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PREFACE

Jacob, grandson of Abraham and son of Isaac, is the third patriarch of the Jewish
people. Toward his final days, as he sensed his own death approaching, he sum-
moned his family to provide them with some final thoughts and reflections. It is hard
to imagine how he might have known where to begin. Over the course of his
147 years, he had taken four wives, Rachel, Leah, Bilhah, and Zilpah. Between them,
they had borne him thirteen children, with the offspring of his sons destined to
become the twelve tribes of Israel, following the Exodus, when the children of Israel
settled in the Land of Canaan. As a young man, he had deceived his father and his
older brother Esau by receiving the blessing of the first-born. Later, during a vision
of a ladder reaching unto heaven, he heard the voice of God and obtained His bless-
ings. While returning to Canaan, hearing that Esau and his army were on their way,
he again encountered God, this time in the form of an angel with whom he fought
through the night.

Once his family had gathered by his side, history does not record whether Jacob
recalled any of these events. What we do know is that he used this occasion to bless
his children, each in their own special way. No doubt, his parting words for Reuben,
his first born, were tempered by the not so minor issue of incest; Reuben had slept
with Bilhad years earlier, and they had never spoken of it, at least not up until now.
Between Jacob and his second and third sons, Simeon and Levi, there was the matter
of Shechem. To avenge their sister’s rape, Simeon and Levi had killed all the men of
Shechem, plundered their property, women and children. Jacob did not approve of
their actions, and for this reason, saved his primary blessing for his fourth born,
Judah. From his eleventh child, Joseph, whom he fathered at the age of 91, Jacob
extracted the promise to have his remains placed in the Cave of the Patriarchs with
Leah, and Abraham, Sarah, Isaac, and Rebecca. Following his final instructions,
Jacob—or as he was then known, Israel—died and soon after, was buried in
Canaan.

In Jacob’s final words to his family, history records its first Ethical Will. Ethical
wills, which were initially conveyed orally, were designed as a way of passing
traditions and values from one generation to the next. What might Jacob have been
feeling over three thousand years ago as he undertook this task? On the one hand, he

no doubt saw this as a way to pass along moral values for generations to come.
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Perhaps he took some comfort in knowing that, in spite of death, the lessons and
insights he most cherished would transcend his departure. In this way, perhaps he
felt he was denying death its ability to destroy those parts of him—those beliefs,
insights, and lessons—that defined his very essence. There must also have been a
feeling, a sense that in spite of his advanced age and fragile health, he was still valued
and his life, or whatever little of it that remained, was cherished by those closest
to him.

Unlike Jacob, most people have not spoken directly with God, nor taken multiple
partners, nor spawned a bevy of children destined to become an entire nation. On
the other hand, is it not conceivable that, like Jacob, mere mortals might find com-
fort in knowing their final thoughts and words are deemed precious; that in spite of
illness, they are still valued; and, perhaps, that it is possible to leave something, which
will outlive them and be a remembrance to those left behind?

These, of course, are not new ideas. As long as humankind has grappled with
mortality, it has found ways to leave behind testimony of its prior existence. Whether
one considers prehistoric paintings on cave walls or contemporary monuments that
dot the modern landscape, each declares: “We were here! Don't forget us.” Ways of
affirming this declaration are intricately woven into the human drama. A poem, a
piece of music, a work of art, an achievement of technological ingenuity—these can
outlive their maker, as can the stories each of us has to tell. And might the sharing of
these stories provide a source of comfort, for those about to die, as well as those soon
to be bereft?

Over the past few decades, the potential for meaning, purpose, and affirmation to
assuage suffering has received careful attention in the field of palliative care. Dame
Saunders, the founder of the modern hospice movement, said, “You matter because
you are you, and you matter to the end of your life” The challenge is how to trans-
form this credo into the delivery of better palliative care. That someone thinks you
matter matters naught, unless they are able to convey that in a way that can readily
be perceived and internalized. Jacob’s family managed to accomplish this by gather-
ing at his side and taking in his every word, as if each were a precious gem to be held
and treasured forever.

Throughout his lifetime, Jacob’s inspiration came from heaven above. On the
other hand, the inspiration for Dignity Therapy—a novel, individualized psycho-
therapy targeting people with life-threatening and life-limiting conditions—came
from patients taking part in a program of palliative and end-of-life care research.>®
While Dignity Therapy may resemble the Ethical Will, life review, personal narra-
tive, or other existential psychotherapies, what differentiates it is its empirical basis.
Dignity Therapy can promote spiritual and psychological well-being, engender

meaning and hope, and enhance end-of-life experience. It can help people prepare
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for death and provide comfort in whatever little time they have left. As ephemeral as
these outcomes may seem, it is important to recognize that the components of
Dignity Therapy, its mode of administration, and the arguments affirming its
efficacy—for patients and for their families—are based exclusively on careful,
detailed, and novel studies focused on palliative end-of-life care.

Since the conceptual framework underpinning Dignity Therapy was first pub-
lished in the Journal of the American Medical Association in 2002, this therapeutic
modality has begun to take hold in many countries around the world. To date,
Dignity Therapy has been studied, or is being studied, in Canada, Australia, the
United States, China, Japan, Denmark, Sweden, Scotland, Portugal, and England. In
addition, Dignity Therapy training workshops have been held in Hong Kong, Taiwan,
Argentina, and New Zealand. Despite some minor regional issues and subtle
cultural variations, palliative care clinicians worldwide have enthusiastically

embraced Dignity Therapy. More important, patients approaching death and their
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families from far and wide have been able to benefit from this brief palliative care
psychotherapy.

As with any new treatment, there is tension between wanting to disseminate its
use as widely as possible and safeguarding its integrity. Hence, the need for this
handbook. Dignity Therapy: Final Words for Final Days is the most comprehensive
description of Dignity Therapy to date. Readers are offered a detailed accounting of
how Dignity Therapy evolved, the current state of evidence supporting its applica-
tion, and most important, a complete description of how to do Dignity Therapy.
Over the years, those of us closely involved with this therapeutic approach have
come to respect its potency and its ability to help patients and families from all walks
oflife and from all regions of the world. We have also come to appreciate that Dignity
Therapy, like any other psychotherapy, takes time to master. While this manual will
provide you the basics, your therapeutic skill and effectiveness will no doubt evolve
over time.

Jacob’s final words to his family consisted of sacred blessings and instructions
for his burial. Since its inception, Dignity Therapy has been used hundreds if not
thousands of times to capture a myriad of circumstances that human beings find
themselves in as they exit this world. It is my sincere hope that the practice of Dignity
Therapy enriches your work. Most of all, I hope that Dignity Therapy enhances your
patients’ quality of life and quality of dying, as they confront the inevitability of
death.
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DIGNITY AND THE END OF LIFE

The greatest mistake in the treatment of diseases is that there are physicians for the body
and physicians for the soul, although the two cannot be separated.

— Plato

WHY STUDY DIGNITY?

Imagine for a moment you are nearing the end of life. There is no way of knowing
exactly when this might occur. You could be in the prime of life, when there is still
so much to live for, or in your twilight years, after you have had the opportunity to
make of your life what you will. Nevertheless, try to imagine what would determine
the quality of your remaining days. Perhaps it might be how comfortable you can be
made or your sense of personal autonomy. Perhaps the desire to squeeze out life’s
final drops would depend on the presence of people you love and cherish, and those
who love you in return. What would it take, however, to arrive at an impasse when
you no longer wished to go on?

Reflection of this sort begins the journey toward understanding dignity-
conserving care and the underpinnings of Dignity Therapy. In fact, studies that
examined the experience of people who sought help to end their lives provided our
first clue to the importance of dignity in patient care. For people considering this
stark choice, living, breathing, facing another day might start to feel redundant.
Perhaps the most tangible understanding of this choice comes from Holland, where
euthanasia and assisted suicide have been practiced for several decades. The Act
regulating its practice came into effect in 2002. This Act allows physicians, under

certain conditions, to grant the request to hasten death of patients with “unbearable
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suffering” In order to study the consequences of this legislation, the Dutch govern-
ment commissioned an examination of the prevalence of Medical Decisions to End
Life or MDEL.

The first nationwide Dutch study on euthanasia and other Medical Decisions
to End Life (MDEL) consisted of three data sets, including mailed questionnaires to
the physicians of 7000 deceased persons, a prospective survey of physicians regard-
ing 2250 deaths, and detailed interviews with 405 physicians who had participated
in hastening their patients’ deaths by euthanasia or physician-assisted suicide.!
Alleviation of pain and symptoms with high dosages of opioids that might shorten
the patient’s life was the most important MDEL, accounting for 17.5% of all deaths.
In another 17.5% of patients, death could be ascribed to a non-treatment decision.
These were instances when a decision to withhold or to withdraw a treatment no
longer deemed to be justified preceded the patients death. Euthanasia, that is, the
administration of lethal drugs at the patient’s request, was reported in 1.8% of all
deaths. Death from physician-assisted suicide was reported in less than one half
of 1%. Another study in 2005 reported that of all deaths in the Netherlands, 1.7%
resulted from euthanasia and 0.1% from physician-assisted suicide.? The authors
speculated that this particular decrease in MDEL might have resulted from the
increased use of other end-of-life care interventions such as palliative sedation.

Most health care providers would rather avoid being drawn into conversations
about euthanasia and physician-assisted suicide. They assume that a patient’s
expressed wish to die will force them to walk a dangerous line between not yielding
to taking part in a felony on the one hand, while staving off feelings of helplessness
and impotence on the other. The legal, moral, and philosophical complexities of
these issues are ones that lawyers, ethicists, and policy makers will continue to argue;
that said, until quality palliative care is universally available, these arguments may
sometimes ring hollow. In the face of an expressed wish to die, however, the role of
the health care provider is entirely unique. Clinicians must always try to appreciate
the full clinical picture and respond in as therapeutically effective a way as possible.
However, to respond empathically to circumstances in which patients have lost their
will to live, clinicians need to understand the physical, psychological, spiritual, and
existential landscape of the wish to die.

Our research has demonstrated that those who express a wish for an earlier death
are more likely to be depressed, experience significant discomfort due to uncon-
trolled pain, and report less social support.’ Existential considerations, such as hope-
lessness, burden to others, and sense of dignity, also have a marked influence on
patients’ will to live. The Dutch experience, however, offers some important clinical
insights, not only about how many patients avail themselves of MDEL, but also why

these patients seek out this particular means of ending their lives. Paul van der Maas
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and his colleagues' faced a difficult challenge—the people whose motivation to die
was of central interest were no longer alive to share their experiences. To address this
rather significant methodological problem, the researchers contacted physicians
who had signed death certificates, indicating that the patient had died either as a
result of euthanasia or assisted-suicide. While not an ideal research design, under
the circumstances, it was likely the best choice available. According to these physi-
cians, “loss of dignity” was the most common reason given for hastening the death
of their patient, cited in 57% of cases. Other reasons included pain alone in 5% of
cases, pain as part of a constellation of symptoms (46%), being dependent on others
(33%), tiredness of life (23%), and unworthy dying (46%).!

The reported connection between “sense of dignity” and how it might inform the
wish to go on living is as problematic as it is interesting. After all, in the van der Maas
study, physicians, rather than patients themselves, were the primary informants
describing the role that loss of dignity played in the wish for earlier death. This study
raises another question: how does one define a concept as nebulous as “dignity?”
Without having given them an a priori definition of how to apply the term dignity to
the experiences of their now-deceased patients, physician respondents were left to
their own devices, to their own idiosyncratic interpretations of what dignity meant
and to determine if, or how, it had been undermined or even violated. These questions
were encouragement enough for our research team to launch a new series of investi-

gations; after all, if dignity is worth dying for, surely, it is worth carefully studying.

DIGNITY AND EMPIRICAL RESEARCH

Defending dignity in health care is a bit like defending motherhood and apple pie. At
first glance, it might seem unnecessary and perhaps not even worth the bother. After
all, dignity, and all that it implies, strikes a chord that resonates with most health care
professionals. Like love or joy or faith, one might conclude that dignity should be left
to intuition and certainly not placed under an empirical lens. While the health care
literature is replete with references to dignity as it relates to quality medical care,
there is little consistency with how the term is applied. So, for example, people might
hold diametrically opposed opinions on various health care practices—euthanasia,
assisted suicide, terminal sedation, artificial hydration and nutrition—and ultimately
argue that dignity is their trump card. Hence, the right to die argument may be
framed as the ultimate expression of individual autonomy and, therefore, consistent
with human dignity, while opponents of this argument see the purposeful taking of
human life as an egregious assault on human dignity.

The concept of dignity is afforded a high profile in end-of-life care. Most palliative

care providers would agree that dignity is a philosophical cornerstone of their



