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THE JESUIT REVIEW

Faith communities are reclaiming
their role in preparing us for death

June 29, 2018

By Dr. Ira Byock

Gradually, Americans are acknowledging the mortal facts of life and beginning to reclaim illness
and dying from the grip of modern medicine. Faith communities are engaging their members in
discussions about illness and dying. Far from being gloomy or dispiriting, this coming together
to plan for these most profound questions of human life is energizing congregants and clergy
alike.



In October 2016, at the request of Archbishop José H. Gomez of Los Angeles, | spoke with 700
diocesan priests about the challenges of caring for ill or aged people. As the only Jew and the
only physician in the room, I talked about areas of commonality between faith traditions and
between the professions of medicine and the ministry. | addressed misconceptions regarding
sedation for terminal delirium and uncontrollable pain and talked about the ineffectiveness of
medically administered nutrition to people with advanced dementia.

During the question-and-answer period, | expected comments about these controversial subjects.
Instead, the clerics rose to share heartfelt stories from their own families—of grandparents,
parents and siblings—as well as stories about frail parishioners to whom they ministered through
sickness and suffering. The priests embraced the responsibility and opportunity of better
preparing people to face the end of life together. As one example, churches across the Los
Angeles area have begun holding “Care and Prepare” workshops for their parishioners dealing
with end-of-life care issues.

Tackling issues of illness, caregiving, dying and grieving can enhance a congregation’s sense of
meaning and purpose.

This experience strengthened my belief that tackling issues of illness, caregiving, dying and
grieving can enhance a congregation’s sense of meaning and purpose. Let us remember that the
medical profession’s hegemony over questions of illness and dying is a relatively new
phenomenon. | came into the world in 1951 and grew up during the era in which medical science
was curing so many previously fatal conditions that the line between science and science fiction
became blurred.

The lesson we baby boomers took away was that progressively ill people needed progressively
more intensive treatments. Yet there were unspoken caveats. First, every person whose life was
saved by medicine still eventually died—either from the same underlying condition or, well,
something else. Additionally, doctors are limited in what they can do because illness and dying
are only partly medical.

From the first inkling that something is not right in one’s body—the early feelings of “dis-ease”
—illness is fundamentally personal. As someone goes through the blood tests and scans that lead
to the diagnosis of a serious medical condition, his or her energy level, body image, sense of self,
worries and hopes for the future are all affected. During treatments for the condition, which can
entail side effects and complications, a person’s work and personal roles, relationships and
responsibilities are significantly changed. When a medical condition leads to a decline of health
and function, questions of a spiritual nature arise: Why me? What if | don’t get better? What
happens next?

Congregations are a natural milieu for these conversations. An innate sense of being part of
something larger than ourselves draws us into the company of others with whom we can explore
ultimate questions of life and death. Throughout history, when fires and floods have threatened



people’s lives, dissolving all pretense of invincibility, we have turned to one another in
community. And death is the natural disaster that awaits us all.

When fires and floods have threatened people’s lives, we have turned to one another in
community. And death is the natural disaster that awaits us all.

Today’s churches, synagogues, mosques, temples, sanghas and meeting houses remain places of
comfort and caring, places for discernment and guidance from religious teachings and spiritual
traditions. Congregational environments liberate these topics from the confines of medicine and
legitimize discussions of illness, treatment preferences and dying. Educational sessions provide
information about each faith’s tenets and teachings, which guide people as they make treatment
decisions consistent with their personal wishes.

Those who are drawn together by common beliefs, prayers and practices can ensure that as age
or infirmity takes its inevitable toll, members of their community are not forgotten. We can
accompany vulnerable people on an unchosen final journey. Each one of us can make certain that
people within our own communities do not feel abandoned and that their basic bodily needs are
met. We can keep them safe, warm and dry, and as clean and comfortable as possible. We can
bear witness to people’s decline, as well as their continued dignity and worth. And we can hold
them up, celebrating their accomplishments and honoring their contributions.

Equally important, when illness strikes, we can allow ourselves to be tended during our own
waning and vulnerability. In caring and being cared for, people of faith can fulfill a
commandment that is written in the Abrahamic covenant and embedded in the human genome:
Matter to one another.

This article also appeared in print, under the headline "Places of comfort and caring,” in the July
9, 2018 issue.
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CLINICAL AND CULTURAL LEADERSHIP IN TUMULTUOUS TIMES

IRA BYOCK, MD, FAAHPM

e live and practice in challenging times. Thanks to advances in public health and
treatments for hitherto swiftly fatal conditions, people in developed countries are
living longer than ever before. However, during those extra years, people com-
monly accumulate multiple chronic medical conditions along with the need for expert health

care and supportive services.

Fundamental social and clinical ethics, and
basic human values, suggest that seriously ill peo-
ple deserve reliably skillful, coordinated care to
optimize their comfort and quality of life, as well
as support for their families. By this benchmark,
we are failing. Dying in America remains a public
health crisis.

Despite decades of efforts and significant
progress in hospice and palliative medicine, many
Americans continue to die badly. Every year, thou-
sands spend their last days in circumstances they
wanted to avoid — either in hospitals and ICUs,
being subjected to overly aggressive, inevitably
futile treatments, or in long-term care facilities or
at home with their physical distress inadequately
treated, their emotional and spiritual suffering
unaddressed, feeling undignified and a burden to
those they love.

For anyone who believes that it is medically
and ethically wrong for doctors to intentionally
end a patient’s life — and I count myself among
them — the growing political, cultural and clini-
cal acceptance of physician-assisted suicide and
euthanasia constitutes a conjoined crisis.

ASSISTED SUICIDE
Physician-assisted suicide is now legal in Oregon,
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Washington, Vermont, California, Colorado and
Montana. Each year in states across the country,
political battles are waged over new bills or citi-
zen initiatives. In 2016, Proposition 106 passed in
Colorado with 65 percent of the vote, and in Wash-
ington, D.C., a Death with Dignity Act passed the
City Council by an 11-2 vote. The mayor signed it
into law.

In 2017, a string of 23 similar state bills were
defeated, tabled or withdrawn due to strong,
principled opposition, bolstered by evidence of
dangerous consequences. However, the political
movement to legalize physician-assisted suicide
and euthanasia is well-funded and tenacious.
Public opinion polling and the number of planned
or pending bills suggests that its long-range strat-
egies are working.

In Canada, the political question was settled in
2015 by the Supreme Court’s decision in Carter v.
Canada, declaring that the Canadian Charter of
Rights and Freedoms includes a right to have a
physician prescribe lethal medications or adminis-
ter lethal medications if the person has a “grievous
and irremediable medical condition (including an
illness, disease or disability) that causes enduring
suffering that is intolerable to the individual in the
circumstances of his or her condition.”™
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A decade ago, virtually all mainstream medical
organizations opposed legalization of physician-
assisted suicide. In recent years, some health pro-
fessional associations, including hospice and pal-
liative care associations, have adopted positions
of “studied neutrality” and others of support for
legalization.

Proponents cast the legal hastening of death
as an expansion of personal freedoms. To many
opponents, physician-hastened death is wrong on
principle and, in this contemporary context, rep-
resents a failure of medical care and basic social
responsibilities. The voter initiatives, laws and
court decisions that made intentionally ending
people’s lives legal have left unaddressed the defi-
ciencies in care and the unmet needs of vulner-
able people, and the untenable choices they face.

CHANGE IN STRATEGIC APPROACH

Opposition to assisted suicide and euthanasia
must continue in legislatures, courts of law and
the court of public opinion. However, to be both
effective and socially constructive, the opposi-
tion’s strategic approach must change.

To this point, those of us in opposition have
remained confined to the national conversa-
tion framed by proponents of physician-assisted
suicide. The single question “Should physician-
hastened death be legal?” is the topic of endless
columns, interviews, radio talk shows and public
forums. Our editorials, testimonies and amicus
briefs point out fallacies and dangers of propo-
nents’ positions, but most often without also artic-
ulating proactive, practical and viable alternatives
to people dying badly. The public knows what we
are against, but they can be forgiven for wonder-
ing what we are for.

In the face of the endemic deficiencies and
needless suffering that define the public health
crisis surrounding dying in America today, oppo-
sition to hastening death is only half a stance. To
voters who have yet to make up their minds, oppo-
sition alone can sound sanctimonious and insen-
sitive to the plight of dying people.

It’s time for us to expand and reframe the
national conversation. Many Americans perceive
only three ways for themselves, or someone they
love, to die: suddenly, through suffering, or by sui-
cide. Most people literally cannot imagine how
someone with brain cancer, or ALS, or dementia,
could possibly die well.

This lacuna was apparent in the news coverage
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To many opponents,
physician-hastened death

is wrong on principle and, in
this contemporary context,
represents a failure of
medical care and basic social
responsibilities.

surrounding Brittany Maynard, a vibrant 29-year-
old woman with an incurable glioblastoma. She
feared losing her dignity and dying in pain, and
therefore moved to Oregon to legally receive a
lethal prescription, and she ended her life in 2014.
Maynard described her fear of facing a gruesome
death, a phrase that was often repeated by usually
careful journalists and commentators.

Had they fact-checked this assertion, they
would have found that people with glioblastomas
and similarly devastating conditions are cared for
every day in the best hospice and palliative care
programs, in ways that ensure that their symp-
toms are well controlled; that they are able to live
as fully as possible, their dignity intact; and, when
death approaches, are able to drift from life gently,
surrounded by their family and friends.

The widespread inability of people to imagine
such alternatives to dying badly contains its own
solution. The leadership of health systems, faith
communities and consumer rights groups must
correct this glaring imaginative deficit.

How? First and foremost, by making reliably
excellent care routine within every one of our
affiliated clinical programs and settings. People of
all ages, races, ethnicities, religions and walks of
life need to feel confident that they and those they
love will be well cared for through the very end
of life. It is essential to make visible the personal
stories of people who died well under our care.
These stories will re-seed communities’ collec-
tive imagination and raise people’s expectations
about the quality of care they deserve.

Second, bold, proactive, constructive public
policy agendas will inspire people to think more
broadly. Policies can teach, informing patients
and their families about the quality and range
of services they should expect and, if not forth-
coming, demand. On a societal level, muscular
policy proposals that are designed to correct
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entrenched deficiencies in care can redirect vot-
ers’ frustrations.

Catholic health care by its history, mission
and core values is well positioned to assert clini-
cal, social and cultural leadership in this realm
of human caring. Rooted in core values and an
unwavering commitment to provide the best care
possible for people who are seriously ill, Catho-
lic health care also must extend to supporting the
families who share in their loved ones’ illnesses,
care for them and, ultimately, grieve their deaths.

Clinically, our principle-based refusal to par-
ticipate in legal physician-hastened death must
be matched with major, well-funded clinical pro-
grams of health systems to dramatically improve
care for ill and vulnerable people and support for
their families, making assisted suicide and eutha-
nasia progressively irrelevant.

Politically, continued opposition
to legally hastened deaths must be
balanced with equally dramatic pub-
lic policy initiatives to correct persis-
tent deficiencies that underlie need-
less suffering of dying Americans and
their families. Only by being bold can
these twin strategies transform the
landscape of dying in America.

In the near term, the media atten-
tion earned by the extent and cour-
age of these programmatic and policy
agendas would shift the national dis-
course. Instead of “Should we legal-
ize physician-hastened death?” peo-
ple would begin asking, “Why are so many people
still dying badly?” and “Who is accountable?” and
“What will it take to fix this situation?”

CONSISTENTLY GIVING THE BEST CARE POSSIBLE

For the collective voices of Catholic health care to
effectively lift the national dialogue on dying and
end-of-life care, the continuum of our services
must be best in class.

This continuum includes hospital and com-
munity-based palliative care, hospice, long-term
care, PACE (programs for all-inclusive care of the
elderly) and dementia care. Exceptional programs
already exist that have proven that much better
care and outcomes are both feasible and afford-
able.z, 3,4,56,7

For instance, each year, the American Hospital
Association’s Circle of Life Award recognizes pro-
grams that deliver the best palliative and end-of-
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life care. The Catholic Health Association and the
Supportive Care Coalition are two of the award’s
sponsors. In aggregating the lessons and imple-
menting key characteristics of Circle of Life final-
ists, high performing programs could become the
norm, rather than the exception.

While poised to succeed, bringing these mod-
els to scale would require extraordinary com-
mitment. Although the prevailing quality of pro-
grams and services of nonprofit home health, hos-
pice, palliative care and long-term care services,
including Catholic health programs, is generally
higher than their for-profit counterparts,® %1112
the magnitude of quality advantage is modest. For
these purposes, modest is not good enough.

To effectively assert clinical and cultural lead-
ership, Catholic health’s palliative care programs
would need to routinely meet or exceed National

Rooted in core values and an
unwavering commitment to provide
the best care possible for people
who are seriously ill, Catholic health
care also must extend to supporting
the families who share in their loved
ones’ ilinesses, care for them and,
ultimately, grieve their deaths.

Consensus Project and The Joint Commission
guidelines.’* Each palliative care program would
encompass the full complement of professionals
that make up an interdisciplinary palliative care
team — medical, nursing, social work and chap-
laincy. Staffing levels would ensure that palliative
care expertise is available to patients throughout
a hospital (including the emergency departments
and ICUs), and can respond to urgent needs
during nights, weekends and holidays. Pallia-
tive care teams would contribute to the care for
patients after discharge from a hospital and see
new patients in consultation in ambulatory clin-
ics, assisted living and long-term care facilities,
or at home.

Similarly, hospice programs and long-term
care facilities affiliated with Catholic health sys-
tems would have active involvement by specialist
geriatric or palliative care physicians, far exceed-

NOVEMBER - DECEMBER 2017

21



22

ing Medicare’s minimum oversight requirements.

As a quality standard, every person cared
for by a Catholic health palliative care, hospice,
PACE, geriatric long-term care and dementia
care program or facility must have individualized
contingency plans for any foreseeable symptom
emergency. Analogous to refresher courses and
recertification for advanced cardiac life support,
clinical protocols for managing pain, dyspnea, sei-
zures, severe anxiety and agitated delirium need
to be regularly rehearsed and clinical staff regu-
larly skill-tested.

In terms of steps, evidence-based symptom
management protocols must extend to propor-
tionate sedation under direct physician supervi-
sion. Palliative sedation should be a treatment
of last resort, but it must be available when less
intensive treatments have failed to alleviate per-
sistent suffering. Emergency symptom relief kits
must be readily accessible in residential settings,
enabling family caregivers or providers at a suf-
fering patient’s bedside to administer initial doses
of symptom-relieving medications.”

Such commitment to clinical excellence must
be supported by the monitoring of quality data.
The Triple Aim of health care reform can guide
the choice of metrics.’* Health systems must opti-
mize the electronic health record to document
person-centered components of care and devote
sufficient information technology resources to
collect, analyze and display data in ways that cli-
nicians can apply in real time to care planning
and managers can use in continuous program
improvement.

APOLICY AGENDA — DEMANDING AND

ACCEPTING ONLY THE BEST

The coalitions of health care, disability rights and
faith-based groups that coalesce in each state to
defeat each new bill or voter initiative to legal-
ize physician-hastened death typically disband
once Election Day is over or the legislative ses-
sion ends. Our political efforts must not end there.
Our voices must remain forceful and resolute.

It is important, however, for the tone of our
voices to shift from angry and defensive to hope-
ful and loving. Motivated by caritas, our opposi-
tion to intentionally ending patients’ lives can be
accompanied by offering proactive, affirmative
policy initiatives devised to dramatically improve
care and quality of life for seriously ill people and
their families.
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Public policy agendas from the fields of hos-
pice and palliative care, as well as those of Cath-
olic health care, largely have been reactive, sup-
porting or opposing proposals put forward by
others. Even when proactive, the policy initia-
tives from those in the caring community have
been modest, confined to what seems politically
practical in the short term.

Proponents of physician-assisted suicide and
euthanasia long have eschewed such self-con-
straints. They understood that bold policy pro-
posals do more than enact new statutes. Well-
crafted proposals, including those that seem ini-
tially out of reach, sketch potential futures in ways
that command public discussion and shape col-
lective thought.

Proposals that effectively address the
entrenched causes of suffering among ill and
dying Americans would challenge and encourage
to think again those who currently assume that
the enlightened path is for doctors to end life.

Specific proposals could hold medical schools
accountable for turning out physicians unskilled
at treating pain and uncomfortable talking with
— and listening to — their patients, particularly
those who are scared, sick and dying.” State or
federal funding could be tied to major improve-
ments in curriculum and testing within a short,
two- or three-year time line.

A citizen initiative could impose a surtax
on pharmaceutical companies that arbitrarily
set exorbitantly high prices, bankrupting those
whose lives depend on their drugs, while earn-
ing extraordinary profits each quarter for their
shareholders and their executives. The proceeds
of such a surtax could be directed to expand the
National Institutes of Health budget.

Lawmakers could levy stiff fines on nursing
homes that don’t maintain sufficient staff to help
frail residents eat or to answer the bell rung by
a bedridden elder who needs help getting to the
bathroom before becoming incontinent. Those
fined that fail to immediately correct their defi-
ciencies could lose their licenses. Statutes could
ensure that quality data is freely available to con-
sumer groups and industry watchdog agencies
and posted on government websites.

Such sites should list the ownership of health
care programs. Patients, their families, as well as
care coordinators, care managers and discharge
planners deserve to know, especially since avail-
able evidence suggests that nonprofit hospitals,
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nursing homes and hospice programs tend to
deliver higher quality services than their for-
profit counterparts.11%20.2.22

Similarly, the annual turnover rates of
employed nurses and aides is another important
but infrequently reported quality metric in long-
term care. It is reasonable to assume, in places
where the turnover rate exceeds 70 percent each
year, that something unwholesome is occurring.

By law and regulation, Medicare and Medic-
aid payments for invasive or high-risk interven-
tions for specific conditions should require con-
sultation with a palliative care specialist or docu-
mentation of thorough shared decision-making
between patients and their doctors. Such condi-
tions include: surgery or chemotherapy for pan-
creatic cancer, liver cancer, glioblastoma and any
stage IV cancer; stem cell transplants; kidney
dialysis; aortic valve replacement or transcatheter
aortic valve replacement procedures; and organ
transplantation.

While hardly exhaustive, these examples illu-
minate the potential direction of policy planks
and political debates. Proposals would not need
to be tethered to defeating “death with dignity” or
“aid-in-dying” measures to broaden the public dis-
course and affect voters’ opinions in positive ways.

END OF LIFE

Strenuous objection to these proposals would
be expected from medical schools and training
programs, including the Association of American
Medical Colleges and for-profit nursing homes
and hospice chains. In fact, the strategy relies on
their response. The controversy would play out
through open forums, town hall meetings, com-
mittee hearings and testimonies, editorial board
meetings and opinion pages, turning public atten-
tion to the potential of transforming care for and
the personal experience of people with complex
needs, including those who are approaching the
end of life.

THE COSTS OF INACTION
The idea of pairing programmatic and policy
agendas will strike some as overly lofty, costly and
politically beyond reach. “Who is going to pay for
all this?” is the reflexive question that skeptics ask.
Cost is not a credible obstacle to these or
similarly ambitious programmatic or public pol-
icy agendas. The changes in health care financ-
ing — from volume to value — and the emphasis
on Triple Aim goals of improving quality of care
and the health of populations, while controlling
runaway costs, present opportunities to acceler-
ate adoption of highly personalized, goal-aligned

WHAT TO SAY TO PATIENTS WHO ASK ABOUT LETHAL PRESCRIPTIONS

I often am asked by doctors who are
personally opposed to, or who work

in institutions that do not participate in,
acts that intentionally end patients’ lives,
“How can | reply to requests to hasten
death?” and “What can | say besides,
‘We don’t do that here?”

My answer is that we can always
respond with compassion, with a will-
ingness to ask why a person is making
the request — and we can listen to the
answer. We can bring our own clinical
expertise in caring, along with that of
our team, and consultants, including
palliative care specialists, to explore the
person’s fears, and, together, develop
plans to effectively alleviate the person’s
suffering and replace anxiety with confi-
dence in our collective ability to meet his
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or her future needs.

We can be unapologetic in explaining
that we cannot write a lethal prescription
or give a patient a lethal injection. We
can explain that our refusal to intention-
ally cause a person’s death comes from
understanding that, even where these
actions are legal, they are beyond the
ethical boundaries of medical care. In
respectfully declining to participate in
ending a person’s life, we need not inhibit,
but instead can invite open conversation
about his or her feelings and worst fears.
We can reaffirm our commitment to
accompany the patient and the patient’s
family in the days ahead.

Not every patient will be satisfied with
this response. Even with the best pallia-
tive and hospice care, some people will

www.chausa.org

choose to end their lives. There are two
moral agents in every clinical relation-
ship. As clinicians, our responsibility is to
do everything we can to make the best of
the patient’s condition and quality of life.
The patient has a right to decide whether,
and to what extent, our services are of
value to him or her.

In exercising our legal right to decline
taking part in legally hastened patient
deaths, we can recognize the moral
agency of others. Doctors’ offices and
patients’ bedsides are not political arenas
but places for clinical expertise and com-
passion. We need not obstruct people
from their legal abilities to request, be
prescribed, or receive lethal drugs from
willing providers.

— Ira Byock, MD
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care that includes reliably excellent care for dying
people in our nation. Better communication, rou-
tine advance care planning and shared decision-
making, effective treatment of symptoms and
seamless coordination of services and handoffs
reliably result in less unwanted treatment, fewer
emergencies and hospitalizations and lower
Costs.ZS, 24,25,26,27,28,29

From an economic perspective, not acting
represents a tacit decision to continue spending
much more money than necessary while accept-
ing lower quality care and unnecessary suffering.

There also is a moral cost to inaction. West-
ern society is sliding into acceptance of volun-
tary death as a response to an ever-wider range
of maladies and life situations. In finding that
the right to physician-assisted suicide or eutha-
nasia was not restricted to terminally ill people,
but instead included those who are “...enduring
suffering that is intolerable to the individual in
the circumstances of his or her condition,” the
Supreme Court of Canada confirmed that the slip-
pery slope is real.

Canada follows the precedent of the Neth-
erlands, Belgium and Switzerland. In the Neth-
erlands, voluntary euthanasia now comprises
4.5 percent of deaths, which includes a steadily
increasing proportion of people with non-life-
threatening physical conditions and those who
are not physically ill, but suffering from depres-
sion or other psychiatric conditions.*

CONCLUSIONS

The next chapter of human history is being writ-
ten. The story of physician-hastened death is not
over. The current social narrative predicts that the
movement to legalize hastened death will gradu-
ally overcome principle-based resistance and evi-
dence of harms, eventually becoming available
to people who wish to end their lives for a broad
range of reasons.

There is still time to write a narrative in which
hastened death progressively fades from rel-
evance as American society courageously owns
up to long-standing failures in basic medical care
and social responsibilities, builds programs and
adopts policies that make dependably excellent
care routine. We can earn people’s confidence in
being well cared for, their comfort assured, their
loved ones supported and their dignity and worth
affirmed through the end of life. The pen is in our
hands.
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QUESTIONS FOR DISCUSSION

Ira Byock, MD, has long offered eloquent resistance to the growing initiatives around physician-
assisted suicide. In this article, he urges the Catholic health ministry to complement continued

opposition to physician-hastened death with emphasis on what we are for, including excellence in
hospice and palliative care, as well as becoming national leaders of bold public policy initiatives to
improve care for seriously ill people and their families.

B How has your ministry shaped its practice to deliver excellent care for people through the end
of life? What procedures are in place that guarantee communication among care professionals,
patient and loved ones is at an optimal level for the information patients and families need?

B Byock is concerned that much of the opposition to physician-assisted suicide can sound sanc-
timonious and insensitive to the concerns and suffering of people who are dying. In what ways
can palliative care open conversations about suffering, pain relief and worry about those left
behind? Who on your staff is able to have those conversations? Who else should be?

B How do you think Byock’s dramatic policy proposals to markedly enhance physician training in
communication and palliative care, and to demand nursing home accountability, could change
the way we care for people who are dying and their loved ones? Do you have any policy sugges-
tions to add?
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The Ultimate Gift
Four Keys to Living Well From Terminally Il People

By Ira Byock, M.D. | August 2017

My father, Seymour, was diagnosed with incurable T
pancreatic cancer in 1980, while | was in my ‘
medical residency training to be a family doctor. | ’

had been taught to see illness through the lens of
medicine. Cancer, dementia, and heart, kidney,
liver, and lung failure were all problems to be
solved. Death was the enemy to be fought at all
costs.

Please ‘Fagive me.
/ ‘\’ogi ve you.
Thank. yov.

[ love yov.

Dad's diagnosis shook me. My mother, my sister
Molly, and I were sad and worried and did
everything we could to bolster his strength and
spirits. The months during which he fought and
gradually succumbed to cancer were awful. But it Kohei Harra/Getty Images
would be wrong to say that those months were only

awful. Woven within the fabric of our experience of his illness were gifts | treasure to this day.

Dad was able to meet his first grandchild, my eldest daughter, Lila. His condition pushed us to talk
about the events, places, and people of our shared past and express our hopes for the future. We
apologized for past angers, disappointments, and misdeeds. We asked for and were granted
forgiveness. We celebrated our family and our lives, and all of us grew, individually and together.

As a young physician in practice, | began wondering whether seriously ill patients and families might
have opportunities to grow in ways that were meaningful to them during this difficult time. My dad's
illness and death deepened my interest in and commitment to answering this question: Is it possible
for people to die well—that is, to experience a sense of well-being despite knowing death was near?

Today, after 4 decades of being a doctor, my answer is emphatically yes. I've worked with people
who were gravely ill physically yet emotionally, socially, and spiritually well. Here are some of the
life lessons I've learned from them.

It's Never Too Late to Forgive

| met Steve, a quintessential Montana cowboy in his 60s, when he became a hospice patient of mine.
Years of heavy smoking had ravaged his lungs, and years of saying little or nothing had ravaged his
relationships with his wife, Dot, and their adult children. | visited Steve and Dot at their home to see
if | could ease the shortness of breath and constant anxiety that were making his life miserable.



Steve wasn't perfect; no human being is. Even in the
closest families and best friendships, missteps and
misunderstandings—and sometimes real
transgressions—can happen. From my father and
many patients and families in my practice, I'd learned

something that | thought might help Steve now—that ‘ : LR MEMdKIE; ,.._.__

there is value in making four statements before you

say good-bye: Please forgive me. | forgive you. Thank ENPUKE

you. | love you.

After taking Steve's history and examining him, |
prescribed medications and adjusted his oxygen tank. j s
And then | suggested that he consider saying those Gerber86/Getty Images
four things to the people he cared about most. He

nodded in agreement and said, "Write those down for me, would ya, Doc?" | printed the four

sentences on a 3 x 5 card and handed it to him.

When | visited the couple again 5 days later, their moods had lifted. Dot couldn't keep from chuckling
as she described the past Sunday's dinner at their home. Steve had pulled out the card and read the
statements I'd written to their assembled children and grandchildren.

Steve's delivery was a bit stiff, she said, but everyone around the table knew that he meant what he
said. The act not only relieved much of Steve's anxiety but also lessened long-standing tensions
within their family. After Steve died, one of their daughters told me that those final months had been
the warmest, most loving family time she could recall.

Whatever words people use to convey these sentiments, asking for and offering forgiveness is a way
of healing or strengthening our most important relationships.

Love Wins

One day, | was sitting with my patient Harry, who had been hospitalized for weeks, and we were
having a frank conversation about his condition. Despite multiple surgeries and intensive therapies,
his cancer had spread, and it seemed clear he would die within a week or two. | promised that our
palliative care team would make sure he was as comfortable as possible during the days that
remained. | then asked Harry if there was anything in his life that he felt was left undone.

"l have to marry Diane!" he exclaimed. I'd known Harry for several months, but I'd never met Diane.
She lived an hour away and was able to visit him only occasionally. He explained that they had been
sweethearts for many years but, because of work and financial strains, had never combined their
households. After Diane enthusiastically accepted Harry's proposal, our team worked with the
hospital's nurses and spiritual care department to arrange for a wedding in Harry's room 3 days later.
A chaplain performed the ceremony while a group of nurses and medical students witnessed the
union. Harry beamed as he gave Diane a bridal bouquet of flowers and expressed his love for her.

I've known many couples who married or renewed their vows while one of them was dying.
Similarly, when illness is setting the pace and time is fleeting, many children of dying parents hastily
rearrange wedding dates and plans. I've marveled at more than a few dying fathers who somehow
mustered the strength to walk their daughters down the aisle.

These rituals strike me as healthy defiance. They are ways for spouses, parents, and children to
emphatically declare that even death cannot diminish their love for one another.



Memories Are a Gift

Visiting a dying relative or friend can evoke
concerns about the "right" things to say or do.
Consider asking the person to tell you a story from
his or her earlier life, whether or not it's one you've
heard. Recalling special times together or flipping
through photo albums often sparks the retelling of
old anecdotes with rich new details. If the person
will allow it, think about recording the spoken
memory on your phone or another device.

| often counsel patients to think of their stories as gems

that will be handed down in their family for generations to come. "What a gift it would be for your
children and grandchildren—and their children—to hear your stories in your voice!" | tell them. I've
observed frail people's sense of dignity and self-worth soar in sharing their memories and having
them lovingly received.

I didn't learn this therapeutic technique in medical school but rather from my mother. In 1974, my
mom, Ruth, interviewed her mother, Leah, about what it was like to come to America from Russia as
a 12-year-old girl. Grandma Leah spoke about crossing the Atlantic in steerage class and described
her early years in Newark, NJ, before she met and married my grandfather. The cassette tape of the
interview has been copied, converted to MP3 format, and shared within our family, including with the
great-grandchildren born long after Leah's death. My grandparents are gone, but the stories my
mother captured that day are priceless and enduring.

Gratitude Remains

During the last weeks of his life, in one of our final e-mail exchanges, my good friend and colleague
Peter wrote, "The shock of knowing I'll die has passed, and the sorrow of it comes only at moments.
Mostly, deep underneath, there is quiet, joyous anticipation and curiosity; gratitude for the days that
remain; love all around. | am fortunate."

Gratitude is a common refrain expressed by people who are aware that their lives are fleeting. The
preciousness of life often seems more appreciated as death approaches.

For a 2015 museum exhibit and book, Right, before | die, artist Andrew George spent more than a
year interviewing and photographing people who knew they were in the last months of their lives.
The most striking sentiments shared by the interviewees revolved around profound gratitude for the
people they'd loved and for life itself. A few examples:

"l love to open my eyes in the morning and hear all these birds by my window. There are so many,
singing. That's the meaning of life for me—and feeling the sun on my skin." —EDICCIA, 44, WITH
CANCER

"l feel like | am the luckiest man in the world. | have a wonderful wife, son and daughter,
grandchildren and great-grandchildren. No one can ask for more than that." —JOE, 91, LIVING
WITH COMPLICATIONS OF DIABETES



"l am a content, whole, peaceful man right now. . . not scared, not afraid, just excited, all bubbly
inside, like I'm going to get married. I'm reaping what I've sowed all those years; I've sowed love." —
MICHAEL, 72, WITH END-STAGE LIVER FAILURE

These themes are echoed in the reflections of the famous neurologist Oliver Sacks. After receiving
news that his cancer had become widespread and was incurable, he wrote in the New York Times,
"Above all, | have been a sentient being, a thinking animal, on this beautiful planet, and that in itself
has been an enormous privilege and adventure."

Dying is often difficult and frequently tragic. Yet within the depth and breadth of human experience
may lie surprising opportunities. The insights of people who have gone before us suggest that love
and gratitude are the hallmarks of well-being at any stage of life, including the final one.

Ira Byock, M.D., FAAHPM, is a leading palliative care
physician and public advocate for improving care through the
end of life. He is founder and chief medical officer of the
Providence Institute for Human Caring based in Torrance, Calif.,
and is the author of “Dying Well” (1997), “The Four Things That
Matter Most” (2004), and “The Best Care Possible” (2012). Visit
Providence.org/InstituteForHumanCaring or IraByock.org.




