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Palliative Care -- Chronic Disease Model
 model
 restorative phase
 palliative phase
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Breaking Bad NewsAdapted from “How To Break Bad News”
 Robert Buckman The Johns Hopkins Press Baltimore 1992
 • Breaking bad news is an important part of our job and requires expertise and experience
 • We are required to tell the truth and this is almost always the best thing to do
 • Our responsibility - do not delegate • A skill that is easily learned and can be
 used in a busy practice
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Breaking Bad News - Six Steps
 1) Getting started -- get physical context right
 2) What does the patient know?3) How much does the patient want
 to know?
 Adapted from Robert Buckman
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Breaking Bad News - Six Steps
 4) Sharing information - checking reception
 5) Responding to patient and family feelings
 6) Planning and follow-up
 Adapted from Robert Buckman
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Breaking Bad NewsCommunication Skills• Sit down-look at person-appear relaxed-
 touch the patient• Open ended questions• Listen-encourage continuation-let the
 patient talk-don’t interrupt• Repeat and reiterate what patient says-
 show you heard• Empathic responses-don’t counter attack
 a hostile patient• Don’t use medical jargon-don’t talk down
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LET ME SEE IF I HAVE THIS RIGHT…WORDS THAT BUILD EMPATHY (ANNALS 7 AUG.,2001)
 • Active listening-verbal and nonverbal. Body position, eye contact, mirror facial expressions, nodding and Hmmm, uh-huh
 • Pick up a response and frame it- “it sounds like you are telling me . . .”
 • Reflect the content• Identify and reflect emotions• Request correction- “Did I get that right? Did I
 miss anything?”• Use “pregnant pauses” to allow patient to respond• Understand your own and the patient’s cultural
 biases and values
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PATIENT DECISION MAKING (Annals 4 Sept, 2001)
 • Assess patient’s stage of decision making: ask their opinion with curiosity about their beliefs
 • Stages:– Pre-contemplation - plant the seed they may
 not be ready to make a decision– Contemplation - provide information for them
 to make the decision including your recommendations, empathize with ambivalence
 – Determination/action - develop a plan and anticipate difficulties
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WHAT DO PATIENTS WANT? 20 Focus groups, 137 subjects (Arch Int Med 26 March, 2001)
 • Talk in an honest and straightforward way• Be willing to talk about dying• Give bad news in a sensitive way• Listen• Encourage questions• Know when it is the right time to discuss
 death and dying (when is the patient ready)• Balance - leave room for hope
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Topics in End of Life Discussions
 • Goals of Treatment• Advance directives• DNR Orders• Other Life Sustaining Therapies• Palliative Care
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Other Life-Sustaining Therapies to Discuss
 • Mechanical ventilation• Feeding tube• Antibiotics• Dialysis
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Clinical Indications for Discussing End-of-Life Care --
 Routine
 • Discussing prognosis• Discussing treatment with low
 probability of success• Discussing hopes and fears• Physician would not be surprised if
 the patient died in 6-12 months
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Clinical Indications for Discussing End-of-Life Care --
 Urgent
 • Imminent death• Talk about wanting to die• Inquiries about hospice or palliative
 care• Recently hospitalized for severe
 progressive illness• Severe suffering and poor prognosis

Page 14
                        

Topics in End of Life Discussions
 • Goals of Treatment
 • Values-- life prolongation-- quality of life
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Representative Questions for End-of-Life Discussions
 • Goals –– Given the severity of your illness,
 what is most important for you to achieve?
 – What are your biggest fears?– What are your most important hopes?– Is it more important to you to live as
 long as possible, despite some suffering, or to live without suffering but for a shorter time?
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Representative Questions for End-of-Life Discussions
 • Values– What makes life most worth living for you?– Are there any circumstances under which
 you would not find life worth living?– What do you consider your quality of life to
 be like now?– Have you seen or been with someone who
 had a particularly good (or difficult) death?
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Representative Questions for End-of-Life Discussions
 • DNR Orders– If you were to die suddenly, that is,
 you stopped breathing or your heart stopped, we could try to revive you by using CPR. Are you familiar with CPR? Have you given any thought as to whether you would want it?
 Quill, JAMA
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Representative Questions for End-of-Life Discussions
 • DNR Orders– Given the severity of your illness, CPR
 would in all likelihood be ineffective. I would recommend that you choose not to have it, but that we continue all potentially effective treatments. What do you think?
 Quill, JAMA
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Topics in End of Life Discussions
 • Advance Directives
 • health care proxy• living will
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Representative Questions for End-of-Life Discussions
 • Advance directives– If you are unable to speak for yourself
 in the future, who would be best able to represent your views and values ? Proxy
 – Have you given any thought to what kinds of treatment you would want or not want if you become unable to speak for yourself in the future? Living will
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Advance Care Planning (ACP)
 • process of communication among patients, health care providers, families and other important individuals about the kind of care considered appropriate when the patient cannot make decisions
 » Teno, 1994
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Advance Directives -- Definitions
 • AD = written documents completed by a
 capable person
 • stipulates decision-maker (proxy directive)
 • stipulates decisions to be made (instruction
 directive)
 -- specific wishes, values, goals; life experiences, cultural, religious views

Page 23
                        

Relationship of AD to Character of Death(Swartz, Perry JASN 1993) n = 182 pt deaths
 0%10%20%30%40%50%60%70%80%
 % patientsno ADverbal/ written
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Patient-Staff Discussion of AD by Staff Disciplines (Perry et al, JASN 1996, n = 210)
 ave % of pts with whom AD
 discipline n discussedphysician 31 38%RN 89 25%technician 38 20%dietitian 16 4%social worker26 60%
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Factors Influencing the Completion of Advance Directives
 • the document
 -- generic or specific
 -- treatment descriptions or health states
 -- specific situations or general preferences• the discussion
 -- participants (family, dialysis staff, MD)• the purpose -- intended adherence
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Choices for ventilation and withdrawal from dialysis by health state and modality (Holley et al AJN 1989)
 010203040506070
 % patients
 51 HD, 35 PD
 HD PD
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Notified Designated Decision Maker by Status of Completed Advance Directives (Hines et al Ann Int Med
 1999;130:825)
 0%10%20%30%40%50%60%70%80%90%
 100%
 lw andproxy
 lw orproxy
 no lwor
 proxy
 notified decisionmakernotified MD
 *
 *
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Percentage of Patients Discussing Specific EOL Treatments by Completion of AD (n = 400) Holley et al,
 AJKD 1999;33:688
 0%
 10%
 20%
 30%
 40%
 50%
 60%
 70%
 allpatients
 LW andProxy
 no AD
 ventilatortube feedingsCPRstop dialysis
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Conclusions• completion of written AD was associated
 with better communication among patients and their designated decision makers
 • placing ACP within the physician-patient relationship may be contributing to the failure of ACP -- a patient-centered, family-based model is more appropriate (only 36% of patients overall wanted to include a physician in ACP discussions)
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Conclusions
 • stopping dialysis is rarely considered in ACP by chronic hemodialysis patients (31% of those who had devoted the most attention to ACP, 8% of those who had not completed an AD)
 • encouraging patients to consider circumstances in which they would want to stop dialysis should be part of ACP
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Patient and Surrogate Responses n = 242 patients and 242 surrogates (Hines et al, J Pall
 Med 2001;4:481)
 0%10%20%30%40%50%60%70%80%
 % agreepatients
 surrogates
 *
 * p = 0.01 + p = 0.001
 *
 +
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Summary of Findings -- Patient and Surrogates
 • surrogates wanted less autonomy than patients wanted to give them --- preferred written and oral instructions more than patients (62% vs 39%)
 • surrogates were more likely to include physicians in discussions of EOL issues (51% vs 37%)
 • surrogates were more concerned that physicians might fail to honor patient preferences (62% vs 48%)
 p = 0.001 for all
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Summary of Findings -- Patients and Surrogates
 • surrogates were less likely to want to prolong the patient’s life if it entailed suffering (12% vs 23%)
 • surrogates were more concerned about being certain recovery was impossible before stopping life-sustaining treatments (85% vs 77%)
 • patients have misconceptions about the amount of autonomy and information their surrogates want
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Increasing the Completion of AD by Chronic Dialysis Patients
 • focus on health states, not interventions (Singer, Holley)
 • involve surrogates in discussions (Moss, Singer, Holley, Swartz)
 • increase dialysis unit staff’s attention to and comfort with discussing advance directives (Perry, Holley)

Page 35
                        

Concepts of ACP: Traditional vs Contemporary
 (from Singer, AJKD 1999;33:980)
 traditional contemporary
 purpose: prepare for incapacity prepare for death
 achieve control
 relieve burdens
 strengthen relat.
 focus: written AD AD only 1 aspect
 context: physician-patient patient-family
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No discussion
 The Process of Advance Care PlanningSinger et al, Arch Int Med 1998;158:879
 context
 Previous Advance
 CarePlanning
 AD Education
 Discussion with Loved Ones
 Lovedones +
 Lovedones --
 inaction
 AD Completion
 Proxy informed
 Proxy okfor SDM
 CompletedAD Form
 commonuncommon
 = event
 = state
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Instruction Directives
 Nephrologists should:
 1) focus on providing information about health states, not treatments
 2) distinguish between different levels of severity in eliciting patients’ wishes for life-sustaining treatment (Singer)
 3) encourage discussions within the patient-family context
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