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Patient Case: Ms. C

Ms. C is a 43 y/o real estate
agent admitted with severe pain
and altered mental status.

¥ Advanced esophageal cancer

¥ Pericardial effusion s/p window
¥ Prognosis 4-6 weeks (or less?)
¥ Palliative chemotherapy pending
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Ms. C (continued)

¥ Married with two young children who
understand mom has Othe flu®

¥ Patient and husband not willing to talk
about death or dying: Odo everythingO

¥ Strained relations with medical team

¥ Sister (nurse) understands patient is
dying: desires hospice discussion

¥ In short, a bit of a messE
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TodayOs Goals

State helpful words or phrases when
exploring patient-family goals and treatment
preferences in advanced illness

Explain strategies to manage unrealistic
requests for unhelpful and/or potentially
harmful therapies

Describe approaches to better "connect" with
the disengaged or angry patient (or family)
Explain how "honest mistakes" ultimately
help us to grow as compassionate clinicians

LIFE QUALITY INSTITUTE
e el

National Institute of Environmental Health Sciences Page

LIFE QUALITY INSTITUTE
ity AL




What Musicians Can Teach Clinicians

ACADEMIA AND THE PROFESSION |

Music Lessons: What Musicians Can Teach Doctors (and Other

Health Professionals)

Frank Davidoff, MD

Medicine s a leamed profession, but dinical practice Is above all a
matter of performance, in the best and deepest sense of the word
Because music s, at its core, a pure distilate of real-time perfor-
mance, musicians are in an excellent position to teach us about
better ways to become and remain expert performers in health care
and ways for our teachers and mentors to help us do that. Ten

Annals of Internal Medicine

features of the professionalization of musicans offer us lessons on
ow the clinical practce of medicine might be leamed, taught, and
performed more effectively.

A Intem Med. 2011;154:426.429.
For author affation, sce end of text

o anatsorg
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Communication Concerto
in Three Movements

1. On Finding Words
2. On Sharing Decisions
3. On Making Mistakes
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Chemotherapy in the Last 2 WKks of Life

SS9 Percent of Cancer Patients
Y/ Receiving Chemotherapy during
3 the Last Two Weeks of Life

” by HRR (deaths occurring 2003-07)

W 75%0 12.7% (49)
< 7.5% (55)

29%to< 4.7% (56)
Insufficient data (38)
Not populated

Goodman DC et al. Dartmouth Atlas Project, 2010
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Think of a
recent Odifficult®
conversation
that went wellE
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Meet Mr. A

A 62 yr-old truck driver with
advanced rectal cancer and
intractable nausea and vomiting

¥ Partial small bowel obstruction
¥ Retching and dry heaves, diaphoretic

¥ Pt/family described as Oin denialO; worried
about Odeath talkO, want OeverythingO

¥ Goals and next steps uncertain
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A Failed ConnectionE

From Tommy Boy, Paramount Studios, 1999
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Finding Connection:
MaslowOs Hierarchy

¥ Remember (unfortunately),
our care system may offer
little support re: basic needs

¥ Opportunities to align
(early) or connect by
meeting needs
¥ Individualize
approach
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OConnectingO Starts with Listening

Seek alignment
v

) ] Understand what
19 Listening they understand
v

Explore preferences,
hopes and fears

‘

Clarify and negotiate
v

Information
exchange Identify and
introduce options
Sensing the
OTempoO of the
Room

¥ Not Opre-establishedO
¥ Emotion, style often key

¥ Excessive tension or
desire to OcontrolO may
have undesired effects

Gustav Mahler, 1st

¥ Mr. AOs OtempoO 4¢)- symphony (1889)
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Starting the Conversation: Tips

¥ Think Gdvance the conversationO

¥ It is easier to ask before you tell: LISTEN

¥ Learn what patient/family are ready to know
¥ Use simple terms and attend to emotion

¥ DonOt discuss options before exploring goals

“Jane, | sense your frustration with the way
things are going. Help me to understand how
this illness is affecting you and your family.”

[ “Tell me what you understand about your illness.” ]

On Silence...

“The notes | handle no

better than many
\ . .
3 pianists...but the
< pauses between the
notes — ah, that is
The Musical where the art resides.”
Rest Artur Schnabel

Increased Proportion of ICU
Family Speech Associated with
Increased Satisfaction

¥ X-sectional study (audiotapes) of 214 family
members, 51 family meetings in 4 ICUs in WA

¥ Key findings:
D Mean FM time = 32 min, MD spoke 71% of time

b Increased proportion of family speech ! increased
family satisfaction with physician communication and
decreased family ratings of conflict with the physician

McDonagh JR et al. Crit Care Med, 2004




When Our Words MisleadE

¥ Abandonment, false hope:

B OThereDs nothing more we can doO

D ODo you want us to do everything?O

B OItds time to think about withdrawing care.O
¥ Better approaches:

b | Wish statements: “/ wish there was something we
could do to cure your illness.”...“Lets talk about
how we might better support you and your family.”

b Explore: “How were you hoping we could help?”

b Reflect goals: “To respect John’s wishes, we will
stop the breathing machine and use medicines to
help him breathe more comfortably.”

Helpful Words in the ICU

¥ Exploratory study (audiotapes + surveys) of 169
family members of critically ill patients (ICU)

¥ Findings: 3 types of cliniciansO statements
correlated with increased family satisfaction:
B Assurances pt will not be abandoned (p<0.015)
b Assurances pt will be comfortable/ not suffer (p<0.03)
B Support for familyOs EOL decisions, including support

for decision to withdraw (or not) life-support (p<0.005)

Stapleton RD et al. Crit Care Med, 2006

Words to Explore OEverythingO

Domain Example Questions to Ask

“Tell me more about what you
mean by ’everything.

19

Cognitive ] .
“What is your understanding of
your condition/prognosis?”
. “What worries you the most?”
Affective “What are you hoping for?”
Spiritual ‘Does your religion (faith) provide

any guidance in these matters?”
Family “How is your family handling this?”

Quill T et al. Annals Intern Med, 2009




Meet the GordonOsE

An angry and anxious family

¥ Upset w/ hospital discharge (Otoo soonO)

¥ Distrustful: SNF care complicated by multiple
complications (Okilling herO)

¥ Worried about the meeting

(Oall about saving moneyO) &
¥ The pace: hang on! Q) Miserlou, by Dick Dale,

from Pulp Fiction (1994)
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What about the OAtonalO Meeting?

Fantaisie

Fantasme

by
Arnold
Schoenberg

<

Chaos Theory, Fractal Art by Vicky Brago-Mitchell
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Tips: Dealing with the
ODifficult® Family

¥ Recognize t’hat the expressed emotion (anger,
apathy, etcE) is rarely, if ever, about you!

¥ Get curious, not furious

¥ Set limits ® donOt work harder than they do

¥ Validate emotions B then look to refocus

¥ Be prepared to step back (to let family resolve)

¥ Be patient D Oplant seedsO

Fine RL. J Palliative Med, 2007
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On Sharing Decisions
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Providing Structure: Shared Decisions

- OWe propose a model of

. ‘ collaborative surrogate decision
making by families and

clinicians that encourages clinicians to assume

responsibility for recommending treatment plans,

including the provision or withholding of specific

life-sustaining treatments, when such

recommendations are consistent with patientsO

and familiesO goals for care.O

Rosenfeld KE et al. JGIM, 2000
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Shared Decisions: A Model

Medical information
Diagnosis, prognosis

Treatment options '

¥ Incorporates 166

Personal beliefs
Goals and values
Treatment preferences

ntegrates
economic, and emotional,
practical cultural and
constraints spiritual context

Shared
Decision
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When are Decisions
More Likely Shared?

¥ Survey of ~ 5400 pts with lung or colorectal CA
re: roles in decision making around treatment
¥ Of nearly 11,000 decisions:
B 39% pt-controlled, 44% shared, 17% MD-controlled
b If supporting evidence for the treatment was:
¥ Good! most often shared
¥ Uncertain! most often patient-controlled
¥ No evidence! most often MD-controlled
B Metastatic CA ! more likely MD-controlled

Keating NL et al. J Clin Oncology, 2010

Making Recommendations

¥ Cultivate a space of connection and trust
b Elicit goals, values, and underlying emotions
¥ Start from an honest place
D Be cognoscente of your own OagendaO®
¥ Be courageous
B Dondt recommend or offer unhelpful options

P Their ObestO option may not be one youOd choose B
be emotionally prepared to accept the alternative

¥ Even amidst conflict, offer genuine support
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Caution: Varied Preferences for MD
Recommendations around Life Support

¥ Prospective, mixed methods study of 169 surrogate
decision-makers for critically ill patients.

¥ Methods: videos of simulated MDBsurrogate discussions

¥ Results: 56 % preferred recommendation, 42% preferred
no recommendation, and 2% found either acceptable.

¥ Themes that explained surrogates® preferences:
b SurrogatesO perceptions of MDs® OappropriateO role

B Consequences of a recommendation: MDBsurrogate
relationship, decision-making process, long-term regret

¥ MDs should ask surrogates, be flexible in their approach

White DB et al. Am J Respir Crit Care Med, 2009




Dealing with Our
Oown OAgendasOE
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When Cultures Clash

When Lia was about 3 months
Old, her older sister Yer slammed the

n @9 | front door of the LeeOs apartment. A

few moments later, LiaOs eyes rolled
up, her arms jerked over her head,
and she fainted. The Lees had little
doubt what had happened. Despite
the careful installation of LiaOs soul
————==== =1 during the hu plig ceremony,

the noise of the door had been so profoundly frightening
that her soul had fled the body and become lost. They
recognized the resulting symptoms as quag dab peg, which
means Othe spirit catches you and you fall downO.
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On Making Mistakes
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Reflect upon a
f&@} "mistake" you have
made when
communicating with

a patient or familyE

What did you learn?

The Perfect e
Wrong Note [~

ey

“Honest mistakes
give texture to the
act of learning.”

| How to Tune a Piano
‘Q, Scott Detwiler, 2009

From William Westney. The Perfect Wrong Note:
Learning to Trust Your Musical Self. 2003
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Two Kinds of OMistakesOE

OHonestO OcCarelessO
Not caused by Due to inattention
inattention Often unprocessed
Reflective process Rationalized

Natural and useful Guilt and blame
Provide clarity




An OHonestO Mistake

When Things DonOt Go as
PlannedEMeet Joseph

¥ A husband of 50 years and father of three

¥ Advanced heart failure, cardio-renal syndrome

¥ Re-hospitalized w/ weakness, anorexia, dyspnea
¥ Medical team: “patient in denial...needs hospice.”
¥ Patient frightened, anxious, responses guarded

¥ PC Team: “These symptoms are common in end-
stage illness — and suggest that your life may be
coming to a close. We want to help you plan.”

Five Counterproductive Behaviors
When Discussing Goals

1. Initiating discussion about goals of care without
assessing patient/family readiness

2. Linking relief of suffering with a demand to accept
a limited lifespan

3. Misdiagnosing patients/families as being Oin denialO
of medical reality (vs. normative grief and conflict)

4. Engaging in a distracting debate with the patient or
family over the medical reality of impending death

5. Presenting value-laden medical decisions in a
hypothetical, impersonal, and binary manner

Weiner J et al.JPM, 2006




Once OcCertainO, We Stop Listening

How do we share prognosis
(or discuss hospice) without
destroying hope?

Communicating Prognosis: Styles

-0 ik

B “Cautious”

A. Alternate existence of B. Balance of hope
hope and information information
“back-forth” diagram “scales” diagram

Recommendations:
Discussing
Prognosis

more—
“ry; t]
L Direct
D. Redirection
of hope
“redirect” diagram

Curtis RJ et al. J Palliative Med, 2008
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Introducing Hospice
(or Palliative Care) Support

NOT USUALLY HELPFUL: “Your illness has
progressed and the treatments are no longer
working. | think it is time to talk about hospice.”

BETTER: “Yes, Mary — | can see that treatments are
not helping you to feel better. | hear your goals, too —
to be home and to get some help for John and your
family. May | describe some options that would give
you and your family more support at home?”

Learning From Our Mistakes

1. Mindful practice (Epstein, JAMA, 1999)

OMindful practice involves a sense of Ounfinishednessd,
curiosity about the unknown, and humility in having
an imperfect understanding of anotherOs suffering.O

?

2. Team debriefings )'zl
AN 4

Be kind to yourself and your
teams D this is TOUGH stuffl!

Mr. Holland®s Opus, Buena Vista Home Entertainment / Hollywood Pictures, 1999




Your Stories and Observations
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