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Welcome and Reminders

- For comments, please use the chat function
- For questions, please use the Q&A function, these guestions will be
addressed at the end of the session

- This session Is being recorded—this recording and slide deck will
be emalled to registrants within the next week.







The Platinum Rule

All that glitters 1s not gold

Harvey Max Chochinov OC OM MD PhD FRCPC FRSC FCAHS
Distinguished Professor of Psychiatry, University of Manitoba
) Senior Scientist, CancerCare Manitoba Research Institute




BECOMES
THEM

THE 'DUTCH

ARE CHOOSING
EUTHANASIA
IFTHEY'RE
TIRED OF LIVING.
OTHERS MAY
-SOON FOLLOW




Distribution of Sense of Dignity Responses
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Responses
0 No sense of lost dignity
1 Minimal sense of lost dignity

2 Mild; sense of lost dignity occasionally;
regarded as minor problem

3 Moderate sense of lost dignity; regards
as significant problem

4 Strong; feels clear sense of lost dignity
most of time

5 Severe; clear sense of lost dignity almost
always present

6 Extreme; sense of lost dignity virtually
constant

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

Prevalence
114 (53%)
64 (30%)
19 (9%)

11 (5%)
5 (2%)
0 (0%)

0 (0%)




/T' ¢ Intact versus Fracture Sense of Dignity
»

* Desire for death (p <0.0014)
e 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




Intact versus Fracture Sense of Dignity
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ane e Difficulty with bowel functioning

* Physical appearance (p < 0.002)

Chochinov et al. Lancet. 1999;354:8169
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Dignity and the Eye of the Beholder

Harvey Max Chochimov
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of a lingering wish to participate in various life ver, that in the context of ad-
activities, he bemoaned the fact that his body illness, desire for death can be
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Dignity-Conserving Care—
A New Model for Palliative Care
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Helping the Patient Feel Valued

Max Chorhinov, MT), PhII, TR
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ar-old man with primary fang cancer disg-
7, brain, and
B \‘Elll[‘ﬂl) SEVETE Wos kness

becavse ¢f uople
ke courze of antbtotics for poeu-
include shortness of breath,

v Sisa thovghalol Am.l.ﬂiu.n_l.i
od and was later wouled

5 l\ and joLJur, Aleo
ics Annymat 15; be has been sober ever sinee. He and hls
e deseribs s closs, t‘wtngrcl.nommp They do vot have
ld--—u 5 aveT thtvcan “none
thy as a bues driver,
that e and his
nginusudy

sician. Ty Fowere interaewed b tticde by the suthor.

PERSPECTIVES
MR Sz Digmiry s @ state of the sonl. Dignity 1s the senge of peace
thar passes all understanding. | am sure that there is something
h Nerne. As a marter af facr, § delleve the canse
Now what the big pian &, ne
hat, but Tam sioe it is uvndﬂf:u

intie hospital
¢ ave been helping us as maci as

) may a
thitig in the end. Ir ends up being what vou see as dignicy for

imecscn Madical Assoaatica. All Aghe: recerved

Porwnbenial fi w

BY
N

Pallium Canada

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 conslderations 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. Dignlty-conserving care offers an approach that
clinicians can use to explicitly target the maintenance of
dignity as a therapeutic objective and es a principle of
bedside care for patients nearing death.
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Dignity Therapy: A Novel Psychotherapeutic
Intervention for Patients Near the End of Life
Harvey Max Chochinoy, Thomas Hack, Thomas Hiassand, Limda | Knistianso m Micilement
and Mike Harlos
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RESEARCH ARTICLE Open Access

Care of the human spirit and the role of dignity
therapy: a systematic review of dignity
therapy research

Geonge Fitchett, Linds Emanuel™, Geonge Handan”, Lare Boyken” and Diana | Wilkie®

Abstract
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ARTICIE REVIEW
Effects of digni
patients: a systematic review?*

Efeitos da terapia da dignidade para pacientes em fase final de vida: revisdo sistemitica
Efectos de la terapia dignidad para pacientes en fase final de vida: revisién sistemitica
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Effectiveness of dignity therapy for patients with
advanced cancer: A systematic review and meta- ke
analysis of 10 randomized controlled trials

PMID: 31808577 DOI: 10.1002/da. 22980

Background: Dignity is a vitally important aspect of the lives of advanced cancer patients.

» Depress Anxiety. 2020 Mar;37(3):234-246. doi: 10.1002/da.22980. ) Do oo,
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Patients: A Literature Review

Pearl Ed Cuevas, PhD' @, Patricia Davidson, PhD, MEd®,
Joylyn Mejilla, MAM, RN, and Tamar Rodney, PhD*
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‘Dignity therapy’, a promising intervention
in palliative care: A comprehensive
systematic literature review
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Effects of dignity therapy on dignity, psychological
well-being, and quality of life among palliative care
cancer patients: A systematic review and meta-
analysis

Jinnan Xiao T, Ka Ming Chow ', Yunhong Liu ', Carmen W H Chan *
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PMID: 31243850 DOI: 10.1002/pon.5162

Abstract

Objectives: The review aims to identify available evidence related to the effects of dignity
therapy on dignity, psycholegical well-being, and quality of life (QoL) among patients with
cancer under palliative care.

Methods: Thirteen electronic databases were searched for published articles in English or
Chinese from inception to May 2018, ical rigour was through the Joanm:
Briggs Institute {JBI) checklist for randomised contrelled trials and quasi-experimental
studies. Sufficient data from four trials were statistically pooled with Review Manager;
otherwise, a narrative summary was used.

Results: Ten articles describing eight studies met the selection criteria and were included in
the review. None of the studies met all JBI checklist criteria. Meta-analysis results revealed
that dignity therapy significantly improved dignity-related distress in existential distress
domain (mean differences [MD]: -0.26, 95% CI, -0.50 to -0.02, .03) and social support
demain (MD: -0.23, 95% CI, -0.39 to -0.07, .004), but nensignificant improved depression an
anxiety. Narrative summaries indicated that dignity therapy exerted positive effects on
patients’ dignity, psychological well-being, and Qol.

Conclusions: Dignity therapy is a promising approach to improve psychological wall-being
amang patients with cancer under palliative care. However, the effects of dignity therapy on
dignity and QoL are inconsistent. Further extensive studies should measure the impact of
dignity therapy through gualitative and quantitative approaches to establish outcomes in
psychalagical well-being. Studies with sensitivity to the cultural context within which dignity
therapy applied should be conducted to explore its effects on patients with cancer at the
warly stages of illness trajectory.

Keywords: cancer; dignity model; dignity therapy; oncelogy; palliative care; guality of life;
systematic review.
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Efectos de la Terapia Dignidad Para Pacientes en Fase Final de Vida: Revision Sistematica

Suzana Cristina Teixeira Donato  Jéssica Yumi Matuoka Camila Cristdfero Yamashita Marina de Goes Salvetti

ABOUT THE AUTHORS

Abstract

OBJECTIVE

Analyzing the evidence of the effects of dignity therapy enterminally il patients.
METHOD

A Systematic review of the lterature conducted using the search strategy In six databases. Inclusion criteria were primary studies,
axcluding lierature reviews (systemaltic or net) and conceplual articlas.

RESULTS

Ten articles were analyzed regarding method, results and evidence level. Dignity therapy improved the sense of meaning andpurpose, will
to live, ulility, quality of life, dignity and family appreciationin studies with a higher level of evidence. The effects are not well established In
redation to depression, anxiety, spirituality and physical symptoms.

CONCLUSION

Stwdies with a moderate to high level of evidence have shown increased sense of dignity, will 1o live and sense of purpese. Further studies
should be developed to increase knowledge about dignity therapy.

Descriptors
Palliative Care; Terminally |Il; Psychotherapy, Brief,Quality of Life, Holistic Nursing; Review
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End-of-life conversations may be helpful
to patients and families

By Lola Butcher

Simple rice.
Simple life.

DAINTY

Ol comment @ Gtauce (B Share

In the mid-1990s, psychiatrist Harvey Max Chochinov and his

were i ion and anxiety in patients
approaching the end of their lives when they became curious about this
question: Why do some dying people wish for death and contemplate
suicide while others, burdened with similar symptoms, experience
serenity and a will to live right up to their last days?

In the next decade, Chochinov’s team at the University of Manitoba in
Canada developed a therapy designed to reduce depression, desire for
death and suicidal thoughts at the end of life. Dignity therapy, as it is
called, involves a guided conversation with a trained therapist to allow
dying people to speak about the things that matter most to them.

“Itis a conversation that we invite people into, to allow them to say the
things they would want said before they are no longer in a position to be MOSTREAD, HEALVH 3
able to say it themselves,” Chochinov says.

[Doctors learn how to talk to patients about dying]

Dignity therapy is little known to the general public but it has captivated
end-of-life researchers around the world. Studies have yet to pin down
what benefits it confers, but research keeps confirming one thing:
Patients, families and clinicians love it. Yound en; gune anid e
1 prefrontal cortex
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in his rounds while for me it’s the crisis of my life. s
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 isill in his
awn way.™

Broyard’s words underscare 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 ciroum-
stances. Relinguishing autonomy is no small matier
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
conventicnal 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 healtheare providers
influence the experience of patienthood, and what
happens when this frame of reference dominates how
they view people seeking their care?

Dignity and patlenthood

Answering these questions begins with an examination
of the relatonship between patienthood and notions
of dignity. Although the literamre on dignity is sparse,
it shows that “*how patients perceive themselves to be
seen” is a powerful mediator of their digniy.*®Ina
study of patients with end stage cancer, perce ptions
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 prcw:derk affirmation and
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peychosocial 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 whao feel that life no longer
has warth, meaning, or purpese are more likely to feel
they have become a burden to others, and patients
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The Patient Dignity Question (PDQ)

Whatshouldlknow DEFINING DIGNITY AT END OF LIFE:
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Patient and Family Response to PDQ

Patient/Family Number of PDQs Percentage
Perception

Permission to place on 99%
chart

Wanted a copy 76%

Could affect my care 81%

Would recommend it for 99%

others

Information Important 93%
for HCP




Effect of PDQ
on Health Care
Provider

Effect of PDQ on Health Care Provider

Not Influenced

Neutral

Influenced

Learn something
new from PDQ

24 (8.3%)

4 (1.4%)

262 (90%)

Was emotionally
affected by PDQ

40 (13.7%)

66 (23.0%)

187 (63.8%)

PDQ influenced
attitude

56 (19.3%)

73 (25.2%)

161 (55.5%)

PDQ influenced
care

75 (26.6%)

82 (29.1%)

125 (44.3%)

PDQ influence
respect

52 (18.3%)

96 (33.8%)

136 (47.9%)

PDQ influenced
empathy

37 (13.2%)

78 (27.9%)

165 (58.9%)

PDQ affected
connectedness

29 (10.4%)

74 (26.5%)

176 (63.1%)




PDQ Feedback Means Table Terri wants the healthcare

The PDQ The PDQ

summary  summen/ il Gompiting team to know that her mother

important way your should be the PDQ . . .
The PDQ  inf i health ffered t
il o9l IS not any ordinary patient but
was healthcare cares for patients or  experience

L TS LT S g Very special woman.
G S ARl oincc my mother was
e 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”.
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Limitations of Golden Rule

* Imposes an external standard .
* May lead to therapeutic ,
nihilism

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

* May lead to discordance
regarding goals of care
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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

nihilism

B 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 I were thar patient, how would I want to be treated?
What if this was my spouse, my child, my parent or sibling,

1]:.'n:]:».‘arr.memt of Psychiatry, University of Manitoba, Winnipeg, Manitoba, Canada.
“CancerCare Maniioba Research Institute, ‘Winnipeg, Manitoba, Canada.

@ Harvey Max Chochinov 2022; Published by Mary Ann Liebert, Inc. This Open Access article is distributed under the terms of the
Creative Commons License (CC-BY) (httpi//creativecommons.org/licenses/by/4.0), which permits unrestricted use, distribution, and re-
production in any medium, provided the original work is properly credited.
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Gold or Platinum?
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Nancy Robertson, DNP
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‘She was a strikingly beautiiul woman. She bved Ifle fully, Juggling her catering business with raising her kids, being  partner 1o her doting husband, and occasionaly doing a favor for

friends and serving as a model for the restaurant business. Life was good, Unti the dentist found a lump. Cancer, a terrtying diagnosis for al, sent everyone into immediate, must be
‘done now, surgical Interventions. Removing the cancer was the focus as the medical tearm ran full steam ahead with saving her ffe. Complications prolonged her hospial course which
Iasted 6 weeks, 3 of them in the ICU.

By the time | et her in the outpatient palliative care clnic, she was 10 konger the woman she used 1o be. Her mouth was disfigured and without normal function. She was reliant on
feoding tube for hydration. While she 8uids through a straw, the fuids more often than not dripped out the side of her mouth, down her chin, and
‘onto her ever-stained shit. She would never again be abie 10 kiss her husband fully, mouth °l love you” to her kids, or smile her once pholographic smile.

‘While the pain began in her mouth, it graduall took over her entire being. i 9ot s 50 far in Visits were spent time
and again sitting in the despai of 1 al. Even in a world that embraced masks, she woukl no longer go out. An extravert locked Inside, connecting only with the number of famity that can
be counted on one hand.

My thoughts wondered back 10 those beginning medical discussions. Did we, her healihcare team, counsel her on treatments through the lens of the Goiden Rule? And in doing 0 miss.
the whole essence of who she was? What if the Piatinum Would

Read Or.

Chochinov, H. M. (2022). The Platinum Rule: A New Standard for Person-Centered Care. Joumal of Pailiative Medicine
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Caregivers should overcome unconscious bias

e patients cared for are often guickes by the Galden Rule: Treat patients
But when patisnts’ [

valuss, and goals. writes Dr Harvey Max Chochinow in the Journal of Palliative Mediicine.

In hi I titied The, Plafinum Fade: A Nerw:
Chochinoy writss, 50 long as the patients valuss and priorities align with our cwn. we can infr their
needs based on how we would want to be treatad in their situation, not so whan our worldview

andl ived experience deviates from theirs

Unconseious bias can v atient i afacting our behaviour
intsractions. and decision making. Rather than fesling that they have been heard, distorted
compassion can result in patients . andi furt sdf atthe
wery hands of thoss who are meant to help

Dr Chochi ot al patient should . especially when they ars criven by rihilstic self-
i want anyfing), or ihat exceed any abjective reality || want everyihing) Even then. i is
important ta undersiand their wishes. and what approaches might provide them with ppimal comfort and reassurance

Fvad the Editorial by Or Harvey Chachinow prbiished in Jounal of Palliative Medicing: ‘The Platinum fule: A New Standard far Persan- Centres!
Care
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From: Robert Twycross [robttwy@gmail.com]

Sent: Sunday, April 03, 2022 4:11 AM

To: Harvey Chochinov

Subject: [EXTERNAL] Platinum Rule and personal bias

Dear Harvey

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

Warm regards

Robert
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Abstract

The core competency of patient-centered care (PCC) states that for positive patient out-
comes, the provider must respect the patient’s views and recognize their experiences. The
Athletic Training Strategic Alliance Research Agenda Task Force identified a profession-
wide belief that examining the extent to which athletic trainers (ATs) provide PCC in their
clinical practice would benefit the profession. To first address this line of inquiry, we must
study the subjectivity of how ATs view PCC. This study used Q methodology whichis a
research design that collects data from participants from a quantitative and qualitative per-
spective. A total of 115 (males = 62, females =53, age = 37+10y, experience = 1310 y)
ATs dispersed between 11 job settings volunteered for this study. Participants were asked
to pre-sort (agree, disagree, neutral) 36 validated statements representing the 8 dimensions
of PCC, then completed a Q-sort where they dragged-and-dropped the pre-sorted state-
ments based on perceived importance in providing PCC. The Q-sorts were analyzed using
QMethod software. A principal component analysis was used to identify statement rankings
and factors. Factors were determined by an Eigenvalue > 1 and analyzed using a scree plot.
The 6 highest selected statements per factor were assessed to create the distinguishing
viewpoints. Two distinguishing viewpoints emerged from the factor analysis of the Q-sorts:
1) the interpersonal connection that valued teamwork, open communication, and respectful
care with varied populations; 2) the holistic gatekeeper that valued personal promation for
activities of daily living, self-care, and quality of life. Overall, ATs value patient's preferences
and respect. However, a lack of importance was identified for incorporating the disablement
model which is a core competency and adopted framework by the athletic training
profession.

Introduction

The Institute for Healthcare Improvement created the Triple Aim for Healthcare which is a set
of linked missions with the intent to raise the standards of the United States healthcare system.

PLOS ONE | https://doi.org/10.1371/journal.pone 0274577 September 14, 2022
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“Just as medicine has evolved, the Golden
Rule of “do unto others as you would have
them do unto you” has slowly been
phased out and been replaced by the
newer “Platinum Rule,” which states “treat
people the way they want to be treated,
rather than how you would want to be
treated”. As a much needed upgrade of an
outdated cultural principle, the Platinum
Rule fits the definition of PCC seamlessly
and directly incorporates the dimension of
patient preferences into patient-provider
Interactions. The findings from our study
and recent literature on the Platinum Rule
suggest a positive alternative in PCC that
needs further exploration in different
healthcare settings.”

Wilson CJ, Eberman LE, Redinger AS, et al. (2022) Athletic trainers’ viewpoints of patient-centered care:
Preliminary findings. PLoS ONE 17(9): e0274577.




The Platinum Rule

Do unto patients as they would
want done unto themselves
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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

nihilism

B ERT WS 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 alarge 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 mrns 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 w g, and hoping to take
part in harvest. He recently indicated his quality of life was
excellent (C. Woelk, pers. comm.).

The Golden Rule—do unte others as you would have them
do unto you—oonveys 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 I'were that patient, how would I'want to be treated?
What if this was my spouse, my child, my parent or sibling,

:[kpmmem of Psychiairy, Univ of Manitoba, Winnipeg, Manitoba, Canada.
“CancerCare Manitoba Research Instimte, Winnipeg, Manitoba, Canada.
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Merits of The Platinum Rule

. Always considers patient ; £
perspective |

» Helps us recognized and confront e :
personal biases 3

. & T ;,,-f,lg"'

* Important standard for substitute Figay
decision maker F P 5 4

- Raises the bar of Person-Centered > | =
Care SRS Y : -

:




N

Pallium Canada

ON THE BRAIN

Harvey Max Chochi-
nov.0C.OM. MD. PhD
Department of
Psychiatry, University
of Manitoba, Winnipeg.
Manitoba. Canada; and
CancerCare Manitoba
Research Institute.
University of Manitoba,
Winnipeg, Manitoba,
Canada.

Corresponding
Author: Harvey Max
Chochinov, OC. OM.
MD. PhD, University of
Manitoba, CancerCare
Manitoba Research
Institute,

675 McDermot Ave.
Winnipeg. MB R3E
0V, Canada (harvey.
chochino
cancercare.mb.ca).

Disclosures: None reported.

jamaneurclogy.com

Opinion

Seeing Ellen and the Platinum Rule

Several years before her death at the age of 55 years
duetocomplications of cerebral palsy, mysister Ellen was
again in hospital, this time in intensive care and on the
brink of respiratory collapse and the possible need for
intubation. To say cerebral palsy had shaped her life is
anunderstatement, in that it molded nearly every facet
of her being, from the contours of her body to the way
she saw and experienced the world. And based on this,
while one might assume that her life was defined by suf-
fering, the only ones who suffered were those whose
toes she managed to crush under the mighty weight of
her electricwheelchair when she was on the dancefloor.
With the passage of time, her body becameincreas-
ingly contorted, affecting her ability to take adeep breath
orfight off upper respiratory tract infections. Solong as
I can remember, blowing out birthday candles was im-
possible without the assistance of her nieces, neph-
ews, friends, or extended family. Time at the family cot-
tage in Winnipeg Beach, ice cream on a summer’s day,
chocolate milk, or meals prepared by my parents were
among her greatest pleasures. But health challenges of-
ten interfered with her various plans and wishful think-
ing thatone day she might actually get to see the world.
While being in hospital with Ellen was not an unfam
iar experience, this time felt different, with life and death
hanging perilously in the balance. The attending physi-
cian, whom Iknew from occasional work-related encoun-
ters, was diligently reviewing her medical record, scan-
ning her monitors, and calculating if her deteriorating
condition would soon require inserting a breathing tube.
Atone point her physician tured tome, asking "Does she
read magazines?” While this was a seemingly innocent
question, it was the only question | was asked about her
personal life. The subtext was chilling, as this was not an
attempt toget to know Ellen as aperson or how she spent
her days, but rather a cryptic way of deciding if hers was a
life worth saving. While it was never said, | could intuit the
rational and detached mental calculus. Her body looks like
atrain wreck. Who would want to live this way? Perhaps
we'd all be better off by letting nature take its course.
Tobeclear, this physician was nota bad person and was
regarded as a highly skilled clinician. But the lens through
which mysister was being viewed was one that had been
shapedinways her physicianwas entirelyunawareof. From
thetime weareyoung, thereareimages and values thatare
elevated above all others, including youth, beauty, wealth,
and power. Welearn to worship at the altar of this ephem-
eral perfection, withall else deemed of lesser value, lesser
utility, and lesser consequence. The resuits are insidious,
from the way we perceive bodies—our own and those of
Published Online:
August 29, 2022
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others—to the social policies we do and do not support. It
is no coincidence that older individuals, for instance, have
been disproportionately affected by the COVID-19 pan-
demic, given our chronic failure to invest in the supports
needed to safeguard their well-being and vitality. You bank-
roll whatyou value, and some lives are simply valued more
than others.

But something elsewas happening that day at my sis-
ter’s bedside that threatened to undermine the care she
desperately wanted and needed. Treatment decisions are
often based on considerations of reciprocity and The
Golden Rule. If | were that patient, what would | want for
myself?—doing unto others as we would want done unto
ourselves. This means using our own values, wants, and
needs as anindicator of those we assume are held by the
patient. Butwhat happens when these don'talign? Itis hard
toimagine awider chasmbetween my sister’s lived expe-
rience and outlook, and that of her intensivist. When this
degreeof misalignment occurs, itiseasy to anticipate health
care recommendations based on the conviction that /
wouldn't want to live that way? | wouldn't want to be that
disabled, dependent, disfigured, or disenfranchised. Why of-
feropportunities tosustain an existence that | would person-
ally find unimaginable and intolerable?

This is where a new standard of person-centered
care—The Platinum Rule'—comesinto play: do unto oth-
ers as they would want done unto themselves. This
means not presuming that we know what is in the pa-
tient's best interest based on what we would want in
their circumstances and taking the time to consider what
they would want, hope, or wish for. While not every pa-
tient request can be accommodated, The Platinum Rule
provides insights that strip away biases and assump-
tions, helping us see who patients are as people and rais-
ing the bar on person-centered care. Not being seen
erodes humandignity and undermines personhood, ex-
periences that are at the core of human suffering.?

Sowhen Ellen’s physician asked meifshe read maga-
zines, | scrambled to come up with aresponse that would
have this physician see beyond her distorted body and
failinglungs. There wasn't enough time to talk about jiv-
ing onthe dance floor or Winnipeg Beach or birthday cel-
ebrations. | wanted Ellen to be seen as not just the pa-
tient, but the well-loved sister, daughter, aunt, niece,

ity rights activist, and friend. | wanted ev-
eryone to understand that she had a rich emotional life,
and animagination that could take her to places that, as
fate would have it, she would never get to see. And so,
after a few seconds | responded, “Yes, she reads maga-
zines. But only when she's in between novels.”
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The Platinum Rule:
A New Standard for Person-Centered Care

Harvey Max Chochinav, 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 unte 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

nihilism

B 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 sur gery 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 umor, 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

l[)epanmem of TS

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—dp unto athers 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 T were that patient, how would I want 1o be treated?
What if this was my spouse, my child, my parent or sibling,

Manitoba, Canada.

*CancerCare Maniioba Research Institute, ‘Winnipeg, Manitoba, Canada.
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Dignity in Core provides readers with knowledge
about the humanity and tone of care, and
how they can engage in these facets of care in a
thoughtful and meaningful way that satisfies
their patients’ needs to be seen and
appreciated as “whole persons” Sir William

L L |
Osler said, ‘The good physician treats the
1 I I 1 disease; the great physician treats the patient
who has the disease.” Dignily in Care applies this

outlook to all of healthcare, because while many

o people can gain technical competency, success
1 n r within healthcare requires so much more
a e ‘Dignity in Care illuminates the terets of autheritic
human caring [...] it is such an important
The Human Side contribution to the field of medicine.”
fra Byock, MD, Active Emeritus Professor,

Of M ed iIcine Dartmouth Geisel School of Medicine; Author
of Dying Well and The Best Care Possibie

“The book speaks to alf disciplines and s a tribute to
Or. Chochinovs very distinguished career and 1o
s R A e L his endunng contribution to advance
5 understanding of the concept of dignity and vhy
H arvey M&X ChOCh 1nov it is so critical in these chaflenging times. it is vital

reading for novices to experts.”
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Hope Medical Center
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Session Wrap Up

Thank you for joining us!
Please fill out the feedback survey following the session—a link has been added into
the chat
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