlier work in financial planning made some of that work understandable.
It had not given me the power to persuade an intelligent, independent adult to
make every decision I believed would help. That limitation deserves a place
in this book. Knowledge can clarify an option without making the person ready
to choose it. A document can be sensible without addressing the fear that gives
resistance its force.
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There were losses no amount of filing could settle. The source account
includes missing jewelry and uncertainty that cannot be resolved here; it does
not establish responsibility for their disappearance. What I want readers to
carry forward is not an accusation or a catalogue of belongings. It is the cost
of leaving so much practical discovery to the period when the family is also
trying to remember the person.

The lesson is to begin earlier and more gently, not to assume the next
conversation will finally make someone comply. Ask what the home
preserves. Ask which possessions tell the story that matters. Ask who will be
able to manage the work, and what would make that responsibility less
confusing. When the first discussion fails, another discussion may still be
possible. Preparation is a form of care for the living. Its purpose is to leave
enough room, at the end, for the teacher, aunt, daughter, traveler, and

independent woman to remain larger in memory than the estate she left behind.
[M2]

The Sequence That Makes the Book One Argument

The age wave creates the need. The care system reveals the capacity gap.
Families absorb what institutions cannot supply. Wealth and housing
determine the choices that remain. Governance determines whether those
choices preserve or damage the family. The fiscal age wave narrows or
expands the national room to respond. Stewardship determines what one
generation ultimately leaves to the next.

The next decision is to convert the principle into a workable household
practice. The following chapter develops practical initiatives for reducing the
burden without promising a perfect outcome. The appendix then provides
records, conversations, and tools for beginning.

Choose one investment in capacity and say what it is intended to protect. It
might be a safer route through the home, time away for a caregiver, clearer
authority, a more dependable service, or a conversation that prevents a future
dispute. The measure is not the elegance of the plan. It is whether people have
more usable choices when they need them.
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The lesson is not that preparation creates control. It is that knowledge matters
only when it becomes usable authority, dependable help, clear information,
safer surroundings, and shared understanding.

Exhibit 31. Four forms of capacity worth protecting

Form What it can contribute

Financial Income, reserves, affordable support, and
flexibility.

Human Skill, care, experience, time, and health.

Institutional Services, organizations, coordination, and

accountable processes.

Relational and community Trust, belonging, shared knowledge, and
dependable help.

Author explanatory framework; not a validated score or a prediction for a household. [M1]

These are different forms of capacity, not units to add into one score.

Exhibit 32. Preparation needs more than one profession

Pressure A corresponding task

Changing needs Reassess function, preferences, and assistance.

Housing and resources Keep the setting and funding workable.

Caregiver strain Make coverage and recovery real.

Fragmented responsibility Clarify roles and test the next handoff.

Wider workforce and community gaps Ask institutions and employers to share
responsibility.

Author explanatory framework; not a validated score or a prediction for a household. [M1]

A family should not be expected to solve every system-level shortage by asking one relative to do more.
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Exhibit 33. Make preparation usable

Prepare Organize Communicate Preserve

Consider realistic Make authority, Discuss roles, Protect dignity, health,
changes before records, resources, and  preferences, costs, and  relationships, and
urgency. backup findable. unresolved questions.  choice.

Author explanatory framework; not a validated score or a prediction for a household. [M1]

The measure is whether an arrangement works for the people relying on it—not whether the file is
impressive.

A manageable next step

Key takeaways and lessons learned

* Wealth becomes useful when it supports life, care, opportunity, or
contribution—not simply when it remains on a balance sheet.

» Stewardship includes preparing people to carry responsibility. Documents and
financial knowledge do not by themselves resolve reluctance or family tension.

* Families cannot supply unlimited labor to repair every gap. Employers,
providers, communities, advisers, and public institutions share the work.

 Judge an investment or arrangement by what people can actually do with it:
obtain help, preserve choices, share work, or recover time.

What to notice. Money becomes useful when it becomes available care, time,
or choice.

One conversation. Which investment would create capacity that people can
actually use?

One action. Choose one practical improvement and say how its usefulness
will be judged.

Companion tool: T16 — When We Will Reconsider the Arrangement. See the appendix for the tool
finder.
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PART VI — REDUCING THE BURDEN

CHAPTER 18

We May Not Stick the
Landing—But We Can Reduce
the Burden

What is the next useful thing we can make easier?
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Source trail for this chapter. [M1] [M2] [H5] [H7] [A2] [P1] [P2]

I spent enough of my life around gymnastics and diving to understand the
appeal of a clean finish. Preparation, timing, judgment, and execution come
together, and for a moment the result looks almost inevitable. In gymnastics,
we call it “sticking the landing.” As a diver, we call it “ripping the entry.”
What the audience does not see is the work that preceded it, the adjustments
along the way, or how easily something could have gone differently.

It is a useful image, but it is an unfair standard for a family navigating serious
illness, dependency, and death. There is no routine to memorize that will make
a parent’s decline predictable. There is no panel of judges capable of assigning
a fair score to a husband learning how to remain connected to a wife whose
understanding is changing. A father who loses two children has not failed an
exercise that another father performed correctly. Love, money, clinical
expertise, and preparation matter. They do not confer control over the ending.

The stories in this book should have made that unmistakable. Tom Hansch
could purchase substantial assistance without purchasing relief from the
changes in his marriage. Mark Williams could arrange an extraordinary
medical response without restoring the choices his mother had before her final
fracture. Rod Mergardt could direct his earnings toward Peggy’s care without
preventing her death. John Regan could build systems professionally and still
discover how much family knowledge had never been transferred. Sarah and
Thornton Kirby could understand the institutions and still struggle to protect
the time their family relationships required. My knowledge of estate planning
did not persuade Aunt Mary to make every decision I thought would help.
These are not examples of people who needed one more checklist in order to
get everything right.

They are reasons to distinguish the burden we cannot remove from the burden
we need not add. Grief is not a document-management problem. A missing
document can nevertheless make grief harder to carry. An illness may not be
preventable; discovering at discharge that nobody can safely provide the
required assistance is a different kind of problem. A family cannot guarantee
agreement about every decision. It can avoid forcing exhausted people to
reconstruct intentions that could have been discussed years earlier.
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That is the purpose of the twelve initiatives that follow. I have selected them
because they address recurring points of failure across the care, financial,
housing, and family systems examined in this book. They are an author’s
practical synthesis, not a validated ranking, a clinical protocol, or a promise
that completing twelve steps produces a measurable reduction of a particular
size. The supporting medical and public-service guidance is identified in the
source notes. The decisions themselves still need to fit the person, the family
or friendship network, the available resources, and the law where they live.

Nor is this a list reserved for prosperous households with several willing
children. The first version might be a single page, a conversation with a trusted
friend, and a call to a local aging-services organization. Someone who has
little money or no available family has not failed to plan. That person needs a
plan that makes those limits visible and brings appropriate community or
professional assistance into the discussion. Preparation should reduce work for
the person carrying it, not become another impossible assignment.

1. Begin with the life the person wants to preserve

Mark’s mother wanted to work at the library at ninety-two. That detail tells
me something a list of diagnoses cannot. Her sense of herself still included
usefulness, books, movement, and participation. A plan concerned only with
preventing another injury could miss the life it was intended to protect. The
opening question should therefore be about the person, not the property or the
anticipated inheritance: what makes a day worth having, and what would help
preserve as much of that as possible?

Ask about the ordinary things. Is it eating with other people, remaining near a
spouse, attending a religious service, caring for a pet, being outdoors, reading,
or having familiar voices nearby? What assistance would feel welcome? What
would feel intrusive? Which risks is the person willing to accept, and what
does the family fear it cannot safely support? The answers will not always
agree. Recording the disagreement is more honest than converting a
conversation into consent that was never given.

National Institute on Aging guidance treats advance care planning as an
ongoing process of discussing preferences and preparing someone to speak
when the person cannot. A healthcare proxy needs to understand values, not
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merely possess a signature. Preferences and documents should be revisited as
circumstances change. My recommendation is to begin with a short statement
in the person’s own language, then use it to guide more specific medical,
housing, and legal conversations.

That statement should not become a contract against changing one’s mind.
Pat’s comfort in familiar routines required Tom to reconsider outings that had
once been pleasures. Preserving the relationship meant adapting its expression,
not insisting on an old itinerary. In the same way, a person who once insisted
on remaining in a particular house may later prefer reliable help and company
elsewhere. The plan should make room for that change without treating it as
defeat.

The first useful result is modest: the person and the people helping can
describe what they are trying to preserve. They also know what remains
unresolved. Starting there gives the next eleven initiatives a purpose beyond
completing forms.

2. Put decision-making authority in place—and find
out how it works

Families often know who will answer the telephone in an emergency. That is
not the same as knowing who can obtain information, make a healthcare
decision, manage an account, or act for a trust. A capable daughter, devoted
spouse, or lifelong friend may be the person everyone relies upon and still lack
the authority a particular institution requires. The time to discover that
distinction is before a crisis, not while an urgent decision waits.

The Consumer Financial Protection Bureau distinguishes several financial-
help roles: an agent under a power of attorney, a court-appointed guardian or
conservator, a trustee, and a government-appointed benefits fiduciary. They
do not receive identical powers. Social Security also makes clear that a power
of attorney does not by itself appoint someone as representative payee for its
benefits. These distinctions are a reason to obtain appropriate advice, not an
invitation to assemble a legal arrangement from a few generic descriptions.
[A2]

Ask a qualified local attorney to explain the documents, when each becomes
effective, what the appointed person may do, and who acts if that person
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cannot. With the older adult’s permission, ask the relevant healthcare
organizations and financial institutions how an authorized person establishes
access. Keep the current documents discoverable. Naming a backup does little
if that person does not know about the appointment or cannot locate the
paperwork. A friendship network deserves the same explicit attention;
friendship alone should not be expected to supply legal authority.

Authority must also be proportionate. An older person who can make a
decision should not lose control merely because someone else would choose
differently. When capacity or safety is genuinely in question, seek qualified
assessment and legal guidance rather than resolving the issue by family vote.
Separate permission to assist from ownership of the assets, and separate access
to information from power to make transactions.

The deliverable is a simple authority map, reviewed with the appropriate
professionals: which person, which responsibility, which document, which
activation requirement, and which backup. It is not glamorous work. It can
prevent the peculiar helplessness of knowing what needs doing while being
unable to do it.

3. Create one reliable record, not another
information burden

A care arrangement becomes difficult to sustain when its essential knowledge
resides in one person’s memory. That person knows which physician changed
a medication, why an appointment was moved, where the insurance card is
kept, and which aide needs a particular instruction. Everyone else can
sincerely offer help without possessing enough information to take over. The
family has created dependence on its organizer as well as on its caregivers.

John’s bedside questions show what happens when that knowledge transfer is
left until its holder is critically ill. The work was not simply finding a
password. It was discovering how several lives had been held together.
Recording the essentials while someone can still explain them is one way of
caring for the next person who will have to act.

My recommendation is one maintained source of essential information,
available in a format the people using it can actually manage. The emergency
version should be brief: key contacts, current medicines and allergies verified
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with the clinical team, important conditions, relevant care preferences, and the
location of authority documents. A fuller record can hold appointment notes,
discharge instructions, services, coverage information, and the next
unanswered question. Date it and assign responsibility for keeping it current.
An impressive folder full of conflicting versions is not a reliable record.

The financial and legal inventory belongs beside that system, but not
necessarily in the same folder or with the same audience. A visiting companion
may need emergency contacts without needing investment balances. A family
member arranging transportation may not need unrestricted access to a
medical portal. Use the organization’s authorized access process, protect
credentials, and establish a secure way for the appropriate backup to locate
what is needed. Do not turn convenience into permission to impersonate the
older person or distribute sensitive information indiscriminately.

Technology can make this easier, but it should earn its place. Test whether the
next person can find the information without the organizer standing beside
them. Keep a usable fallback for a lost phone, power outage, or person
uncomfortable with an application. A printable summary and a well-organized
folder may be more useful than a sophisticated system nobody maintains. No
tool removes the need to verify a medication list or clarify a contradictory
instruction with the clinician.

The AHRQ discharge-planning approach emphasizes communication that
patients and families understand and can use. The same practical standard
belongs in the household: the record is successful when it allows a person to
do the next necessary thing, not when it contains the greatest volume of
information.

4. Treat falls and declining function as priorities
before the next injury

Mark’s account changes the meaning of watchfulness. His mother had
company, affection, family involvement, and eventually continuous paid
assistance. Yet an ordinary attempt to get out of bed created a consequence
that none of those arrangements could undo. The lesson is not that someone
should have watched harder. It is that observation needs to be connected with
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a continuing assessment of how this particular person moves through this
particular day.

Begin with what has already happened: falls, near falls, difficulty rising,
dizziness, changes in walking, or fear of moving. Ask the clinical team to
assess the causes and the person’s needs rather than assuming that every
incident was simply clumsiness. CDC’s STEADI approach organizes clinical
prevention around screening, assessment, and intervention. It makes a history
of falling and changes in mobility subjects for action, not details to dismiss
once a bruise fades. [H6] [H7]

The U.S. Preventive Services Task Force recommends exercise interventions
for community-dwelling adults sixty-five and older at increased risk of falls.
It recommends individual judgment about broader, multifactorial
interventions. Common areas of assessment include gait and balance,
medicines, vision, blood-pressure changes, and the environment. This is not a
prescription for every older person to begin the same exercise program. The
appropriate clinician or therapist must match movement, assistance, and
precautions to the individual.

Walk through the daily routine with the person and, where available, an
occupational or physical therapist. What happens between the bed and the
bathroom? Where is help summoned? Can the required transfer be performed
safely by the person assigned to assist? Are the usual routes, lighting,
footwear, bedding, and mobility equipment appropriate? Ask who will
implement each recommended change and how the next caregiver will learn
it. Buying equipment is not the same as knowing how and when to use it.

A fall with possible serious injury belongs to urgent medical assessment, not
a scheduled family meeting. After the immediate needs have been addressed,
use the event to review the arrangement. Avoid blame and avoid the opposite
error of treating recovery from one incident as assurance against another. The
objective is safe participation, not permanent stillness. What we are protecting
is the possibility of another dinner out, another visit, or another day among
books—not merely a record with no reported accidents.

281



PART VI | REDUCING THE BURDEN

5. Give healthcare coordination an accountable
owner

My father’s hospital course remains a painful reminder that access to multiple
specialists is not the same as a coherent plan. Mark’s experience shows the
other side: knowing excellent clinicians can open doors quickly, yet the family
still has to understand what the proposed treatments mean for the person’s life.
Someone must keep asking how the pieces fit together.

Identify the clinician or clinical team responsible for integrating the medical
plan and the person in the family or support network who will maintain
continuity with that team. Those are different jobs. The family contact should
not be expected to practice medicine or settle disagreements among specialists.
The job is to carry accurate information, identify questions, confirm who is
responsible for the next step, and ask for clarification when instructions
conflict. A professional care manager, social worker, or navigator may help,
but scope, availability, fees, and authority need to be explicit.

Transitions deserve particular attention. Before a hospital or rehabilitation
discharge, ask what help is actually required at home, how the medicines have
changed, which symptoms should prompt a call, which results remain pending,
and when follow-up will occur. AHRQ’s IDEAL framework also emphasizes
plain language and confirming understanding rather than relying on a packet
of instructions. A practical test is whether the person providing care can
explain the plan and demonstrate tasks for which training is needed. Saying
yes to discharge does not create a capable second pair of hands.

The same coordination should include goals of care. Ask not only whether an
intervention is available, but what improvement is reasonably expected and
what burdens accompany it. Palliative care and hospice are discussed earlier
in the book; the relevant conversation is about appropriate support, not a
family’s willingness to stop loving someone. Medicare hospice has specific
eligibility and coverage rules, and ordinary home hospice should not be
assumed to provide continuous bedside staffing or all room-and-board costs.
Confirm what the actual service will supply.

The next step is to identify one unresolved handoff and close it. Who is
receiving the test result? Who is arranging transportation? Who will answer
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after hours? Families cannot repair the entire healthcare system, but they can
insist that a particular responsibility not disappear between two organizations.

6. Build dependable care with clear tasks,
appropriate skills, and backup

The Hansches could hire people and still find Tom unable to leave the house
when a shift failed. Mark’s family valued a familiar companion and later
needed assistance matched to a more demanding situation. Both experiences
expose a weakness in the phrase “we have help.” Help with what, at what
times, with which skills, and with what alternative when it is unavailable?

Write down the work before choosing the arrangement. Companionship, meal
preparation, transportation, personal assistance, transfers, medication support,
and skilled clinical services are not interchangeable. Ask the agency or
professional to explain what the assigned worker is trained, authorized, and
expected to do. Medicare’s home-health benefit, for example, covers
qualifying intermittent skilled services; it is not a general entitlement to
twenty-four-hour home care or to personal care alone. The payer’s description
and the household’s actual need must be compared rather than assumed to
match.

Then examine continuity. Who covers an absence? How is a change in the
person’s condition communicated? Who supervises work and receives a
concern? Can the family meet the backup before an emergency? What happens
when the need exceeds one worker’s safe ability? Ask how the provider
evaluates that change, and put important arrangements in writing. The purpose
is not to treat care workers as interchangeable inventory. It is to give them
clear expectations, useful information, and a workable way to obtain
assistance.

Unpaid help also needs an honest scope. A neighbor who agrees to bring
dinner has not agreed to become the overnight caregiver. A sibling who can
visit on Saturday may not be able to arrive on Tuesday morning. List actual
commitments rather than the number of relatives living within driving
distance. An uncertain slot should remain visibly unfilled until someone or
some service has accepted it.
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Start by addressing the most vulnerable period of the day or week. That might
be overnight, a transfer after bathing, the interval before a worker arrives, or
the hours when the usual organizer is away. A schedule with one
acknowledged gap can be improved. A schedule that appears complete
because everyone assumes someone else is available can fail without warning.

7. Protect the caregiver’s life as part of the plan

Tom did not stop playing doubles tennis because it no longer mattered to him.
He stopped because unpredictable care coverage made it unfair to keep
disappointing the other players. The immediate problem seemed to be
scheduling. The consequence was the loss of exercise and companionship.
This is how a caregiver’s world can contract without anyone deciding that it
should.

Ask about the caregiver with the same seriousness used to ask about the person
receiving care. Is there protected time for sleep, medical appointments, work,
a relationship, and something that still feels like an ordinary life? Is the person
providing physical assistance able to do so safely? Which responsibility is
being carried only because its owner cannot imagine who would take it? The
answers are not a test of devotion. They describe whether the arrangement has
enough support to continue.

Put relief on the calendar and confirm the replacement arrangements.
Alzheimer’s Association guidance describes respite in several forms,
including in-home assistance, adult day services, and short residential stays,
and recommends planning and evaluating providers. Respite does not have to
begin with a long trip. A dependable afternoon can matter. For families with
limited resources, ask an Area Agency on Aging or another local program
about available support and eligibility rather than assuming paid private care
is the only route. The federal Eldercare Locator can help identify a starting
point. Availability still has to be established locally.

Protect the break after arranging it. Thornton’s account of a weekend covered
by Cliff shows how quickly relief can become another obligation when Sarah
is expected to come back for a family dinner. Another helper’s presence should
make time available, not silently require the usual caregiver to share the shift.
Explain the handoff, agree on the circumstances that require contact, and let
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the caregiver decide whether to be elsewhere or return simply as a family
member.

Employment and education belong in this conversation. Rod’s earnings helped
pay for Peggy’s care; Ellie changed the timing of college. Their choices were
meaningful, but they should not become instructions for another family.
Before someone reduces hours or leaves work, explore the actual employer
benefits, flexibility, leave eligibility, replacement care, and longer-term
financial consequences with the relevant professionals. Make the tradeoff
explicit instead of allowing one person’s future to become the unrecorded
balancing item.

Sarah’s cupboard of thank-you notes makes the emotional side of this work
visible. Thornton’s concern for her sleep and recovery gives it a practical
counterpart. Recognition matters, but it must not become a substitute for
another person taking a dependable share of the work.

Protecting the caregiver also means making room for that person’s own
treatment and recovery. Ask who will take over if the usual organizer cannot
drive, lift, attend appointments, or answer repeated calls. A name on an
emergency list is only the beginning; the next person needs an agreed scope,
usable information, and support.

Vic Buzachero’s comments on an early draft arrived with an experience of his
own. His mother’s care, he explained, continued for more than a decade after
he moved her to Encinitas, through assisted living and later institutional
dementia care. Before that move, he had been making trips at least monthly,
sometimes twice a month, to visit and handle what needed attention. A care
period measured in years looked different from the front end than it did from
the middle.

His father had left a thoughtful plan. Vic had attended to trusts, a will, powers
of attorney, and support services. What proved harder were the conversations
within the family. His sister died before their mother, and the family faced the
painful question of how to speak about that loss to someone with dementia. In
his account, during the same year Vic underwent cancer treatment, wondered
whether his mother might outlive him, and then lost her.

The lesson he offered was not that the documents had been pointless. It was
that documents could not carry every part of the undertaking. The caregiver
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had become a person needing care, too. A plan needed someone who could
take over the work—and people able to recognize the life being lived around
it. [VB]

8. Decide what the home must do—and when that
decision must change

A house can be familiar long after it has become difficult to use. Mark’s
mother wanted to do the ordinary work of her household. The basement was
not merely a set of stairs; it was part of a life organized around doing things
for other people. Tom and Pat’s move likewise concerned more than square
footage. It had to provide increasing help for Pat without leaving Tom’s own
future out of the calculation.

Separate attachment to the home from the jobs the home must now perform.
Can the person enter, sleep, bathe, eat, and move with the assistance actually
available? Can a caregiver work safely there? Is transportation dependable?
Who maintains the property, handles an outage, or responds when a worker
cannot reach it? An accessible bathroom does not solve isolation, and a paid-
off mortgage does not pay for every repair or care shift. The comparison must
include the work required to keep the place functioning.

Develop more than one workable option. One may involve modest changes
and better support. Another may require a different living arrangement.
Explore them before a single emergency makes the choice. An occupational
assessment, actual local service availability, and an honest household budget
will be more useful than a broad promise to age in place. For a renter, changes
may also require the owner’s involvement; for any household, tenancy,
ownership, and financing questions require the appropriate advice.

Agree on review triggers rather than extracting an unconditional promise to
move. Examples include repeated falls, a new level of assistance that cannot
be supplied safely, unmanageable maintenance, persistent isolation, or the
failure of the main caregiver’s health. These are reasons to reassess with the
person and qualified advisers, not automatic authority to override a capable
adult. The objective is to discuss what evidence would change the plan while
discussion is still possible.
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Begin with one ordinary route through the home and one plausible alternative
outside it. The family need not decide everything immediately. It does need to
stop treating the present arrangement as permanent simply because no one has
examined another. A home should support the life within it; the life should not
be consumed indefinitely by the work of preserving the home.

9. Reserve resources for living and care before
allocating an inheritance

Mark’s mother worried that paying for assistance would consume the money
she hoped to leave her children. Their reassurance reflected a fundamental
ordering of responsibility. Her husband had saved to protect her. The money
was doing that work. The question was not how quickly the children could
preserve a future distribution, but how the available resources could support
the woman still living.

Build a care-capacity budget alongside the household balance sheet. Identify
income, accessible funds, ongoing obligations, likely care expenses, and the
cost of maintaining the home. Include unpaid time and the consequences of
family contributions, even when those do not appear as cash expenditures.
Then explore a few plausible changes: more assistance, a different setting, a
longer period of dependency, or the loss of a caregiver’s earnings. These are
planning scenarios, not predictions about how long someone will live.

Verify what insurance and public programs actually cover. Medicare does not
generally cover long-term custodial care; other benefits may depend on
individual eligibility, plan terms, location, and available services. A benefits
counselor, social worker, qualified financial professional, and elder-law
attorney may each answer a different part of the question. Do not solve an
uncertain care budget by giving assets away or changing ownership without
understanding the possible legal, tax, eligibility, and personal consequences.

Liquidity deserves special attention. A valuable house or business can coexist
with difficulty paying next month’s bills. The person managing the budget
should know which resources can actually be used, by whom, and how
quickly—not merely what the estate might be worth in favorable conditions.
The goal is a sustainable range of choices, not a universal reserve amount or
an investment prescription taken from a book.
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For a household with little financial margin, the exercise remains useful if it
leads to concrete assistance rather than a discouraging spreadsheet. Identify
the earliest likely shortfall, the professional or public program that can assess
it, and the next application or conversation. Family resources should first serve
the person’s life and care. What may later be inherited should be discussed as
a possibility remaining after those responsibilities, not as money already
belonging to somebody else.

10. Simplify the estate and protect the assets
without erasing autonomy

My mother’s estate taught me that simple assets do not necessarily produce a
simple outcome. Aunt Mary’s taught me that objects, paper certificates,
property, and unanswered questions can continue assigning work long after
someone dies. The answer is not indiscriminate consolidation or an instruction
that everyone needs the same trust. It is to understand how the actual assets,
documents, people, and obligations fit together.

With appropriate legal and financial help, compare the owner’s intentions with
account titles, beneficiary designations, wills, trusts, debts, business
arrangements, and any special obligations. Ask which document or
arrangement governs each asset and what the successor will need to do. A trust
that has not been properly implemented may not accomplish what the family
assumes. A change to a retirement account or property title can carry
consequences that a desire for simplicity does not cancel. This is work for
individualized advice, not casual retitling.

Make physical and digital property discoverable. Record where original
documents, keys, meaningful possessions, and important accounts can be
found. Photograph items whose value is personal as well as financial, and
discuss their intended disposition while the owner can explain. Keep decisions
visible to the people who need to understand them, without distributing
confidential information more widely than necessary. Much conflict begins in
the space between a private promise and another person’s reasonable
assumption.

Financial protection should also distinguish assistance from control. A
brokerage trusted contact can help the firm respond to specified concerns but
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does not thereby gain authority to trade or make decisions. Consider
appropriate alerts, independent verification of unusual requests, and a clear
route for raising concerns. Someone who believes exploitation is occurring
should seek help through the institution and relevant protective or legal
channels, not retaliate by taking possession of the older person’s money.

The immediate deliverable is one unresolved mismatch brought to the right
professional and one secure inventory another authorized person can locate.
The aim is less avoidable work and less opportunity for abuse, while keeping
the owner’s preferences and lawful control at the center. An orderly estate
should not require making its owner feel as though the family has already
taken possession of it.

11. Make family responsibilities fair, visible, and
revisable

Five children did not give Mark’s mother five identical sources of assistance.
Stephanie and Wallace were there more often. Mark brought medical
judgment and coordination. Michael followed investments. Differences in
geography, work, and temperament mattered. Frustration sometimes surfaced,
but a request for more participation could be made without turning the entire
family into opposing camps. The arrangement worked better when unequal
contributions were acknowledged than when they were simply expected.

I recommend a brief, recurring family conversation organized around the work
rather than around a verdict on who cares most. What needs doing? Who is
willing and able to do it? What assistance does that person require? What is
still uncovered? Include the older person as appropriate, and include trusted
friends or chosen family where they are part of the actual support network. An
impressive family tree is no substitute for an honest account of availability.

Fairness does not always mean equal hours or equal checks. It does require
enough clarity that one person’s contribution does not become another
person’s invisible entitlement. A sibling who cannot provide hands-on
assistance may be able to manage calls, arrange transportation, handle an
authorized administrative task, or contribute financially. None of those
assignments should be presumed. Make commitments specific enough that the
person accepting one can say whether it remains possible.
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Keep caregiving decisions separate from assumptions about inheritance. When
compensation, reimbursement, property use, or a future distribution is part of
an arrangement, obtain appropriate professional advice and document it
transparently. Otherwise a payment intended as recognition may later be
understood as favoritism, or years of unspoken sacrifice may be presented as
an obligation nobody else knew existed. The relevant authority still governs
decisions; a family meeting does not confer powers the participants do not
have.

When discussion repeatedly becomes accusation, use a neutral facilitator,
social worker, mediator, or other appropriately qualified professional. Where
relationships are unsafe or exploitative, protection takes priority over keeping
everyone at the table. The immediate goal is not to repair every old hurt. It is
to agree on the next responsibilities and a date to review them. A workable
family agreement leaves room to say, without shame, that circumstances have
changed and the old allocation no longer works.

12. Rehearse the handoffs—and keep the plan alive

A plan is most revealing when the usual organizer is unavailable. Can the
backup find the information, reach the right person, and understand what must
happen next? Does the person who agreed to assist know about a change in
medication, a new mobility limitation, or a different source of payment? If
every answer still requires calling the exhausted primary -caregiver,
responsibility has not really been shared.

Conduct a small, safe rehearsal. Ask the backup to locate the emergency
summary, explain how to reach the clinical team, and describe which authority
documents would be needed. Walk through a missed care shift or a
transportation failure as a conversation, not by deliberately leaving a
vulnerable person without assistance. Record what was missing, fix it, and try
the relevant step again. The test is whether another person can act
appropriately, not whether the folder looks complete.

One rehearsal is especially revealing: imagine that the usual caregiver needs a
week of medical treatment and cannot coordinate from the waiting room. Who
knows what has to happen tomorrow? Which services have accepted the work?
Which gap is still being covered only by hope? Resolve one of those gaps
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before asking an already ill person to supervise the entire replacement
arrangement.

Sarah used her leadership experience to prepare another person to carry the
trauma program. A household is not a hospital department, but the question
travels: who is learning enough to help before the usual person is unavailable?
The answer should become part of the care arrangement rather than a
compliment paid to its most capable member.

Review after meaningful changes: a fall, hospitalization, new cognitive
concern, caregiver illness, move, death, divorce, or major financial change. An
annual review can be a useful backstop for stable circumstances, but it is not
a reason to wait when the situation is changing now. Update the people as well
as the documents. A revised instruction that never reaches the next worker or
family member has not changed the operating arrangement.

The handoff after death deserves preparation, too. Do not assume authority
used during life is sufficient to administer assets after death; ask the attorney
to identify the executor’s, administrator’s, trustee’s, and beneficiaries’
respective responsibilities. Preserve records, safeguard property, identify
continuing obligations, and obtain advice before distributions. IRS guidance
also makes clear that final income-tax reporting may still be required. Those
obligations belong in the plan without becoming instructions for grieving
relatives to rush through every decision or pay every demand personally.

Finally, include the person whose caregiving role has ended. Companionship,
routine, work, and identity do not automatically rebuild themselves when the
last bill has been paid. Tom’s support circle continued meeting after many
partners died. Rod remained connected to people whose lives had long been
intertwined with his. A responsible handoff preserves space for that human
continuation. The care arrangement may close; the lives of the people who
carried it continue.

After the last urgent call

The end of intensive caregiving does not return a person neatly to the life that
existed before it. Work may have changed. Friendships may have gone quiet.
The caregiver may feel grief and relief in the same afternoon, then feel guilty
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about the relief. Even a move that improves the care arrangement can leave an
unfamiliar space where constant responsibility used to be.

Rod’s account makes room for gratitude without asking him to stop grieving.
The same generosity belongs in the life after care. Someone can miss the
person and not miss every exhausting task. Someone can be grateful for good
help and still feel displaced when another professional assumes
responsibilities that once defined the day. None of those feelings, by itself,
settles whether a decision was right or whether enough was given.

Begin again in small, ordinary ways. Make the medical appointment that was
postponed. Call the friend whose invitation was always answered with
uncertainty. Consider what work, movement, faith, service, or quiet might fit
the present life rather than trying to recover an earlier one exactly. When
distress or functioning is concerning, seek qualified support. A resource can
offer a place to start; it cannot prescribe a timetable for grief.

Preparation has value here as well. A family that shares the remaining
administrative work can give its principal caregiver room to become more than
the person who knows where every paper is kept. The last handoff should not
simply transfer duties. It should protect the possibility of another chapter in
the lives still being lived. [c41 (m1]
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A manageable next step

Key takeaways and lessons learned

* The twelve initiatives are a practical starting point, not a test of devotion or a
promise of a gentle ending.

* Begin with the person’s priorities and the most urgent gaps in care, authority,
information, or support. Choose a few feasible actions.

* Give each action an owner and a review point. Rehearse handoffs safely,
including the possibility that the usual caregiver needs care.

* Preparation can reduce avoidable confusion without removing grief. When care
changes or ends, protect room for the lives that continue.

What to notice. Preparation is cumulative; perfection is not required.

One conversation. What is the next avoidable difficulty we can make
smaller?

One action. Choose three feasible actions, with an owner and a review date.

Companion tool: T24 — After Care Changes: A Little Room to Live. See the appendix for the tool
finder.
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Epilogue — If We Get This Right

I began this book with my mother, a modest estate, a check for approximately $6,800,
and a family disagreement that lasted far longer than the probate. I could not know
how that experience would redirect my work, influence our own planning, and
eventually bring me to these five families.

Tom Hansch shows that excellent help cannot restore the marriage Alzheimer’s has
changed. Rod Mergardt refuses to let the ending erase the value of the years. John
Regan reveals the work and knowledge families inherit alongside property. Mark
Williams reminds us that exceptional care cannot eliminate risk. Sarah and Thornton
Kirby show what professional knowledge can make possible—and why it cannot
create another hour in the day. Their accounts have given the demographic argument
its human dimensions.

The wave is large, but its consequences are lived one family at a time. Some have
abundant resources; others have almost none. Some cooperate naturally; others
discover old wounds when they most need help. Preparation cannot make those lives
equal or guarantee a gentle ending.

It can do something important. It can make authority clear, make the home safer, and
reserve resources for living before anyone counts an inheritance. It can protect the
caregiver’s health and work, preserve the recipient’s voice, and turn a vague offer
into dependable assistance. Those are not small achievements when the alternative is
another unanswered question or another exhausted person trying to carry everything
alone.

That may be the greatest inheritance. Not simply more wealth, but more capacity. Not
the absence of dependency, but enough shared understanding and dependable help
that responsibility does mnot unnecessarily cost people their dignity, their
opportunities, or one another.
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Appendix — A Practical Family

Start

Begin with immediate safety, care, or authority needs. Then choose three

feasible next actions. The following twelve themes match Chapter 18 and the

companion tools. They are a menu, not a measure of devotion. Use appropriate

professionals for decisions that require medical, legal, financial, insurance, or

other specialized judgment.

Initiative

1. Begin with the life the
person wants to preserve

2. Put decision-making
authority in place—and find
out how it works

3. Create one reliable record,
not another information burden

4. Treat falls and declining
function as priorities before the
next injury

5. Give healthcare coordination
an accountable owner

6. Build dependable care with
clear tasks, appropriate skills,
and backup

7. Protect the caregiver’s life
as part of the plan

8. Decide what the home must
do—and when that decision
must change

9. Reserve resources for living
and care before allocating an
inheritance

One practical beginning

Record what makes an ordinary day worthwhile.

Locate documents and confirm who can act.

Make one current record usable by an agreed
backup.

Describe changes to the appropriate care team.

Confirm the next handoff, not only the referral.

Name the uncovered hours and who will resolve
them.

Arrange relief and protect the caregiver’s off-duty
time.

Compare what realistic housing options require.

Separate living and care reserves from presumed
inheritance.
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Initiative One practical beginning Tools
10. Simplify the estate and Prepare questions about ownership, records, and T18,T19,
protect the assets without safeguards. T20

erasing autonomy

11. Make family Make tasks and expense arrangements discussable.  T10, T11
responsibilities fair, visible,
and revisable

12. Rehearse the handoffs— Choose three feasible actions, with an owneranda  TO08, T16,
and keep the plan alive review date. T22

The first useful conversation

Suggested words to adapt: “I am not asking us to decide everything today. I
want to understand what matters most to you, what has become difficult, and
what would make help easier to accept and provide. Could we choose one
thing to work on together?”

The response may be agreement, uncertainty, or refusal. A person’s reluctance
does not by itself establish incapacity or authorize someone else to take over.
Where safety, capacity, authority, or conflict is uncertain, obtain the
appropriate professional help. The purpose is a usable conversation, not a
forced consensus. [A2] [P2]
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One page about the person

Use only what is helpful. Keep passwords, unnecessary medical detail, and full financial identifiers out
of copies circulated among a wider group.

Name or chosen identifier; date; who contributed

An ordinary day I would still enjoy includes...

Relationships, routines, beliefs, pets, interests, or places that matter...

Help I welcome; help that feels intrusive; what would make it easier...

A concern I want the others to understand. ..

One change we will explore; person responsible; date to revisit

Fictional example: Helen says, “I want to eat lunch with somebody, not watch the television alone.” Her
daughter writes those words rather than “needs more supervision.” They agree to ask about a nearby
lunch program and transportation. Participation and cost have not yet been confirmed.
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The people and the next handoff

Use only what is helpful. Keep passwords, unnecessary medical detail, and full financial identifiers out
of copies circulated among a wider group.

Person receiving care; date

Primary coordinator and agreed backup

Next transition or task; responsible person; confirmed date

Uncovered assistance or information; who will resolve it

Who to contact if the plan fails; emergency instructions from the care team

Where authorized helpers can find the current record

Fictional example: “Home health arranged” becomes a call to the named agency. The first visit is
confirmed for Tuesday morning. The family tells the discharge planner that nobody can supply the
required Monday-night assistance; the gap is discussed before departure rather than discovered at the
front door.

Longer horizon: What would need to change if this arrangement continues for
another year or becomes more demanding? Name one resource, relationship,

or service that should be reviewed.

The usual person becomes unavailable: Who has agreed to take over, what can
that person safely do, and where is the information needed for the next day?
Record the gap that remains unfilled.
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Our three next steps

Use only what is helpful. Keep passwords, unnecessary medical detail, and full financial identifiers out
of copies circulated among a wider group.

Action 1; owner; target date; what will show it worked

Action 2; owner; target date; what will show it worked

Action 3; owner; target date; what will show it worked

What will make receiving care more comfortable?

What will make providing care more sustainable?

Next review date or event that should bring us together sooner

Fictional example: After a move to a new care setting, a husband still visits but no longer manages every
hour at home. He arranges a walk with an old friend and asks his support group about the unfamiliar
quiet. He does not interpret either relief or sadness as evidence that the move was wrong.
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Find the companion tool

ID

TO1

T02

TO3

T04

T05

T06

TO07

T08

T09

T10

T11

T12

T13

T14

T15

T16

T17

T18

T19

T20

T21

T22

Tool

The Life We Are Trying to Preserve

When Something Has Changed

One Emergency Information Page

Prepare for the Next Appointment

The Discharge Handoff

Medicines: Questions and Changes to Clarify
Who Can Act—and Who Can See What

A Week of Care, Including the Gaps

A Break That Remains a Break

One Family Conversation, One Usable Agreement

Making Contributions and Expenses Visible

Companionship, Perspective, and Time as Family

Falls and Function: What to Tell the Team
The Home Walkthrough

Compare Housing by the Life It Supports
When We Will Reconsider the Arrangement
Resources Reserved for Living and Care
Ownership, Beneficiaries, and Intentions

The Household Knowledge Handoff

Possessions and Property: Preserve the Meaning

Compare Help Before Choosing It

Make Technology Earn Its Place
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1,2,10, 16, 18

2,5,18

5,7,18

3,5,10

5,8, 18

5,10, 18

7,13, 14, 18

2,3,4,8,18

3,4,16, 18

15,16, 18

6,13, 15, 18

3,4,16

5,10, 18

10, 11, 18

4,11, 18

3,11,17, 18

11,12, 18

12,13, 14, 18

7,9, 13,14, 18

11,13, 15

4,5,8,18
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ID Tool Chapters
T23 After a Death: The Next Appropriate Contact 6,13, 15
T24 After Care Changes: A Little Room to Live 3,6,16,18

These are original educational organizers, not validated assessments. A completed form is useful only
when the information is accurate, the appropriate people agree, and the arrangement works. Full
instructions and clearly labeled fictional examples are included in the separate website content master.

A few places to begin, even without the companion
website

Eldercare Locator — 1-800-677-1116. A starting point for finding local aging services. Ask about the
particular need, service area, eligibility, waitlists, fees, and a next contact. Open resource

State Health Insurance Assistance Programs (SHIP) — Use the state finder.. One-to-one Medicare
counseling. Gather the relevant plan information and questions before contacting the local program.
Open resource

Medicare: long-term care. Explains the distinction between medical coverage and ongoing custodial
assistance. Do not infer coverage from the name of a facility or service. Open resource

CFPB: Managing Someone Else’s Money. Role-specific guides for financial agents, guardians or
conservators, trustees, and government fiduciaries. Use the guide matching the actual appointment. Open
resource

CDC: STEADI. Clinical and caregiver resources for discussing and reducing falls risk. Use observations
to obtain an individualized assessment, not to diagnose from a worksheet. Open resource

The Conversation Project. Conversation guides concerning care preferences, proxies, serious illness, and
dementia. Link to the originals; follow the stated terms before adapting them. Open resource

Alzheimer’s Association: Help and Support. Dementia information and routes to support. Ask for
assistance relevant to the present situation rather than attempting to learn every stage at once. Open
resource

Family Caregiver Alliance. Caregiver education and information about support. Services and eligibility
differ; use the organization’s current descriptions. Open resource

Long-Term Care Ombudsman Program. A route for learning about advocacy and concerns involving
long-term-care residents. Emergency danger requires emergency assistance. Open resource

VA Caregiver Support Program. Information for caregivers of eligible veterans. Program participation
and benefits must be confirmed individually. Open resource

Legal Services Corporation: Find Legal Help. A location-based starting point for civil legal assistance.
Eligibility, case type, and capacity vary; assistance is not guaranteed. Open resource

211 — 211. Local connections to practical community assistance. Explain the immediate need and ask
who can provide it, on what terms, and when. Open resource
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Background to the Historical Workforce Charts

The original workforce explanations are retained here for reference. Their charts appear in Chapter 1;
the fertility and population-support charts appear in Chapter 2. The illustrations retain their source dates,
original definitions, and limitations; their restoration is not a new estimate or independent revalidation.

The First Warning: When the Age Wave Was a
Workforce Story

The two original Success Profiles charts provide one of the clearest visual
bridges between the books because they show the same cohort at two different
points in its economic life. In 2005, the numerical center of the Baby Boom
generation occupied the ages in which accumulated experience, career
advancement, organizational responsibility, and management opportunity
frequently converge. Born in March 1957, I was forty-eight in 2005, and the
green marker places my own age near the center of the wave we were studying
through Success Profiles.

The chart was never meant to suggest that every person between thirty-five
and fifty-five was a leader or that talent was absent outside that band. It
illustrated arithmetic. The country had an unusually large reservoir of people
moving through ages at which organizations had historically drawn a
substantial share of experienced managers, professionals, and leaders. That
abundance could make succession appear easier than it actually was because
organizations were drawing from the widest portion of the age wave.

By 2020, the bulge had moved fifteen years to the right. The issue was not that
the generations following the Boomers lacked talent. The issue was that there
were fewer people in the age bands from which organizations had traditionally
drawn a large share of experienced managers and leaders, while many
Boomers carrying decades of judgment, relationships, pattern recognition, and
tacit knowledge were moving toward retirement, semi-retirement, consulting,
or more flexible forms of work. The numerical advantage that once supplied
leadership abundance was becoming a succession and knowledge-transfer
problem.
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Sources, story notes, and
evidence boundaries

The chapter text and exhibits link to the identifiers below. Private accounts come from the supplied
interviews and participant-reviewed manuscript; new practical language is the author’s educational
synthesis. Selected public sources were revisited for this revision. Retained source-vintage figures and
claims are identified as such. This is not an independent audit of every interview event or every inherited
statistic. Publication review should resolve the remaining record and permission questions.

M1 — Primary manuscript and participant record

Tom Olivo, Impending Burden: Five Families, One Demographic Wave, September 25, 2026 Kirby-
revised manuscript supplied by the author. The five narratives, family costs, quotations, and private
events are interview-based accounts, not independently reviewed clinical or financial records.

M2 — Restoration source

Tom Olivo, complete Draft 21, September 23, 2026: Chapter 23 (Aunt Mary) and Chapter 24, initiatives
8-12. The restored material is reconciled with the later Kirby revision; it does not override later
participant corrections.

TK1 — Thornton Kirby’s written revisions

Written comments supplied by Tom Olivo for the September 25 revision. These support the COO-like
role without the formal title, child—caregiver distinction, requests for time, Cliff’s visits, family
introductions, Panama scene, retirement humor, and perspective support. Interpretations of relatives’
feelings remain attributed.

J1 — John Regan participant revisions

John Regan, written corrections and the complete four-paragraph technology statement supplied by Tom
Olivo; preserved in Draft 5 and the governing September 25 manuscript. Ann has no final e; $15,000 is
his recollection of apartment and live-in care combined; three overlapping responsibilities followed his
mother’s illness.

D1 — Population aging
U.S. Census Bureau, “Older Adults Outnumber Children in 11 States and Nearly Half of U.S. Counties,”
June 26, 2025. Vintage 2024 estimates: population 65+ rose 13.0% from 2020 to 2024; ages 18—64 rose

1.4%. Different age-group denominators are used.

Open source
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D2 — Age-wave projection source

U.S. Census Bureau, 2023 National Population Projections, Main Series, as used in the supplied
manuscript. Original age-band figures are retained with their observation/projection distinction; a
resident age band is not a count restricted to U.S.-born Boomers.

Open source

D3 — Historical workforce illustrations

Original Success Profiles illustrations reproduced in the supplied manuscript and attributed there to BLS
Research 2001. They are historical explanatory graphics, not current labor-force measurements. The
earlier book’s edition year must be reconciled against its copyright page before commercial publication.

H1 — Medicare and continuing support

Medicare.gov, “Long-term care” and “Home health services,” reviewed September 25, 2026. The
distinction between covered skilled services and ongoing custodial assistance is central; exact individual
coverage requires confirmation.

Open source

H2 — Home health coverage

Medicare.gov, “Home health services,” reviewed September 25, 2026. Medicare lists part-
time/intermittent skilled services and excludes 24-hour-a-day home care and personal care when it is the
only need.

Open source

H3 — Care cost comparisons

The 2025 CareScout survey places the national annual median at $74,400 for assisted living, $114,975
for a semiprivate nursing-home room, and $129,575 for a private room. Home care requires a different
comparison: at the reported $35 hourly median, an illustrative schedule of forty-four hours a week for
fifty-two weeks would total $80,080. That multiplication is a defined care schedule, not a promise about
a household's bill and not an independently surveyed annual price for every kind of home care. Services,
staffing, minimum shifts, location, and the hours actually needed can change the cost substantially. [H3]
[AU2]

Open source

H4 — National health expenditure
Centers for Medicare & Medicaid Services, National Health Expenditure Fact Sheet, 2024 historical

expenditure data; accessed September 25, 2026. Payer and service categories overlap and must not be
added to one another.
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Open source

H5 — Discharge communication
AHRQ, “Care Transitions From Hospital to Home: IDEAL Discharge Planning,” page reviewed
December 2017; accessed September 25, 2026. Supports patient/family involvement and understandable

handoffs. It does not validate this book’s tools or guarantee an individual outcome.

Open source

H6 — Falls: scale and prevention
CDC, “About Older Adult Fall Prevention,” reviewed September 8, 2026, reports more than 43,000
deaths and about 4.5 million emergency visits among older adults in 2024. These are not mortality

probabilities after any fall.

Open source

H7 — Falls: clinical resources

CDC STEADI, patient, caregiver, and clinical resources; accessed September 25, 2026. Screening and
individualized clinical assessment should guide prevention and safe activity.

Open source

H8 — Hip-fracture studies
Cenzer et al., ] Am Geriatr Soc (2016), doi:10.1111/jgs.14237; Tang et al., J Gen Intern Med (2017),
doi:10.1007/s11606-016-3848-2, as identified in the supplied Williams research companion. Historical

overlapping cohorts; all-cause mortality after fracture is not death after any fall, and follow-up durations
differ.

Open source

C1 — Family caregiving prevalence
AARP and National Alliance for Caregiving, Caregiving in the U.S. 2025. Approximately 63 million
adult caregivers; approximately 59 million care for an adult. The populations and recall periods must

remain distinct from hours and monetary valuation estimates.

Open source

C2 — Unpaid care valuation
Ari Houser, Selena Caldera, Brendan Flinn, and Rita Choula, Valuing the Invaluable 2026, AARP Public

Policy Institute, March 26, 2026, doi:10.26419/ppi.00402.001. Original manuscript reports 49.5 billion
hours and approximately $1.01 trillion for adult care in 2024. The source is carried from the supplied
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record; the full report was not newly accessible during this revision. The September 26 audit retains this
as an explicitly open primary-report reconciliation item, not as a newly verified current total.

Open source

C3 — Direct-care employment outlook

Bureau of Labor Statistics, Occupational Outlook Handbook, “Home Health and Personal Care Aides,”
2025-2035 projections; reviewed September 25, 2026. Projected growth 18%; approximately 760,500
annual openings, including replacement needs—not 760,500 newly created jobs per year.

Open source

C4 — Support and caregiver education

Family Caregiver Alliance, public information and support descriptions; accessed September 25, 2026.
This book’s proposed scripts, agreements, and worksheets are original educational aids, not FCA-
endorsed instruments.

Open source

A1 — Wealth transfer forecast

Cerulli Associates, “Cerulli Anticipates $124 Trillion in Wealth Will Transfer Through 2048,”
December 5, 2024. Model-based projection; rounded components and spousal stages must not be added
as if independent totals. This is not a forecast for any particular beneficiary.

Open source

A2 — Financial fiduciary roles

Consumer Financial Protection Bureau, Managing Someone Else’s Money, reviewed September 25,
2026. Distinguishes agents, court-appointed property fiduciaries, trustees, and government fiduciaries;
state law and appointment terms govern specific duties.

Open source

A3 — Benefits authority

Social Security Administration, Representative Payee Program; reviewed September 25, 2026. SSA
appoints representative payees; a family agreement or power of attorney is not itself an SSA
appointment.

Open source
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A4 — Limited trusted-contact authority

FINRA/SEC/NASAA investor bulletin, “Why You Should Consider Adding a Trusted Contact to Your
Account,” August 25, 2025. A trusted contact does not gain authority to trade or manage the account.

Open source

A5 — After-death tax administration

Internal Revenue Service, “Deceased person,” reviewed September 25, 2026. Final returns, estate-
income questions, and authority requirements depend on the circumstances. The book does not supply
state-specific legal instructions.

Open source

A6 — Housing and affordability source record

AARP 2024 Home and Community Preferences Survey; Harvard Joint Center for Housing Studies,
Older Adults Struggle to Meet the Dual Burden of Housing and Care, May 20, 2025; Federal Reserve
household and Survey of Consumer Finances analyses, as identified in the supplied bibliography.
Retained graphics keep their original vintages and study definitions.

Open source

P1 — Local support

Administration for Community Living, Eldercare Locator, accessed September 25, 2026. Locator
services connect readers to local organizations; eligibility, costs, available capacity, and waiting times
require local confirmation.

Open source

P2 — Conversation resources

The Conversation Project, Get Started, accessed September 25, 2026. The book’s sample language is
original suggested wording, not interview testimony or an adapted licensed guide.

Open source

P3 — Resident advocacy

ACL, Long-Term Care Ombudsman Program, accessed September 25, 2026. Describes resident
advocacy; the appropriate response to immediate danger is not to wait for routine complaint resolution.

Open source
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W1 — Accessible ebook design

W3C, EPUB Accessibility 1.1, accessed September 25, 2026. Conformance is a testing and production
requirement; drafting this Word document does not certify an EPUB or a website.

Open source

W2 — Accessible web design

W3C, Web Content Accessibility Guidelines 2.2, accessed September 25, 2026. WCAG 2.2 AA is the
proposed implementation target, not a claim of achieved certification.

Open source

W3 — Retailer updates
Amazon KDP, “How to Send Your Updated eBook to Customers or Yourself,” accessed September 25,

2026. Retailer rules govern delivery to past purchasers; ordinary additions are not automatically pushed
to every reader.

Open source

W4 — Health-data privacy
Federal Trade Commission, Health Breach Notification Rule, accessed September 25, 2026. Qualified

review is needed before collecting or hosting personal health records. A proposed privacy page does not
establish compliance.

Open source

W5 — Website starting scope
Tom Olivo’s supplied September 21 website-development transcript describes a showcase site,
downloads, an editable administration area, and subscriber communication. The companion content is a

new content package; no live website, accounts, integration, or data-processing function has been
deployed.

F1 — Social Security financing projection

Social Security Board of Trustees, 2026 Annual Report, pp. 2 and 5, intermediate assumptions. OASI
reserve depletion is projected in the fourth quarter of 2032, with 78% of scheduled benefits payable; the
combined OASDI illustration uses 2034 and 83%. Projections are not a personal-benefit determination.

Open source
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Additional bibliography retained from the source
manuscript

These entries preserve the wider research trail. Their inclusion does not mean every underlying work
was newly read during this revision. Exact claims should be reconciled to the original study, date, and
population before public release.

AARP and National Alliance for Caregiving. Caregiving in the U.S. 2025. Washington, DC: AARP and
National Alliance for Caregiving, 2025.

AARP Public Policy Institute. The Economic Value of Family Caregiving. Ari Houser, Selena Caldera,
Brendan Flinn, and Rita Choula. Washington, DC: AARP, March 26, 2026.

Binette, Joanne, and Fanni Farago. Home and Community Preferences and Future Possibilities: 2024
Home and Community Preferences Survey. Washington, DC: AARP Research, 2024; updated
November 21, 2025.

Kakulla, Brittne. 2026 Tech Trends and Adults 50-Plus. Washington, DC: AARP Research, December
2025. doi:10.26419/res.01020.001.

Cerulli Associates. Cerulli Anticipates $124 Trillion in Wealth Will Transfer Through 2048. Press
release, December 5, 2024. Findings from The Cerulli Report—U.S. High-Net-Worth and Ultra-High-
Net-Worth Markets 2024: The Great Wealth Transfer: Capturing Money in Motion.

Cerulli Associates. $54 Trillion Will Transfer to Widows Through 2048; More Than 95% Will Go to
Women. Press release, January 22, 2025.

Congressional Budget Office. The Budget and Economic Outlook: 2026 to 2036. Washington, DC:
CBO, February 11, 2026.

Congressional Budget Office. The Long-Term Budget Outlook Data: 2026 to 2056. Washington, DC:
CBO, February 25, 2026.

KFF. 10 Things About Long-Term Services and Supports (LTSS). Washington, DC: KFF. The book
cites the 2022 estimate of approximately $415 billion in U.S. LTSS spending and payer shares.

Molinsky, Jennifer. The Dual Burden of Housing and Care for Older Adults. Joint Center for Housing
Studies of Harvard University, May 20, 2025.

Scheckler, Samara, Peyton Whitney, and Jennifer Molinsky. Older Adults Struggle to Meet the Dual
Burden of Housing and Care. Joint Center for Housing Studies of Harvard University, May 20, 2025.

Neal, Michael, Amalie Zinn, and John Walsh. Inherited Homes Are Most Likely to Be Poor Quality,
Compounding Racial Wealth and Housing Gaps. Urban Institute, November 12, 2024.

Neal, Michael, Matthew Pruitt, John Walsh, and Amalie Zinn. Tangled Titles, Estate Planning, and the
Digital Divide. Washington, DC: Urban Institute, September 25, 2025.

Pew Research Center. Are Baby Boomers Wealthier Than Previous Generations of Older Adults?
February 11, 2026. Analysis of Federal Reserve Survey of Consumer Finances data.
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Social Security Board of Trustees. The 2026 Annual Report of the Board of Trustees of the Federal Old-
Age and Survivors Insurance and Federal Disability Insurance Trust Funds. Washington, DC: Social
Security Administration, 2026.

U.S. Bureau of Labor Statistics. Home Health and Personal Care Aides. Occupational Outlook
Handbook. Employment projections 2024-2034.

U.S. Government Accountability Office. Retirement Security: Some Parental and Spousal Caregivers
Face Financial Risks. GAO-19-382. Washington, DC: GAO, May 2019.

Zhong, Mingli. How More People Are Supporting Their Aging Parents Financially, and How It Might
Affect Their Financial Futures. Urban Institute, June 15, 2026.

Zhu, Linna, and Amalie Zinn. The Great Inequality Transfer: Unpacking the Relationship between
Homeownership and Intergenerational Wealth Transfers. Washington, DC: Urban Institute, October 7,
2024.

Urban Institute. Understanding Heirs’ Property as a Challenge to Generational Wealth. Housing Finance
Policy Center project and research collection. Includes estimates of approximately $243 billion in real-
estate value at risk among older homeowners.

Herman, Roger E., Thomas G. Olivo, and Joyce L. Gioia. Impending Crisis: Too Many Jobs, Too Few
People. Oakhill Press. The supplied record cites 2002; other bibliographic records differ. Confirm the
publication/edition year against the book’s copyright page before release.

Success Profiles, Inc. Leadership, Management, Retention, and Organizational-Performance Research
Archive. Unpublished internal research cited in the book, including the longitudinal work described as
spanning hundreds of organizations and thousands of business units.

U.S. Bureau of Labor Statistics. Nearly One in Five Older Americans in the Labor Force in 2025. The
Economics Daily, May 28, 2026. Older-worker participation rates from 2000 through 2025.

Congressional Budget Office. The Demographic Outlook: 2026 to 2056. January 7, 2026; and The
Budget and Economic Outlook: 2026 to 2036. February 11, 2026. Immigration, population aging,
participation, and projected labor-force growth.

U.S. Census Bureau. 2023 National Population Projections, Main Series, Projected Population by Single
Year of Age, Sex, Race, and Hispanic Origin for the United States, 2022 to 2100. The 2025, 2030, 2040,
and 2050 age-wave figures aggregate the ages occupied by Baby Boomers in each displayed year.

Centers for Medicare & Medicaid Services. National Health Expenditure Fact Sheet and 2024 National
Health Expenditure highlights: $5.3 trillion in national health spending, $556.6 billion in out-of-pocket

spending, and major spending categories.

Administration for Community Living, LongTermCare.gov. How Much Care Will You Need? Long-
term-care probabilities, duration, setting, and sex differences after age sixty-five.

CareScout and Genworth. 2025 Cost of Care Survey: adult day care, assisted living, nonmedical
caregiver, nursing-home, and round-the-clock home-health-aide national median costs.
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KFF Health News and The New York Times. Dying Broke series: Health and Retirement Study analysis
and the reported experience of Gay Glenn and Betty Mae Glenn.

AU1 — Autobiographical asset transfers

The original IRA, automobile title, estate inventory, beneficiary forms, and
probate record were not supplied for independent examination. The
manuscript distinguishes Tom Olivo's recollection of the distribution from an
unverified legal explanation. Participant and author confirmation remains
required.

AU2 — Care-cost denominators and arithmetic

CareScout, 2025 Cost of Care Survey. Facility medians and hourly home-care
rates are different measures. $35 x 44 x 52 = $80,080; $35 x 168 x 52 =
$305,760. Both home-care totals are schedule-based calculations. Neither
proves what a live-in, overnight, or continuous-staffing arrangement will cost.

https://www.carescout.com/cost-of-care

AU3 — Affordability attribution

The earlier income-only affordability chart was attributed to Harvard's 2025
housing-and-care work even though the recovered audit identified a different
historical simulation: Johnson and Wang (2019), using 2014 Health and
Retirement Study data. The populations and assumptions are not
interchangeable. The numerical exhibit is replaced here by a household
comparison table pending an exact primary-table citation and reproducibility
check. The Harvard work remains relevant to the joint burden of housing and
care.

https://www.jchs.harvard.edu/

AU4 — Caregiver prevalence is not a single
constant-method series

AARP and National Alliance for Caregiving, Caregiving in the U.S. 2025. The
approximately 63-million estimate includes care of adults and children with
serious conditions and paid family caregivers. Earlier survey waves and
unpaid adult-care valuations require their own populations, recall periods, and
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methods. Do not interpret the difference between published totals as a clean
like-for-like growth estimate.

https://www.caregiving.org/caregiving-in-the-us-2025/

AU5 — Housing data and scope

Fine age-band mortgage-free estimates require the original table, survey year,
unit of analysis, and denominator. Rates among homeowners cannot be
described as rates among all older adults. Unsupported fine-grained rates have
been removed or marked for source resolution; the distinction between
housing equity and spendable resources does not depend on them.

https://www.federalreserve.gov/econres/sctfindex.htm

AU6 — Navigation and causality

AHRQ's IDEAL discharge-planning materials support patient and family
involvement and understandable handoffs. They do not establish that this
book's forms, any professional navigator, or any digital platform will produce
a specified reduction in admissions, costs, or institutional care.

https://www.ahrq.gov/patient-safety/patients-
families/engagingfamilies/strategy4/index.html

AU7 — Forecast audit of the earlier book

The supplied original manuscript, Impending crisis Final draft with charts.doc,
explicitly forecast unemployment around 4% or lower by 2010 in its Figure
14 discussion. That was a forecast, not an observed 2010 result. Its jobs-minus-
labor-force calculation should be presented as the authors' historical model
rather than an official vacancy count. The early working manuscript does not
supply the published copyright page; the exact edition year remains a
bibliographic release question.

AU8 — Participant corrections and evidentiary
limits

The supplied participant-reviewed manuscripts and the written corrections
from John Regan and Thornton Kirby were used as the narrative authority.
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They are not independent medical or financial records. Written approval of the
final passages, verification of exact quotations against recordings where
available, permissions for vulnerable third parties, and separate media
permissions remain release requirements.
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