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Is It Normal for Terminally Ill Patients to Desire Death?

James Henderson Brown, M.B., F.R.C.P.E., F.R.C.P.(C), Paul Henteleff, M.D.,
Samia Barakat, M.D., F.R.C.P.(C), and Cheryl June Rowe, M.D., F.R.C.P.(C)

Among 44 terminally ill patients, the majority
(N=34) had never wished death to come early. Of
the remainder, three were or had been suicidal and
seven more had desired early death. All 10 patients
who bad desired death were found to be suffering
from clinical depressive illness. The methodologic
difficulties encountered by the authors were the lack
of 1) a brief, efficient interview schedule suitable for
debilitated patients and 2) criteria for depressive
disorder that do not depend on suicidal thoughts or
on symptoms that can also be caused by physical
disease.

(Am J Psychiatry 143:208-211, 1986)

he prevalence of depression and suicidal thinking

among terminally ill people has become an impor-
tant topic because of the growth in recent years of a
voluntary euthanasia movement, represented by orga-
nizations such as the Voluntary Euthanasia Society in
the United Kingdom and the Hemlock Society in
California. The basic assumption of this movement is
that people facing serious life problems, especially
people with painful, disfiguring, or disabling terminal
illness, should be given encouragement and assistance
in thinking of suicide as a rational solution. There is,
however, a lack of data on whether people in such
situations, in the absence of mental disorder, seriously
consider suicide or otherwise wish to die.

Because the number of suicides increases as a result of
publicity and imitative behavior (1-3), the publicty cur-
rently attracted by voluntary euthanasia may add to the
number of suicides, but it is not clear whether any of the
additional suicides will be rational. Some studies (4-7) have
provided indirect evidence that suicide is highly
on mental disorder, and four retrospective studies (8—11)
have provided direct evidence that almost all people who
complete suicide have a mental disorder at the time; a
prospective study (12) has suggested that few individuals
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with no identifiable mental illness commit suicide. Dep:
sion, however, is underdiagnosed and often inadequatel
treated (13), and although most individuals who completq
smadcamundermedlalareatthcnmcofdead\ ¢
doctors of many have failed to

deprssxve illness or have given i ua

ln Finland, Achte and Vauhkonen (15) studied 100
persons affected by cancer and found none who ex
pressed suicidal thoughts, although one man late
committed suicide. On the other hand, using th
Finnish cancer registry, Luohivuori and Hakama (16)
found that the suicide rate was 1.3 times higher among
male cancer patients and 1.9 times higher among
female cancer patients than the rate in the general
population. Farberow et al. (17), in an 8-year study o
all suicides among patients in VA hospitals, found that]
23% of 171 persons who had committed suicide had
neoplastic disease. In another retrospective study,
Farberow et al. (18) found that a group of cancer
patients who had committed suicide had fewer psycho-
social resources and showed a poorer adjustment to
their illness than a control group of cancer patients
who did not commit suicide. Silberfarb et al. (19)
found that three of 146 breast cancer patients had
suicidal thoughts, but all three were in the subgroup of
patients with recurrent illness. In none of these studies
was the relationship of suicide to major depression or
other diagnosable mental disorder investigated.

Robins et al. (9, 20), in a retrospective study of 134
persons who had completed suicide, identified only five
subjects with terminal medical illness and no accom-
panying psychiatric illness. In two of the five cases the
relatives refused to give information about the subject
and in a third the patient’s wife was unable, or
unwilling, to distinguish between her husband’s med-
ical and possible depressive symptoms.

METHODOLOGIC PROBLEMS

Suicidal thinking by itself does not jusify a diagnosis
of depression, but it is one of the criteria for depression
in the major current research and statistical dlainosll‘
schemes. For studies in which the relations
suicide to depression is the focus, it would be desu’ablc
to have a set of criteria for depression that does not
include suicide. Other criteria for depression also give

Am ] Psychiatry 143:2, February 1986




Distribution of Desire for Death Responses

Responses Prevalence (%)
0 No information 1 (0.5%)

1 No desire for early death RN ERYZ))

2 Slight; has had occasional or fleeting thoughts 60 (30%)

3 Mild; has had a desire for early death, but not always 12 (6.0%)

4 Moderate; has a genuine and consistent desire for early death 15 (7.5%)

5 Severe; has had difficulty diverting thoughts from desire to die; 1 (0.5%)
prays for death

6 Extreme; obsessed with desire to die; talks of little else; asks for 1 (0.5%)
cuthanasia; prays for death almost constantly

Chochinov HM, Wilson KG, et al. Am J Psychiatry. 1995;152:1185-91.
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Chochinov, Wilson. Canadian Journal of Psychiatry 1995
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Reasons, According to Dutch Physicians,
Why Patients Requested Euthanasia/PAS

e Loss of Dignity -57%
e Pain -49%
e Unworthy Dying - 49%
e Being Dependent - 33%
e Tiredness of Life -23%
e Pain Alone -5%

Van der Maas Lancet 1991



Distribution of Sense of Dignity Responses

Responses Prevalence

0 No sense of lost dignity 114 (53%)

1 Minimal sense of lost dignity Ry

2 Mild; sense of lost dignity occasionally; 19 (9%)
regarded as minor problem

3 Moderate sense of lost dignity; regards 11 (5%)
as significant problem

4 Strong; feels clear sense of lost dignity 5 (2%)
most of time

5 Severe; clear sense of lost dignity almost 0 (0%)
always present

6 Extreme; sense of lost dignity virtually 0 (0%)
constant

Chochinov et al. Lancet. 1999;354:816-9



Intact versus Fracture Sense of Dignity

Desire for death (p < 0.0014)

Loss of will to live (p <0.013)
Depression (p < 0.0084)

Hopelessness (p < 0.020)

* Anxiety (p < 0.003)

Chochinov et al. Lancet. 1999;354:816-9



/T + Intact versus Fracture Sense of Dignity

*Pain (p < 0.048)

*Difficulty with bowel
functioning (p < 0.026)

*Physical appearance (p < 0.002)

Chochinov et al. Lancet. 1999;354:8169



,v ¢« Intact versus Fracture Sense of Dignity

* Bathing (OR =8.45 [1.50 to
47.70]; p < 0.016)

*Dressing (OR =2.79 [0.95 -
8.15]; p < 0.061)

*|ncontinence (OR =3.47
[1.27 - 9.51]; p < 0.016)

Chochinov et al. Lancet. 1999;354:816-9
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THE ART OF ONCOLOGY:
‘When the Tumor Is Not the Target

Dignity and the Eye of the Beholder

Harvey Max Chochinav

Mr. | was a 67-year-old man with an end-
stage gastrointestinal malignancy. Having
decided he no longer wished to go on living,
he had gone on a hunger strike, precipitating
an admission to an inpatient tertiary pallia-
tive care unit. He reported that, aside from
some minor discomforts, his symptom
management was quite reasonable. Psychi-
atric consultation was initiated to determine
if depression might be a factor influencing
his wish to die. While he was not overtly
suicidal, and in fact seemed ambivalent
about his wish to die, he did state, “if | were
in a European country where I could ‘press
the button now,’ 1 would.” After careful eval-
uation, it was determined that rather than de-
pression, the driving force behind his desire
for death was a sense that life no longer held
purpose, meaning, nor hope. While he spoke
of a lingering wish to participate in various life
activities, he bemoaned the fact that his body
was simply too weak and too ill to allow him to
do so. That being the case, he expressed the
conviction that living had become redundant,
his life had no worth, and there was little rea-
son for him to carry on.

How can we offer comfort to patients
whose distress is primarily in the realm of
the existential, or beyond the reach of an
easily administered psychopharmaceutical
or analgesic drug? While these matters are
often deferred to the expertise of pastoral
care professionals, there is a growing move-
ment—particularly in reference to dying
patients—for physicians to expand their
caring with attentiveness to psychosocial,
existential, or spiritual suffering.'” In the
absence of a dinical depression or formal

139.125.108.

psychiatric disorder, the paucity of thera-
peutic options or formatted approaches can
leave oncology practitioners at somewhat of
a loss. There may be aspects of despair to-
ward the end of life that may be inherent to
the dying process itself. If such distress is not
primarily an aberration of neurochemistry,
but rather reflects a paucity of hope, mean-
ing, and self worth, what can be done to
safeguard or enhance those life-sustaining
attributes? And if loss of meaning, hope, and
self-worth are the essence of such despair,
what implications does this have for pallia-
tive care providers?

The expression of a desire for death, or of a
loss of will to live, is often misconstrued as
being synonymous with a request for eutha-
nasia or assisted suicide. There is good evi-
dence, however, that in the context of ad-
vanced illness, desire for death can be
thought of along a continuum. At its most
extreme, desire for death is synonymous
with suicidal intent and preoccupation with
the wish to die. Far more common, however,
are the many patients who, over the course
of their cancer illness, experience occasional
and fleeting thoughts that not awakening to
another day might offer the kind of escape
and comfort they perceive life can no longer
provide.** People tire of pain, disability,
changing roles, mounting losses, and
fewer prospects for remediation. In the
face of depression, poor symptom control,
and lack of appropriate supports, these
thoughts can become overwhelming.
Conversely, in response to appropriate
palliation and the rallying of a community

Information dowrnioaded ¥om joo ascopubs org an‘dggvowded by CancerCare Manitoba Library on June 19, 2007 ¥om
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Dignity and the essence of medicine: the A, B, C,
and D of dignity conserving care

Kindness, humanity, and respect—the core values of medical professionalism—are too often being
overlooked inthe time pressured culture of modern health care, says Harvey Chochinov, and the
A, B, C, and D of dignity conserving care can reinstate them

The late Anatole Broyard, essayist and former editor
of the New York Times Book Review, wrote eloquently
about the psychological and spiritual challenges of
facing metastatic prostate cancer. “To the typical
physician,” he wrote, “my illness is a routine incident
in his rounds while for me it’s the crisis of my life.
I would feel better if I had a doctor who at least
perceived this incongruity... I just wish he would...
give me his whole mind just once, be bonded with
me for a brief space, survey my soul as well as my
flesh, to get at my illness, for each man is ill in his
own way."

Broyard’s words underscore the costs and hazards
of becoming a patient. The word “patient” comes
from the Latin patiens, meaning to endure, bear, or
suffer, and refers to an acquired vulnerability and
dependency imposed by changing health circum-
stances. Relinquishing autonomy is no small matter
and can exact considerable costs.” These costs are
sometimes relatively minor—for example, accepting
clinic schedules or hospital routines. At other times,
the costs seem incompatible with life itself. When
patients experience a radical unsettling of their
conventional sense of self' and a disintegration of
personhood,* suffering knows few bounds. To feel
sick is one thing, but to feel that who we are is being
threatened or undermined—that we are no longer the
person we once were—can cause despair affecting
body, mind, and soul. How do healthcare providers
influence the experience of patienthood, and what
happens when this frame of reference dominates how
they view people seeking their care?

Dignity and patienthood

Answering these questions begins with an examination
of the relationship between patienthood and notions
of dignity. Although the literature on dignity is sparse,
it shows that “how patients perceive themselves to be
seen” is a powerful mediator of their dignity.*® In a
study of patients with end stage cancer, perceptions
of dignity were most strongly associated with “feeling
a burden to others” and “sense of being treated with
respect.” As such, the more that healthcare providers
are able to affimn the patient’s value—that is, seeing the
person they are or were, rather than just the illness
they have—the more likely that the patent’s sense of
dignity will be upheld. This finding, and the intimate
connection between care provider’ affirmation and

184
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patient’s self perception, underscores the basis of
dignity conserving care.*

Yet, many healthcare providers are reticent to
claim this particular aspect of care, which is variously
referred to as spiritual care, whole person care,
psychosocial care, or dignity conserving care,*"
This reluctance is often framed in terms of lack of
expertise or concern about how much time this might
consume. Yet, when personhood is not affirmed,
patients are more likely to feel they are not being
treated with dignity and respect.’ Not being treated
with dignity and respect can undermine a sense of
value or worth.® Patients who feel that life no longer
has worth, meaning, or purpcee are more likely to feel
they have become a burden to others, and patients
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Dignity Model Questions
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Dignity Model Questions

8 not having a meaning spiritual life 73.7%

9 no longer feeling who you were 74.4%

10 not being able to mentally fight 74.5%

11 not being able to continue with usual 74.9%
routines

12 feeling life no longer has meaning or 75.1%
purpose

13 not being able to think clearly 77.3%

14 not being able to carry out important | 78.5%
roles

15 tasks of daily living 79.6%

Chochinov HM, Krisjanson L], Hack TF, Hassard T, McClement S, Harlos M. Dignity in

the terminally ill: revisited. J Palliat Med. 2006;9:666-72.
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Dignity Model Questions

17

not feeling worthwhile or valued

81.4%

18

bodily functions

82.9%

19

not feeling you made a meaning or
lasting contribution

83.3%

20 | feeling you don't have control over your | 83.7%
life

21 feeling a burden to others 87.1%

22 not being treated with respect or 87.1%

understanding
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Prevalence of Distress in the Terminally Il

PDI Item % with problem e
Not able to continue usual routines 51.4
Physically distressing symptoms 47.8
Not able to carry out important roles 37.5
Feeling no longer who I was 36.4
Not able to perform tasks of daily living 30.4
Feeling of not having control 29.2
Feeling uncertain 26.9
Not able to attend to bodily functions 26.5
Feeling anxious 24.5
Feeling of reduced privacy 24.5
Feeling a burden to others LN
Feeling how you look has changed 22.5




Prevalence of Distress in the Terminally Il
Feeling depressed 22.5
Worried about future 20.9
Not being able to think clearly 20.2
Feeling of unfinished business 19.4
Feeling life no longer has meaning or purpose 17.4
Not feeling worthwhile of valued 17.0
Feeling have not made meaningful contribution 11.9
Not feeling able to mentally fight illness 11.9
Not being able to accept things as they are 11.5
Concerns regarding spiritual life 6.3
Not being treated with respect 2.8
Not feeling supported by health care providers 2.0
Not feeling supported by friends or family 1.6




The Patient Dignity Inventory: applications in the
oncology setting

Harvey Max Chochinov 1, Susan E McClement, Thomas F Hack, Nancy A McKeen,
Amanda M Rach, Pierre Gagnon, Shane Sinclair, Jill Taylor-Brown
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PMID: 22946576 DOI: 10.1089/jpm.2012.0066

Abstract

Background: The Patient Dignity Inventory (PDI) is a novel 25-item psychometric instrument,
designed to identify multiple sources of distress (physical, functional, psychosocial,
existential, and spiritual) commonly seen in patients who are terminally ill. It was also designed
to help guide psychosocial clinicians in their work with patients. While its validity and reliability
have been studied within the context of palliative care, its utility in clinical settings has not as
yet been examined.

Purpose: The purpose of this study was to determine how psychosocial oncology
professionals would use the PDI with within their practice and what utility it might have across
the broad spectrum of cancer.

Methods: Between October 2008 and January 2009, psychosocial oncology clinicians from
across Canada were invited to use the PDI to determine their impressions of this approach in
identifying distress and informing their practice.

Results: Ninety participants used the PDI and submitted a total of 429 feedback
questionnaires detailing their experience with individual patients. In 76% of instances, the PDI
revealed one or more previously unreported concerns; in 81% of instances, clinicians reported
that the PDI facilitated their work. While it was used in a wide range of circumstances,
clinicians were more inclined to apply the PDI to patients engaged in active treatment or
palliation, rather than those in remission, having recently relapsed, or newly diagnosed.
Besides its utility in identifying distress, the PDI enabled clinicians to provide more targeted
therapeutic responses to areas of patient concern.

Conclusions: While this study suggests various clinical applications of the PDI, it also
provides an ideal forerunner for research that will directly engage patients living with cancer.




The Patient Dignity Question (PDQ)

What should I know about you as
a person to help me take the best
care of you that I can?




WHAT DO | NEED TO KNOW
ABOUT YOU AS A PERSON";.:

| am precise DEFINING DIGNITY AT END OF LIFE:
ONE QUESTION TO ASK HOSPICE
) 2 e
In my care of things e

by Lizzy Miles
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Patient: 82 women with colorectal cancer

Mrs. F. says that because of the residential
school, she always had a hard time trusting
people. She in fact moved 82 times so as not to
let anyone get too close to her. While this has
gotten better over time, she still struggles with
being able to trust people. She wants to, but it
is hard for her. She sometimes worries that she
won'’ t be told the whole truth, or that people
will see her as not being deserving of the whole
truth. She appreciates people being friendly
towards her, but is frightened of authority
figures. ‘Authority scares me, but I' m not as
bad as I used to be’.




Patient and Family Response to PDQ

Patient/Family Number of PDQs Percentage

Perception
The PDQ accurate 121 97%

Permission to place on 124 99%

chart
Wanted a copy 95 76%

Information Important 93%
for HCP
Could affect my care 81%

Would recommend it for 99%
others




Effect of PDQ on

Health Care
Provider

Learn something
new from PDQ

Was emotionally
affected by PDQ

PDQ influenced
attitude

PDQ influenced
care

PDQ influence
respect

PDQ influenced
empathy

PDQ affected
connectedness

Effect of PDQ on Health Care Provider

Not Influenced

24 (8.3%)
40 (13.7%)
56 (19.3%)
75 (26.6%)
52 (18.3%)
37 (13.2%)

29 (10.4%)

Neutral

4 (1.4%)

66 (23.0%)
73 (25.2%)
82 (29.1%)
96 (33.8%)
78 (27.9%)

74 (26.5%)

Influenced

262 (90%)
187 (63.8%)
161 (55.5%)
125 (44.3%)
136 (47.9%)
165 (58.9%)

176 (63.1%)




PDQ Feedback Means Table

The PDQ
summary
was

Care Setting accurate?

Mean

Intensive N
Care Std.

Deviation

summary will

Completing

information = healthcare

patients or  experience

Terri wants the healthcare team
to know that her mother is not
any ordinary patient but is a very
special woman. “Since my
mother was admitted, | have
been struggling to find a way to
share my mother’s story with the
staff, but my heart is so happy
that this PDQ will now allow me
to do so. | hope the staff read my
mother’s story and appreciate
the life she lived”.



DEFINING DIGNITY AT END OF LIFE:
ONE QUESTION TO ASK HOSPICE
PATIENTS

by Lizzy Miles
"happy-go-lucky”
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Chochinov et al. (2013), Health care provider communication: An empirical model of therapeutic effectiveness. Cancer. doi: 10.1002/cncr.27949




Participant Characteristics

Profession Percent Therapeutic
S ocC | 3 L WO rk 6 4 Effectiveness
Medicine 11
Psychology 3 Y
Spiritual Care
Nursing @ ozt s

Educate, inform

coping

Other healthcare S

nuine & authentic
stworthy

Experience

@) PERSONAL GROWTH & SELF-CARE

Maint: anced life

Sit with” client emotional distress
Avoid urge to h fix

L] - ’ e
Years in Profession .
L]
Ye a r'S | n O n C 0 lo g y Chochinov et al. (2013), Health care provider communication: An empirical model of therapeutic effectiveness. Cancer. doi: 10.1002/cncr.27949




Results

Model of

Therapeutic

Effectiveness

49 primary codes/themes

8 validation workshops held across
Canada

83% said it would enhance their
ability to understand patient
psychosocial distress (PSD)

95% said it would enhance their
ability to teach how to address PSD

Chochinov et al. (2013), Health care provider communication: An empirical model of therapeutic effectiveness. Cancer. doi: 10.1002/cncr.27949







Model of

Therapeutic
Effectiveness

OPTIMAL THERAPEUTIC POTENTIAL

By skillfully combining elements contained within
each of the domains, clinicians are able to achieve
optimal therapeutic effectiveness

t emoti

g THERAPEUTIC HUMILITY

S~ PERSONAL GROWTH & SELF-CARE

M.

Chochinov et al. (2013), Health care provider communication: An empirical model of therapeutic effectiveness. Cancer. doi: 10.1002/cncr.27949

Therapeutic Approaches
Therapeutic Pacing

Creating a Safe Space
Therapeutic Presence

Personal Growth and Self Care

Therapeutic Humility



Model of

Therapeutic
Effectiveness

OPTIMAL THERAPEUTIC POTENTIAL

By skillfully combining elements contained within
each of the domains, clinicians are able to achieve
optimal therapeutic effectiveness

. THERAPEUTIC APPROACHES

Do not mot

g THERAPEUTIC HUMILITY

Chochinov et al. (2013), Health care provider communication: An empirical model of therapeutic effectiveness. Cancer. doi: 10.1002/cncr.27949

Therapeutic Approaches

Therapeutic Pacing
Creating a Safe Space

Therapeutic Presence
Personal Growth and Self Care

Therapeutic Humility
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The Platinum Rule:
A New Standard for Person-Centered Care

Harvey Max Chochinov, OC, PhD, MD, FRCPC'?

Abstract

How decisions are made and patients cared for are often guided by the Golden Rule, which would have us treat
patients as we would want to be treated in similar circumstances. But when patients’ lived experiences and
outlooks deviate substantively from our own, we stop being a reliable barometer of their needs, values, and
goals. Inaccurate perceptions of their suffering and our personal biases may lead to distorted compassion,
marked by an attitude of pity and therapeutic nihilism. In those instances, The Platinum Rule, which would have
us consider doing unto patients as they would want done unto themselves, may be a more appropriate standard
for achieving optimal person-centered care. This means knowing who patients are as persons, hence guiding
treatment decisions and shaping a tone of care based on compassion and respect.

Keywords: bias; distorted compassion; patient autonomy; advance care planning; patient values; therapeutic
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ERT WAS a kind 74-year-old happily married gentleman

and father of five children. He had smoked cigarettes for a
few decades, but had quit years ago, yet had presented with a
cancer in his mouth. He underwent a large surgery that left him
hoarse and disfigured. He was unable to swallow and depended
on a gastrostomy tube for his feedings. Chemotherapy and
radiation took their turns in causing more difficulties with
nausea and some painful radiation effects.

Eventually the cancer recurred. More chemotherapy did not
affect the tumor, and radiation was given with palliative intent.
He began to have more pain, and at that point, one of his on-
cologists sat down with him and his wife and told them that he
likely had little time to live, that his tumor was most likely going
to progress quickly, and that his last days would become much
more difficult, with increasing pain. The oncologist suggested
that he might consider Medical Assistance in Dying (MAiD),
to avoid what was sure to be a time of significant suffering.

Bert and his wife were a religious couple who had relied
on prayer and the community around them to get them
through over the years. They could not agree to MAID. It was

just not on their list of potential options. When he met with
the palliative care consultant, he was having increasing
pain, which was felt to have a large neuropathic component.
A mix of gabapentin and small doses of methadone helped
to reduce his pain to a very manageable level. The addition
of immunotherapy by another oncologist resulted in a sur-
prisingly good outcome, and now six months later, although
still depending on gastrostomy feedings, he is frequently
out in the garden, watering and weeding, and hoping to take
part in harvest. He recently indicated his quality of life was
excellent (C. Woelk, pers. comm.).

The Golden Rule—do unto others as you would have them
do unto you—conveys deep wisdom, which can be found in
some form in many religious and ethical traditions. In med-
icine this means treating patients and families the way we
would want to be treated or would want our loved ones to
be treated in similar circumstances. The Golden Rule is based
on the idea of reciprocity and being able to see ourselves in
others. If  were that patient, how would I want to be treated?
What if this was my spouse, my child, my parent or sibling,

Depanmem of Psychiatry, University of Manitoba, Winnipeg,

Canada.

*CancerCare Manitoba Research Institute, Winnipeg, Manitoba, Canada.
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From: Robert Twycross [robttwy@gmail.com] %
Sent: Sunday, April 03, 2022 4:11 AM - Az

To: Harvey Chochinov
Subject: [EXTERNAL] Platinum Rule and personal bias

Dear Harvey

Thank you for putting 1t so clearly. I am most grateful to you...
Keep up the good work.

Warm regards
Robert







Limitations of Golden Rule

* Imposes an external standard
* May lead to therapeutic nihilism

* May lead to advice based on
avoiding a future that the care
provider would find untenable

* May lead to discordance
regarding goals of care




The Platinum Rule

Do unto patients as they
would want done unto
themselves



Merits of The Platinum Rule

* Always considers patient perspective A 'Y
* Helps us recognized and confront Bt S 3
personal biases B
* Important standard for substitute s itk
o o S : Y= wé“:’—_.'
decision maker # B
* Raises the bar of Person-Centered Care 2, = ¢













Harvey.chochinov@cancercare.mb.ca

#dignityincare2?2
Twitter: @HMChochinov

LinkedIn: Harvey Max Chochinov

Dignity IN CARE

DignityinCare.ca

VirtualHospice.ca


mailto:Harvey.chochinov@cancercare.mb.ca




