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I PERSPECTIVES ON CARE
AT THE CLOSE OF LIFE

Dignity-Conserving Care—
A New Model for Palliative Care
Helping the Patient Feel Valued

Harvey Max Chochinov, MD, PhD, FRCPC

THE PATIENT'S STORY
Mr S is a 62-year-old man with primary lung cancer diag-
nosed 18 months ago, with metastases to the liver, brain, and
adrenal glands. He has recently developed severe weakness
of the left upper and lower extremities with an inability to
bear weight, likely related to his brain metastasis. He re-
cently discontinued steroids because of unpleasant adverse
effects and completed a 2-week course of antibiotics for pneu-
monia. His symptoms—which include shortness of breath,
seizures, constipation, and occasional agitation—are con-
trolled with ipratropium, phenytoin, senna, haloperidol, and
clonazepam, respectively. He now receives comfort care only.
Mr Sis a thoughtful and articulate man. He had an unhappy
childhood and was later troubled by alcohol abuse associated
with extensive difficulties sustaining meaningful, lasting rela-
tionships or vocational commitments. He states his life “turned
around” 30 years ago, after meeting his wife and joining Alco-
holics Anonymous; he has been sober ever since. He and his
wife describe a close, trusting relationship. They do not have
children. While he had a variety of jobs over the years, “none
of which I liked,” he worked most recently as a truck driver.
His finances are “difficult,” but he indicates that he and his
wife manage to make ends meet. Mr Sis participating in a study
of “Dignity Psychotherapy,” a new intervention designed to
preserve dignity at the end of life. He, his wife, and his phy-
sician, Dr F, were interviewed for this article by the author.

PERSPECTIVES

MR S: Dignity is a state of the soul. Dignity is the sense of peace
that passes all understanding. I am sure that there is something
beyond this lifetime. As a matter of fact, I believe the conscious-
ness goes on from here. Now what the big plan is, nobody has
ever got back to me on that, but I am sure it is wondetful . . . be-
cause in this lifetime, I have been groping around in the dark and
making choices; some of them good and some not so good.

MRS S: Our dignity has been maintained because of the care
we have been receiving in the hospital. The staff has been mar-
velous. They have been helping us as much as they can. I think
part of dignity is trying to make him feel that he is still of value.

DR F: I think that individuality and dignity may be the same
thing in the end. It ends up being what you see as dignity for
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The basic tenets of palliative care may be summarized
as the goal of helping patients to die with dignity. The
term “dignity” provides an overarching framework that
may guide the physician, patient, and family in defining
the objectives and therapeutic considerations fundamen-
tal to end-of-life care. Dignity-conserving care is care that
may conserve or bolster the dignity of dying patients. Us-
ing segments of interviews with a patient with ad-
vanced lung cancer, his wife, and his palliative care phy-
sician, this article illustrates and explores various aspects
of dignity-conserving care and the model on which it is
based. Dignity-conserving care offers an approach that
clinicians can use to explicitly target the maintenance of
dignity as a therapeutic objective and as a principle of
bedside care for patients nearing death.
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yourself, doesn’t it? It is trying to preserve the person as they
are; you know, the sensible things like keeping them clean, keep-
ing them comfortable, but also enabling their way of being, what
made that person that person.

Why Is the Notion of Dignity Important?

The basic tenets of palliative care, including symptom con-
trol, psychological and spiritual well-being, and care of the fam-
ily, may all be summarized under the goal of helping patients
to die with dignity.!* Considerations of dignity are fre-
quently invoked as the ultimate justification for various, even
diametrically opposite, approaches to the care of dying pa-
tients, whether in reference to euthanasia and assisted sui-
cide, hydration and nutrition, terminal sedation, or basic symp-
tom management.”° In many circles, the term “death with
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DIGNITY-CONSERVING PALLIATIVE CARE

dignity” has become synonymous with the right to assisted
suicide and euthanasia, removing it from its place as a prin-
ciple of bedside care for patients nearing death. When the pres-
ervation of dignity becomes the clear goal of palliation, care
options expand well beyond the symptom management para-
digm and encompass the physical, psychological, social, spiri-
tual, and existential aspects of the patient’s terminal experi-
ence. Systematically broaching these issues within discussions
of end-of-life care could allow patients to make more in-
formed choices, achieve better palliation of symptoms, and have
more opportunity to work on issues of life closure.

Dignity is defined as “the quality or state of being wor-
thy, honored, or esteemed.”!! Despite its unfortunate po-
liticization by the physician-assisted suicide and euthana-
sia movements, dignity does not relate exclusively to
considerations of assisted dying.”>"® As exemplified by the
statements of Mr S, Mrs S, and Dr F, individuals are likely
to ascribe their own unique meaning or importance to the
notion of dying with dignity, including practical matters such
as basic comfort, the tone or quality of care, and consider-
ations of the “soul” or spirit. Dignity provides an overarch-
ing framework that may guide the physician, patient, and
family in defining the objectives and therapeutic consider-
ations fundamental at the end of life.!?

A Model of Dignity in Dying Patients

If the preservation of dignity is to be a targeted goal of pallia-
tion, the patient’s sense of dignity must first be thoroughly un-
derstood. Few studies have addressed this issue directly, al-
though several have examined it from the vantage point of a
“good death,” or a “quality of life” paradigm.">'* Stewart and
colleagues,” for example, reviewed the literature to develop
a conceptual framework that outlines various domains of in-
fluence on the quality of life of dying persons in the context
of health care. This framework was meant to guide the devel-
opment of a comprehensive set of outcome measures, and to
evaluate the quality of life of dying persons and the care they
require. Others have identified important domains of quality
end-of-life care, listing both physical and psychosocial sources
of influence.>"” The latter domains are variably described as
“support of function and autonomy” and “patient and family
satisfaction”;” “overall quality of life” and “psychological well-
being and functioning”;'® and “achieving a sense of control”
and strengthening relationships.”"” However, without a care-
ful examination of what satisfaction, psychological comfort,
or feeling in control and supported means to the dying pa-
tient—and because of a paucity of intervention strategies that
specifically target these sources of distress—achieving them
as therapeutic outcomes remains challenging, and all too of-
ten beyond reach.

The notion of a “good death” has been studied in a vari-
ety of ways.'*!%2° Emanuel and Emanuel® described a de-
tailed framework for a good death. While not empirically
validated, it does synthesize the dying experience as a pro-
cess with 4 critical components, including the fixed pa-

2254 JAMA, May 1, 2002—Vol 287, No. 17 (Reprinted)

tient characteristics, the modifiable elements of the pa-
tient’s experience, the various interventions that are available,
and the overall outcome. Steinhauser and colleagues® in-
vited patients and caregivers to cite factors that they con-
sider most important at the end of life. These factors in-
cluded pain and symptom management, preparation for
death, decisions about treatment preferences, and being
treated as a “whole person.” However, these were not fur-
ther explicated, nor were clinical strategies provided.

Payne et al'* indicated that “dignity” was often deemed
important by patients describing a “good death.” Without
further clarification, however, the term remains vague and
implications for therapeutic responses ambiguous. One study
asked members of the patient’s care team within 24 hours
of the patient’s death to rate the deceased’s level of dignity
during their last 3 days of life.*! A list of factors generated
by the investigator and health care staff were used as crite-
ria against which to make dignity score ratings. The au-
thors concluded that they were unable to shed light on the
deeper meaning and personal relevance of patient dignity,
describing it as “an elusive concept” that needed to be stud-
ied from the vantage point of patients themselves.

One of the few studies to specifically examine the con-
struct of dignity using patient informants provides a model
that helps to describe the notion of dignity-conserving care.”
This study analyzed qualitative interviews of 50 patients in
an advanced stage of terminal cancer, and documented their
understanding and perceptions of dignity. The dignity-
conserving model of care considers 3 broad areas of influ-
ence on individual perceptions of dignity: illness-related con-
cerns, ie, those things that directly result from the illness; the
dignity-conserving repertoire, ie, those influences related to the
patient’s psychological and spiritual resources or makeup; and
the social dignity inventory, ie, those environmental influ-
ences that can affect dignity (TABLE). This model is empiri-
cally based on patients dying from cancer, and bears further
validation in other specific illnesses or special populations to
confirm its generalizability. In addition, this study was con-
ducted in Canadian patients and should be evaluated in other
settings to determine whether components such as au-
tonomy are as salient among individuals from other cul-
tures.” Although notions of dignity may be influenced by the
nature of one’s illness, or culturally bound by issues such as
religion or ethnicity, the proffered model may be sufficiently
broad to encompass these various considerations. Acknowl-
edgment of personal attributes, unique differences, and the
essential or even subtle qualities each person embodies is fun-
damental to the preservation of dignity. As such, although fur-
ther testing of the model will be required, it appears elastic
enough to support its consideration for broad application
among patients nearing death.

lliness-Related Concerns
Illness-related concerns refer to those things that result from
the illness itself, and threaten to, or actually do, impinge on

©2002 American Medical Association. All rights reserved.
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the patient’s sense of dignity. These concerns are directly re-
lated to the patient’s illness experience, described in the model
as symptom distress and level of independence. For many pa-
tients with an advanced illness, symptom distress (denoting

DIGNITY-CONSERVING PALLIATIVE CARE

the experience of discomfort or anguish related to the pro-
gression of one’s disease) is a defining characteristic of the
dying experience.**® According to this model, symptom dis-
tress can be further characterized as physical distress and psy-

|
Table. A Model of Dignity and Dignity-Converting Interventions for Patients Nearing Death

Factors/Subthemes

Dignity-Related Questions

Therapeutic Interventions

Symptom distress
Physical distress

lliness-Related Concerns

“How comfortable are you?”
“Is there anything we can do to make you more
comfortable?”

Vigilance to symptom management
Frequent assessment
Application of comfort care

Psychological distress

“How are you coping with what is happening to
you?”

Assume a supportive stance
Empathetic listening
Referral to counseling

Medical uncertainty

“Is there anything further about your iliness that you
would like to know?”

“Are you getting all the information you feel you
need?”

Death anxiety

“Are there things about the later stages of your
illness that you would like to discuss?”

Upon request, provide accurate, understandable
information and strategies to deal with possible
future crises

Level of independence
Independence

“Has your illness made you more dependent on
others?”

Have patients participate in decision making, regarding
both medical and personal issues

Cognitive acuity

“Are you having any difficulty with your thinking?”

Treat delirium
When possible, avoid sedating medication(s)

Functional capacity

“How much are you able to do for yourself?”

Use orthotics, physiotherapy, and occupational therapy

Dignity-conserving perspectives
Continuity of self

Dignity-Conserving Repertoire

“Are there things about you that this disease does
not affect?”

Role preservation

“What things did you do before you were sick that
were most important to you?”

Maintenance of pride

“What about yourself or your life are you most
proud of?”

Acknowledge and take interest in those aspects of the
patient’s life that he/she most values

See the patient as worthy of honor, respect, and
esteem

Hopefulness

“What is still possible?”

Encourage and enable the patient to participate in
meaningful or purposeful activities

Autonomy/control “How in control do you feel?” Involve patient in treatment and care decisions
Generativity/legacy “How do you want to be remembered?” Life project (eg, making audio/video tapes, writing
letters, journaling)
Dignity psychotherapy
Acceptance “How at peace are you with what is happening to Support the patient in his/her outlook

you?”

Resilience/fighting spirit

“What part of you is strongest right now?”

Encourage doing things that enhance his/her sense of
well-being (eg, meditation, light exercise, listening to
music, prayer)

Dignity-conserving practices
Living in the moment

“Are there things that take your mind away from
illness, and offer you comfort?”

Maintaining normalcy

“Are there things you still enjoy doing on a regular
basis?”

Allow the patient to participate in normal routines, or
take comfort in momentary distractions (eg, daily
outings, light exercise, listening to music)

Finding spiritual comfort

“Is there a religious or spiritual community that you
are, or would like to be, connected with?”

Make referrals to chaplain or spiritual leader
Enable the patient to participate in particular
spiritual and/or culturally based practices

Privacy boundaries

Social Dignity Inventory

“What about your privacy or your body is important
to you?”

Ask permission to examine patient
Proper draping to safeguard and respect privacy

Social support

“Who are the people that are most important to
you?”
“Who is your closest confidante?”

Liberal policies about visitation, rooming in
Enlist involvement of a wide support network

Care tenor

“Is there anything in the way you are treated that is
undermining your sense of dignity?”

Treat the patient as worthy of honor, esteem, and
respect; adopt a stance conveying this

Burden to others

“Do you worry about being a burden to others?”
“If so, to whom and in what ways?”

Encourage explicit discussion about these concerns
with those they fear they are burdening

Aftermath concemns

“What are your biggest concerns for the people you
will leave behind?”

Encourage the settling of affairs, preparation of an
advanced directive, making a will, funeral planning

©2002 American Medical Association. All rights reserved.
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chological distress, with the latter including the anguish as-
sociated with not knowing, or being unaware of, aspects of
one’s health status or treatment (medical uncertainty), and the
worry or fear associated with the process or anticipation of
death and dying (death anxiety).?*>° Level of independence
reflects the degree of reliance an individual has on others and
is often determined by the ability to maintain cognitive acu-
ity and perform tasks of daily living (functional capacity).*!

Dignity-Conserving Repertoire

The dignity-conserving repertoire incorporates those aspects
of patients’ psychological and spiritual landscape that influ-
ence their sense of dignity. This is often based on pre-
existing personality characteristics and on internal resources
that patients bring to their illness experience.**** According
to the model, the dignity-conserving repertoire includes dignity-
conserving perspectives, ie, ways of looking at or coping with
one’s situation, and dignity-conserving practices that can be in-
voked to bolster or reinforce one’s sense of dignity.

The dignity-conserving perspectives include 8 sub-
themes, each describing a particular influence on a patient’s
sense of dignity. These perspectives are not hierarchical. No
one of them is more potent than any other; one or a few may
be as effective for one patient as invoking many or all may be
for another. Continuity of self refers to a sense that the es-
sence of who one is remains intact, in spite of an advancing
illness.*** Role preservation is the ability of patients to func-
tion or remain invested in their usual roles, as a way of main-
taining congruence with a prior view of themselves.* Main-
tenance of pride is the ability to maintain a positive sense of
self-regard or self-respect.’® Hopefulness is seeing life as en-
during, or as having sustained meaning or purpose.>’*® Au-
tonomy/control is the ability to maintain a sense of control over
one’s life circumstances.*® Generativity/legacy is the solace or
comfort of knowing that something of one’s life will tran-
scend death.*** Acceptance is an ability to accommodate to
changing life circumstances.** Finally, resilience/fighting spirit
is the mental determination exercised in an attempt to over-
come illness or to optimize quality of life.***

Dignity-conserving practices refer to the variety of per-
sonal approaches or techniques that patients use to bolster or
maintain a sense of dignity. These include 3 subthemes: liv-
ing in the moment to focus on immediate issues in the service
of not worrying about the future; maintaining normalcy to carry
on usual routines and schedules in spite of changing health
circumstances; and finding spiritual comfort, which is the dig-
nity-sustaining effect of turning toward or finding comfort
within one’s religious or spiritual beliefs.**

Social Dignity Inventory

The defining characteristic of the social dignity inventory is
its reference to social issues or relationship dynamics that en-
hance or detract from a patient’s sense of dignity. This facet
of the model describes influences on dignity that derive from
the patient’s environment, and consists of 5 subthemes: pri-
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vacy boundaries, which is the extent that dignity can be in-
fluenced by encroachments on one’s personal environment
during the course of receiving care or support*; social sup-
port, the presence of an available and helpful community of
friends, family, or health care providers**°; care tenor, the
attitude others demonstrate when interacting with the pa-
tient®!; burden to others, the distress engendered by having to
rely on others for various aspects of one’s personal care or
management®>%; and aftermath concerns, the worry or fear as-
sociated with anticipating the burden or challenges that one’s
death will impose on others. Unlike burden to others, after-
math concerns refer more specifically to worries about the
impact that one’s death will have on those left behind.

Differing Notions of Dignity
While the model covers general influences on dignity, each
individual will ascribe varying degrees of importance to each
of its components. The notion of dignity will vary from in-
dividual to individual, and between one circumstance and
the next. The difference in how Mr S and Mrs S view the
notion of dignity is both striking and illustrative. For Mr S,
dignity refers to something from within, and seems to reso-
nate with his core spiritual identity. In other words, his con-
ception of dignity is not dependent on physical or environ-
mental factors (ie, illness-related concerns or the social
dignity inventory), but rather seems related to his ability to
maintain a positive sense of self-regard (maintenance of
pride), a feeling that the essence of who he is remains in-
tact (continuity of self), along with an ability to invest in
and gain strength from a rich spiritual life (finding spiri-
tual comfort).”* For Mrs S, on the other hand, the main-
tenance of dignity is connected to how she and her hus-
band are treated, and the extent to which they are valued
(ie, care tenor). Although it is often argued that palliative
care must be philosophically rooted in an acknowledg-
ment of the inherent dignity of individuals, this example il-
lustrates that the question, “what is death with dignity?” re-
quires the important corollary, “according to whom?”+*2
For some patients, a sense of dignity is indivisible from
their core being or essence. The notion of “basic dignity”
has been described as referring to a universal moral quality
that is internally held, and inherent in and inalienable from
life itself.** From this philosophical vantage point, as long
as there is life there is dignity. On the other hand, “per-
sonal dignity” is frequently invoked in reference to the po-
tential indignities of death and dying.>>*>* Loss of dignity
is one of the most common responses given by physicians
in studies examining why patients select euthanasia or as-
sisted suicide.®*>*>> Personal dignity is a construct that is
more individualistic, transient, and tied to personal goals
and social circumstances. As such, illness-related concerns
or components of the social dignity inventory may infringe
on personal dignity, perhaps mediated by the resiliency of
one’s dignity-conserving repertoire. Depending on one’s in-
ternal resources, individual autonomy may be conflated with
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the notion of dignity, and the inability to maintain inde-
pendence while dying may be experienced as a fundamen-
tal loss of dignity, undermining the value of life itself. The
experience of other cultures that do not emphasize indi-
vidual autonomy may provide insights into perspectives in
which dignity without independence is possible.**

Dignity-Conserving Interventions

MR S: I have been there for other people and it has really done
me so much good to be of service. Well, now it is my turn. Some-
body may feel as good about taking care of me as I did when 1
was being of service to other people.

The physician’s challenge in palliative care is to under-
stand how a particular patient and his or her family perceive
dignity and create interventions that enhance it. Without ad-
equate strategies to address either terminal distress or suffer-
ing for which there is no apparent effective intervention, phy-
sicians providing end-of-life care can become demoralized and
nihilistic.” Thus, dignity-conserving care, with its expanded
range of therapeutic possibilities, has implications for the well-
being of patient, family, and care provider alike. According
to Sulmasy,” “to treat oneself or others with less than the proper
esteem is to behave in an undignified manner.” Therefore, de-
livering care that bestows dignity on others confers and safe-
guards the dignity of the provider.

Every facet of the dignity model offers guidance on how
to provide care that may conserve or bolster the dignity of
dying patients. If thought of as a therapeutic map, the dig-
nity model points to directions for care that include biomedi-
cal, psychological, psychosocial, existential, and spiritual con-
siderations (Table). Each of these components may be applied
to Mr S’ experience to better understand the care character-
istics most important to him to maintain his dignity.

Managing lliness-Related Concerns

DR F: If symptom management isn’t well handled, discomfort
can get in the way of people being themselves, and therefore
get in the way of maintaining their dignity.

MR S: You know these people wouldn’t allow my lights to go
out without keeping me as comfortable as possible.

The illness-related concerns component of the model speaks
to the need for attentive management of physical and psy-
chological symptoms. Steinhauser et al? reported that pa-
tients, families, and physicians all agree that pain and symp-
tom management is important at the end of life and integral
to the success of improving care for the dying. Symptom dis-
tress is a central concern to many patients with an advanced
malignancy, because pain is positively associated with de-
pression, anxiety, mood disturbance, and psychological mal-
adaption.?%-28327859 Vigilant symptom management is clearly
a cornerstone of quality palliation, and an integral feature of
dignity-conserving care. Medical uncertainty and death anxi-
ety, both specific types of psychological distress, suggest that
providing information about treatment options or the antici-
pated unfolding of an illness may further help conserve the

©2002 American Medical Association. All rights reserved.
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dignity of patients and families plagued by not knowing suf-
ficiently what the future holds in store.?**

Bolstering Independence

MR S: I am so angry when I have only one side that works, when
I have been a hands-on person all my life. I get angry and frus-
trated because I can’t do things that used to be so easy for me
to do.

The model suggests that the degree of reliance on others
can usually be understood in terms of how much one is able
to do for oneself (functional capacity), and the patient’s de-
gree of mental intactness (cognitive acuity).'**" As such,
therapeutic strategies should attempt to bolster the pa-
tients’ sense of autonomy and their ability to function as in-
dependently as possible. Judicious application of orthotic
devices, along with physical and occupational therapy, can
often bolster functional capacity and the patient’s overall level
of independence. For patients who are able to be cared for
at home, arranging main-floor access, appropriate medical
accoutrements (eg, special bedding if required, com-
modes, braces, orthopedic supports), and sufficient home
care and family respite supports can allow patients to re-
main at home and maximize autonomy within the con-
straints of their deteriorating health.?!

Dignity-Conserving Strategies

MR S: If somebody has to go and wipe off my private parts, well,
that is what they do and I am sorry, I didn’t do it on purpose
but that is their job and I can allow them to do it. I don’t see
that as having anything to do with my dignity. I have other things
to be proud of.

The dignity-conserving repertoire facet of the model speaks
to the internal resources that a patient brings to an illness,
based on past experience, psychological makeup, and the
richness of their spiritual life. Many of the subthemes within
the dignity-conserving repertoire focus on the patient’s sense
of continued worth, and approximate Cassell’s notion of suf-
fering.’* According to Cassell, to the degree that person-
hood is threatened or compromised, suffering will be pro-
portionate. However, it can be difficult to maintain one’s sense
of essence (continuity of self) or self-regard (maintenance
of pride), or to believe that prior roles are still worthy of
investment (role preservation) in the face of deteriorating
health circumstances.>**

Even though Mr S was no longer able to work or antici-
pate a prolonged life span, having him participate in dis-
cussions about his treatment options, care planning, and fi-
nancial issues affecting his wife’s future seemed to enhance
his sense of being an active and vital participant in a life that
was not yet completed. Dignity-conserving strategies should
attempt to reinforce the patient’s sense of self-worth by adopt-
ing a therapeutic stance that conveys steadfast respect for
the patient as a whole person with feelings, accomplish-
ments, and passions independent of the illness experience.
This is supported by Cassem’s notion that dying patients
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Box. Dignity Psychotherapy Question Protocol

Can you tell me a little about your life history, particularly
those parts that you either remember most or think are
the most important?

When did you feel most alive?

Are there specific things that you would want your family
to know about you, and are there particular things you
would want them to remember?

What are the most important roles (eg, family, vocational,
community service) you have played in life?

Why are they so important to you, and what do you think
you accomplished in those roles?

What are your most important accomplishments, and what
do you feel most proud of?

Are there particular things that you feel still need to be said
to your loved ones, or things that you would want to take
the time to say once again?

What are your hopes and dreams for your loved ones?

What have you learned about life that you would want to
pass along to others?

What advice or words of guidance would you wish to pass
along to your (son, daughter, husband, wife,
parents, other|[s])?

Are there words or perhaps even instructions you would
like to offer your family, in order to provide them with
comfort or solace?

In creating this permanent record, are there other things that
you would like included?

derive self-respect from a sense that others value them for
what they have done and for who they are.®® It is no coin-
cidence that patients who feel more appreciated are less likely
to have considered euthanasia or physician-assisted sui-
cide.®" Ascribing importance to the things that the patient
holds dear acknowledges individual personhood, while at
the same time strengthening the empathic, therapeutic con-
nection between the patient, the patient’s family, and the
care provider (Table).

Hopefulness, an ability to see life as enduring or having
sustained meaning or purpose, is another subtheme of the
dignity-conserving repertoire.’”*® According to Viktor
Frankl,%? “what matters is not the meaning of life in gen-
eral, but rather the specific meaning of a person’s life at a
given moment.” For dying patients, such meaning can de-
rive from visits with loved ones, reviewing lifetime photo-
graphs or stories, bequeathing gifts to loved ones, or en-
gaging in meaning-engendering projects (such as organizing
photo albums, writing journals, or even preparing one’s own
obituary).® In each instance, these activities provide the pa-
tient with a sense that they continue to serve a vital func-
tion, and that life maintains its purpose and dignity.
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Several studies have reported that the undermining of au-
tonomy has the potential to undermine the value patients as-
cribe to life, with hopelessness and loss of control correlated
with a heightened interest in death-hastening measures.**-%
Therefore, strategies that bolster autonomy and control are
paramount to the conservation of dignity. One basic strategy
is to ensure that patients are involved in their care and treat-
ment decisions, if they wish. Dr F indicated that when Mr S
was first admitted, he was medicated because of an apparent
problem with insomnia, disruptive to the ward routine. This
resulted in him becoming more confused and agitated. In an
attempt to heighten his sense of autonomy and self-reliance,
and to facilitate a return to his normal routines, Dr F and Mr
and Mrs S decided that reducing his nighttime sedatives and
spending time outdoors would be helpful. Loss of autonomy
and control is a pervasive experience for patients with an ad-
vancing illness. Measures that return control to the patient
should be considered and instituted whenever feasible.

For some patients, the preservation of dignity can be
achieved by a connection to a spiritual or religious practice
or community (finding spiritual comfort).** Facilitating these
connections and enabling the expression of culturally held
beliefs or denominationally appropriate practices constitute
dignity-conserving care. For others, ensuring that some as-
pect of life may transcend death (ie, the generativity/legacy
subtheme) holds the key to a maintained sense of dig-
nity.*** For these patients, participating in a life project such
as making an audiotape or videotape, writing letters, keep-
ing a journal, or engaging in dignity psychotherapy (as de-
scribed below) can offer the comfort of knowing that some-
thing of their essence or personhood will survive beyond death.

Dignity Psychotherapy

MRS S: Being able to read his words will be a way of helping
me to remember him, and to think of him. I didn’t always un-
derstand him, because he was a free spirit and I was the wor-
rier. Maybe I didn’t trust God enough. I'm glad I'll have his words
to comfort me.

For many patients, the maintenance of dignity seems con-
nected to the notion that something of their essence will sur-
vive beyond the event of death itself (ie, the generativity/
legacy subtheme). The psychotherapy clinical trial in which
Mr S participated is based in part on this premise. In dig-
nity psychotherapy, patients dying of any cause and thought
to be within the last 6 months of life are asked to speak on
tape about various aspects of life they would most want per-
manently recorded and ultimately remembered. Patients are
asked a series of questions, based on the dignity model, which
focus on things that they feel are most important and that
they would most want their love one(s) to remember.
Whether or not they feel they have made an important con-
tribution in life, this intervention can engender a sense that
they will leave something of value, whether to thank loved
ones, ask for forgiveness, leave important information or in-
structions, or provide words of comfort (Box).
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Dignity psychotherapy interviews are transcribed and then
edited so that they read like well-honed narratives. The “life
manuscript” is returned to the patient, in most instances to
be left for surviving loved ones. This therapeutic process is
intended to enhance a sense of meaning and purpose for dy-
ing patients. In providing a lasting legacy for their loved ones,
patients may sense that their dignity has been duly hon-
ored and therefore enhanced.

The Social Dignity Inventory

MRS S: [The staff] have showed an interest in us and that is
very important. They have been open to my coming to them and
exploring [every] possibility. They have just been so help-
ful ... that is really appreciated. I really admire them.

DR F: If all you see when cleaning someone up is excrement,
that patient’s dignity will suffer. If, on the other hand, you can
see the whole person, that person’s dignity is more likely to stay
intact.

The social dignity inventory component of the model
points to environmental or contextual influences on the pa-
tient’s sense of dignity. Studies find that dying patients’ per-
ceptions of support are significantly related to psychologi-
cal adjustment.*>%% As such, measures that use the social
support network—involving family, friends, health care pro-
viders, other patients, spiritual practitioners, and others—
fall within the realm of dignity-conserving care. This must
be balanced by each individual’'s wish or need for maintain-
ing stricter privacy boundaries, with sensitivity toward both
personal and social boundaries (Table).

Burden to others can be a particularly difficult source of dis-
tress for patients, with some studies reporting that it is highly
associated with an interest in physician-assisted suicide and
euthanasia.”>®®* When patients perceive that their illness is
weighing heavily on their support network, or that death will
continue to inflict a burden on those who will be left behind
(ie, aftermath concerns), clinicians should encourage open,
frank discussion about these issues. Fears often can be al-
layed, and patients reassured that burdens are usually coun-
terbalanced by the privilege of others’ being able to be with
them, or look after them, in the little time they have left. Af-
termath concerns can most readily be addressed by encour-
aging patients to settle their affairs, write an advance direc-
tive, name a health care proxy, make a will, or even—should
they so wish—be involved in funeral planning.

Burden to others can be accentuated when patients per-
ceive that their personhood or net worth has been reduced
to their illness and its associated encumbrances.”®** One of
the most potent dignity-conserving strategies lies in under-
standing the notion of care tenor.”* This denotes the affec-
tive and attitudinal tone of care and, if dignity is to be main-
tained, must convey respect and an affirmation of the patient’s
continued worth. While this can sometimes be achieved by
inquiry into the things that have mattered and still matter most
to the patient (see “Dignity-Conserving Repertoire”), it is most
fundamentally based in the ability to see the patient as a whole
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person, deserving of honor and esteem. Maintaining dignity
goes beyond what one does with or to a patient, and often
resides in how one sees the patient.

CONCLUSIONS

Although dignity-conserving care should be evaluated and
validated in diverse populations, the concept of conserving
dignity in end-of-life care should become part of the pal-
liative care lexicon, and the overarching standard of care
for all patients nearing death. Such care should encompass
a broad range of interventions, based on an understanding
of the many sources of distress that may infringe on a pa-
tient’s sense of dignity. What defines dignity for each pa-
tient and his or her family is unique and should be consid-
ered by clinicians to provide the most comprehensive,
empathic end-of-life care possible. The model of dignity of-
fers a framework by which clinicians can consider this task,
enabling dying with dignity to become an explicitly tar-
geted outcome.

Dignity-conserving care comprises not only what one does
to patients, but how one sees patients. Affirmation can “re-
mind the dying of their dignity . . . [which] is precisely what
it means to comfort the dying.”>” When dying patients are
seen, and know that they are seen, as being worthy of honor
and esteem by those who care for them, dignity is more likely
to be maintained. In turn, caregivers are imbued with the
dignity rendered by their actions, better enabling them to
provide care and comfort to those nearing death.
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Other Resources

The Canadian Palliative Care Association

http://www.cpca.net/

A national Web site providing an overview of palliative care
in Canada, including access to the Norms of Practice for
Hospice Palliative Care, and the Senate of Canada’s
report, Quality End-of-Life Care: The Right of Every
Canadian

International Psycho-Oncology Society

http://www.ipos-aspboa.org/

This Web site also serves as a home to the American
Society for Psychosocial and Behavioral Oncology/AIDS
(ASPBOA); contains a variety of educational materials and
linkages, targeted at the psychosocial aspects of patient
care

Pallium

http://www.pallium.ca/

A Web-based professional community of clinicians, educa-
tors, and academicians engaged in building Canada’s pal-
liative care capacity together

Project on Death in America

http://www .soros.org/death/

Provides a broad range of resources related to palliative care,
including funding initiatives, educational materials, and
summaries of international efforts related to end-of-life
care

University of Ottawa Institute of Palliative Care

http://www.pallcare.org/
Provides access to a broad range of end-of-life educational
material, including an online education center
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