The End Game
The end of life places profound responsibilities on the elderly.
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To beold isto face the end of life. Thisis not to say that young people never die. Nor that
the old have nothing else to do, no valuable contribution still to make. But after old age comes
death. That=s simply a biological fact. It will remain a fact regardless of the medical technologies
we develop, social programs we institute, and changes we make in our attitudes about aging and
the aged.

There is a strong taboo in our culture against talking about the end of life, perhaps
especialy with the elderly. There is even ataboo against talking with a dying person about this
central feature of her experience, even when it=s obvious to everyone that she is dying.

But the elderly know. For some, the body fails before the mind. They feel the approach of
death in their joints, their ears and eyes, their lungs, their bowels. Each year, the body performs
more poorly than it did the year before. When the body startsto fail, we live with the specter of
becoming frail, immobile, eventually debilitated and unable to care for ourselves; and then of
death. For others, the mind fails before the body. When the mind starts to fail, we have more
senior moments, and the grace we try to muster on those occasions does not hide the premonition
they contain. We become more forgetful, increasingly confused, and more disoriented. Then, too,
we live with the specter of dementia, of being unable to care for ourselves, and of death.

Even the elderly who are in excellent mental and physical hedlth live in the face of death.
For they know thiswill not last. It cannot last. Probably it will not last much longer. We ought not
to pretend otherwise. To face the end of lifeis not, then, the same as actively dying. It is not even
necessarily to carry aterminal diagnosis. Even when thereis no terminal illnessin sight, oneis
lurking around the corner. Thus was it ever; thus shal it ever be. So, when we talk about the
responsibilities of the elderly, we are talking about the responsibilities of those facing the end of
life.

Our New Way to Die

And yet, our medical technology is changing old age and death. The end of life used to come both
earlier and much more quickly. When people commonly died of infections, the span between the
onset of aterminal illness and death was often a matter of days, afew weeks at most. Moreover,
anyone who became bed-ridden for any length of time would often develop pneumonia, and since
pneumonia could not be effectively treated, the bed-ridden died. Under such conditions, few lived
to be as old as many now do. People aged, became old much earlier, then usualy died fairly
quickly. This was accepted; not much could be done.



The progress of medicine changed all that. In large part, the change has come since World
War |1, with the development of effective antibiotics and the respirator. Today, we die of chronic
illnesses rather than infections. As a result, the noted geriatrician Dr. Joanne Lynn reports that the
average American now knows three years in advance what she will die of. Since much is known
about most terminal illnesses, alot is aso known about what those three years will be like.
Moreover, Dr. Lynn reports, the average American male is debilitated for 5 years before he dies,
the average female for 8 years before she dies. Today, the elderly live along time in the face of
death.

Those of uswho are not yet old will quite likely live even longer facing our demise. There
IS no reason to believe that medical progress will now halt in its tracks. We can expect to have
even better treatments for a wide range of killer diseases. Those diseases that we cannot defeat,
we will be better able to treat and, thus, to slow. These better treatments for termina conditions
will mean that most of uswill live even longer facing death. Most of uswill live longer than is
common today, decline more slowly, and face even longer periods of disability and debility; and
our dying processes will be much more prolonged than it was for previous generations.

If such along dying seems grim, remember that it=s medical progress that brings this new
death. It is precisaly because our medicine is so successful in treating so many diseases that we
live so long and die so dowly. We are al happy to have this medicine available. | know | am. It
brings us longer, hedlthier lives. But thereis adark side to thismedical progress; it also saddles us
with years of chronic illness and debility and along, dow dying process. We shall haveto learn C
both as a society and individually C how to deal with along, Sow demise.

Society=s Burden

This new kind of death brings very different problems from those of a quick death. For all of
recorded history, the predominant fear has been that death might catch us unawares, carrying us
off so quickly that we would not have time to make preparations. The Anglican Common Book of
Prayer used to include the plea, Aand from a sudden death deliver us, O Lord.;. Now, many
Americans believe that dying quickly isthe way to go C Ashe never knew what hit her.f But our
problem will most often be how to live in the face of death for years and years. My own mother,
90 years old and wheelchair-bound in a nursing home, said to me over and over, Al-m ready to die.
I-ve been ready for years. Why does this have to take so long?l For her, and for an increasing
number of Americans, the problem is no longer that death comes too soon and too quickly. Too
often, death comes too late and too slowly.

The dlow decline toward death brings serious burdens to the elderly and dying, as my
mother:s anguished cry attests. But this new extended old age and prolonged dying aso brings
burdens to families, friends, and society at large.

One of thefirst problemsis how to pay for the care that the elderly and dying will need. A
nursing home in the San Fransisco Bay Area now costs $5000 to $7000 a month. Any medical
care and medications that might be needed is on top of that. Over six or eight or 10 years, those
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monthly payments add up. Many of the elderly do not have the $500,000 to $1 million saved for
end-of-life care. Many could not have saved that much. And things look even worse for the
future. In al likelihood, we will one day require even more care than the elderly now do. When
individuals or families carrt cover the cost, society will have to, for we cannot just let old people
diein their apartments. And yet the amount of money society has set aside to cover such
expensesis steadily declining.

Perhaps even more important than the financial question of how to deal with protracted
death, however, isthe mora one. For regardless of how undesirable a sudden and premature
death might be, it is morally much ssmpler to handle than a low dying. Faced with the threat of an
unexpected and early death, we do what we can to extend life. We do so amost automatically and
without soul-searching. And when we fail, however grieved we may be over the death itself, there
ismora solace in knowing we did what we could. When the overwhelming majority of deaths
were premature and nothing much could be done to prolong the life of the dying, we could adopt
avery smple moral maxim C save lives! Whenever possible, prolong life! Aslong as possible!
That was simple, clear, easy to follow, and ethically compelling.

Now, we face the excruciating moral issue of when to stop trying to save alife. We could
prolong the life of this person if we choose and we must decide how far to go with the effort. We
must also ask, whose interests will shape the decision to stop the effort? The moral burden of this
choice is weighty, often excruciating, and it falls on someone C the patient, the family, or a
professiona caregiver. Our society and most of us individually will have to come to termswith a
whole series of profound moral dilemmas raised by deaths that are too slow and too late.

Now, the elderly undoubtedly have responsibilities resulting from an al-out attempt to
prolong their lives. For example, the elderly may well have a responsibility not to use their
political power to secure a disproportionate share of social resources for themselves, at the
expense of the young. But for any individual old person, the responsibility to look after the
interests of society isrelatively unimportant; we can normally presume that society is able to take
care of itsalf.

Familial Burdens

The families and loved ones of the elderly are less able to look out for themselves. We must, then,
also consider the burdens to family and loved ones brought on by our new way of dying. Perhaps
most important are the human burdens of actually providing hands-on care for a serioudly ill or
debilitated family member. Many families are struggling with the problems of trying to provide
round-the-clock care for an elderly relative. Often, such care leaves the caregiver exhausted, with
no friends, no life of her own. This caregiving can go on for decades. The burdens of such care
often undermine even the health of the caregiver.

We must a so recognize the familial financial burdens of old age, debilitation, and a low
dying. Many families struggle with the problem of how to pay for the medical and nursing care
that a prolonged end of life presents to families. Thousands and thousands of families are
bankrupted every year by medical costs and these are most often associated with the end of life.*
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Isit worth that cost to postpone a death in the family? Is that always the right thing to do?

It may sound callous and vulgar to mention money in the context of providing care for an
elderly family member, especially when lifeitsdlf is on the line. But on the persona and familial
level, the human costs of having to pay for health care can be enormous. For the vast mgjority,
there is more than just money at stake. For example, consider the example of asingle, 55-year old
woman who cared for her 87-year old mother during the mother:s three-year struggle with
terminal congestive heart failure. Besides three years of complete exhaustion, the care of her
mother cost this woman her job, her career, her home, and al of her savings.

A career change at age 55 is difficult at best; sheisunlikely to find another job nearly as
remunerative or interesting. Even if she manages to start a new career, she no longer has enough
working years left to recoup her savings. The end of her mother=s life will profoundly alter the rest
of her own life. Even her health care may well be affected, since affordable health insurance these
days often comes only with agood job. It was not, of course, a question of saving her mother:s
life, except very temporarily. Her friends and family knew that her mother-s congestive heart
faillure was terminal. It was only a matter of time. And so it was.

Individual and Collective Responsibility

Our society could C for awhile longer at least C lift the weight of this responsibility from
families like this one. We could develop a comprehensive plan to care for those who cannot take
care of themselves, including the aged, the chronically ill, and the dying. We could, but it looks
like we worrt. In fact, we are moving in precisely the opposite direction.

In the United States, the burdens that families and |oved ones bear when thereis chronic
illness, debility, or protracted death are steadily being increased by the cost-containment measures
designed by insurers C mainly employers and the government. Health care costs in this country
continue to grow much faster than our economy, giving rise to avery rea need on the part of
employers and government organizations to try to contain escalating health care costs.

One common strategy in the campaign to control these costsisto force families to provide
more of the daily caregiving and to require patients and their families to pay more of the costs of
health care. Thus, health insurance covers less of the cost of chronic illness. Patients are also
discharged from health care facilities Aquicker and sicker,§ as the saying goes. They then go home
C till unableto care for themselves C where they have to be cared for, almost always by the
women in the family.

Now, any society must decide whether to bear the burdens of the unfortunate collectively
or individually. Health insurance, social security and retirement funds, and welfare plans are al
devicesthat alow usto bear responsibility collectively. Under a system of collective
responsibility, those who are fortunate enough not to have family members who become serioudly
ill or who cannot care for themselves subsidize those who are not so lucky, and we al insure
ourselves against having huge burdens fall upon us or our loved ones.
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Accordingly, we could decide to tax ourselves to provide collectively for the needs C not
just the medical care C of people who carrt care for themselves. That=s what Canadaistrying to
do, and apparently no one there isimpoverished by an ilinessin the family. Contrast the United
States, where tens of thousands of families are impoverished every year by the cost of medical
treatment.

The emphasis in the United States today is on individual responsibility. The popular ideain
our country is that each person should be responsible for himself, and families should take care of
their own without looking for much help from the rest of us. This approach may well reduce our
taxes. But that is not the end of the matter. A social decision not to bear responsibility collectively
does not mean that responsibilities ssimply evaporate. Rather, it increases our individua
responsibilities, sometimes dramatically. If we choose not to provide collectively for those in
need, we must protect and provide for our loved ones individually, a atime when we ourselves
may also bein need.

As we reshape our socia context, we aso redefine our personal responsibilities. A
renewed emphasis on individual responsibility means that many more of us will have to make very
difficult individual choices at the end of our lives, if we areto protect our families and loved ones.
Each of usmust live and die in the social context we create together. Either we will bear
responsibilities for our elderly collectively or we will have to face these responsibilities
individually C often through personal caregiving, which can mean the loss of all assets, the
sacrifice of careers, and, sometimes, the sacrifice of health. If we do not provide collectively,
many of us will also face excruciating individual mora decisions when we ourselves become old.
If I am not mistaken, the search for aresponsible end of life could even require decisonsto lay
down our own lives. We may regrettably find ourselves in situations in which there is smply no
responsible way to go on, as all optionsimpose too great a burden on our loved ones.?

Responsible Aging and Dying

All developments and choices that will dramatically affect the lives of others, especiadly family and
loved ones, raise serious mora questions. So, our new way of dying, combined with our penchant
for individua responsibility, requires troubling ethical choices: How much can | ask my family and
loved ones to do to support me during the fina years of my life? How many years can | ask them
to sacrifice because | would like to avoid institutional care or to live alittle longer? Can |
seriously compromise their futures and even their childrers futures just because | want to live a
littte while longer or in the style | enjoy? What will be my responsibilities to my loved ones as |
near the end of my life?

These are deeply disturbing questions C questions we all would rather avoid. So far, we
have largely avoided such questions by just shutting them out of our minds and our family
conversations. But this ostrich posture stands a fair chance of making matters much worse for
those who have to take care of us and support us at the end of our lives. Thereisno easy mora
solution, no comfortable and safe moral ground.

Now, | do not deny that the families and friends of those facing the end of life have
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responsibilities, too. They have aresponsibility to help usin thistime of need. Perhaps they even
owe us for help we gave them earlier in life. But there must be limits to their responsibilities, if the
other members of our families are to be given an equal chance to live their own lives, achieve their
own goals, and satisfy their desires. There must aso be limitsif families are to do what:=s best for
all members of the family, not just what:=s best for the members who happen to be elderly. There
must be limits if family members have other responsibilities, to partners or children or careers. The
caring capacity of families must not be exceeded or completely swallowed up in the care of a
family member who is facing the end of life. Longer life or the opportunity to live at home must
not become an atar on which al other goals and values of the family are sacrificed. So, though
families and loved ones a so have responsibilities to the elderly, this does not eliminate the need to
think about the responsibilities of those who are facing the end of life.

Many old people do think about the burdens on family that their old age and debility may
bring. It is a common refrain among old people that they hope not to live so long that they
become a burden to their loved ones. But fewer have considered what steps this hope might
require of them. Most of us will not be able to avoid such questions C for we do not die alone.
Our deaths are not simply our own, affecting no one but ourselves.

Professiona ethicists may be appalled at the very suggestion that people have
responsibilities at the end of life. Bioethicists, for example, focus almost exclusively on the kind of
death the patient wants for herself. That, in fact, is their concept of a good death. But life is not
about just doing what you want; often it-s not even primarily about what you want. Neither is
death.

One can live responsibly or irresponsibly. Accordingly, one can age responsibly or
irresponsibly. One can respond to illness, disability, debility, or harbingers of dementia responsibly
or irresponsibly. And one can die responsibly or irresponsibly. Mogt of uswill face choices at the
end of life and our choices may be either responsible or irresponsible. In aging and dying asin the
rest of life, a self-centered life iswrong. It isirresponsible and wrong to make our choices
thinking only about what we want for ourselves, without duly weighing the ramifications of our
choices on the lives of others C especially on the lives of those who are close to us, for we have a
special obligation to try to protect them.

As we age and then begin dying, we will have to figure out how we can protect the lives
of our loved ones from the tragedies that our old age and death could bring upon them. If we are
to keep the endings of our own lives from seriously compromising the lives of our partners and
children, it will be up to us to make very difficult choices. Most of uswill have to decide for
ourselves how we will structure the end of our lives, trying to balance what we want for ourselves
with our responsibilities to use our choices to protect the well-being of our loved ones.

Gauging Your Responsibilities

Having said all this, we come to the really serious question: how can | determine the extent of my
responsibilities to family and friends? Exactly what are my responsibilities to my loved ones as|
age, approach debility or dementia, and then die? How can | protect their lives from being



seriously damaged by my old age and death?

To my mind, these are the right questions we will all need to ask. But | will not even
attempt to provide answers here. To begin with, the questions are too new. We have not devoted
enough careful thought to them. The very idea of aresponsible death is really quite foreign to us.
Besides, | have no moral authority to define for others what their responsibilities are at the end of
life. | aso believe answers to these questions will be very contextual, shaped by many nuances of
particular families. The responsibilities of an old person to her family will be shaped by their
dreams, hopes, fears, and aspirations; by the history of the family, including who has made
sacrifices for whom; and by the patterns of interaction that have characterized the common life of
this family. | dorrt know nearly enough about any family except my own to be able to define the
responsibilities of the elderly to the rest of the family.

Thelist

Having only questions to raise, not answers to offer, | leave you with a thoughtful, impressive list
of responsihilities of those facing the end of life. It was drawn up by members of a seniors
organization that | was invited to address a couple of years ago.

As | was preparing my talk for the organization, | decided | would break the taboo against
talking with seniors about the end of life. Instead, | told the group that there are important
responsibilities of others C particularly family members C to the aged, the infirm, theill, and the
dying, but that | wanted them to tell me what they thought were the responsibilities of those
facing the end of life.

The group came up with aremarkable list. We had only 45 minutes for our discussion, so
we could not spend much time talking about each proposed responsibility. But all items on the list
were at least briefly discussed. Not everyone present agreed with every item, but there was
considerable consensus about many items. And there were regular comments like, Al=d better start
doing that.(

At the end of our brief discussion, one women came up to me and said, AMy husband
passed away three weeks ago. | just want you to know how comforting and helpful this discussion
has been to me.{

Some items among the responsibilities these seniors formulated are controversia. Still,
each item represents the deeply held conviction of someone who is thoughtfully facing the end of
life. Each isworthy of serious consideration. Thislist of responsibilities strikes me as an excellent
starting point for moral discussion of our responsibilities at the end of life. | offer it as such:

# Talk with your family about desath.
# Diein away that will leave your family in the best position.*

# Make awill.



# Discuss death and dying while you are well. Renew this discussion periodically.
# Dor¥t live so long that your loved ones will wish you were dead.”

# Dorrt insist on personal care. Dorrt ever say, ANever put mein anursing home.f If yourve
aready said it, retract it and apologize.

# Review the life you have shared, set things right, and ask for forgiveness from your loved ones.
# Make aliving will.

# Dorrt leave to others decisions that will cause guilt.

# Teach your spouse and inform your children about your finances.

# Do things to minimize disagreements and conflicts among your survivors.

# If you decide on suicide, be considerate of those who will find your body.

# Put al your assets in both names, or else clearly separate them. Review thisitem periodicaly.

# Write an obituary and make funeral and burial plans. Address the issue of donation of your

body.

# Tak with your loved ones about what they will do after youre dead and about how their lives
will be without you. Thiswill give them permission to go on to full lives after yourre dead.

# Teach household responsibilities to insure that your spouse has competencies he or she will
need when you are dead.’

# Help your spouse achieve enough independence and enough of alife of hisor her own to live
happily without you.

# Tdl your story. It will help you accomplish the other items on the list.
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