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Predicting is always difficult…
especially about the future



You have the flu. 

Generally, it lasts about a week. 

You should be feeling better soon. 



FORECASTING IN SERIOUS ILLNESS…

How long you’ll live

How well you’ll live

Whether a treatment will make a difference



… ALWAYS INVOLVES A DEGREE OF 
UNCERTAINTY

Knowable / Reducible 

Unknowable / Irreducible



Seriously ill patients SAY they want…

Clear compassionate information about prognosis…
And hope.

Clayton et al 2005; Parker et al 2007; Butow et al. 2002; 
Hagerty RG et al 2004, 2005a, 2005b, 2007; Steinhauser et al 2000; Curtis JR 2006



In serious illness, patients with prognostic 
awareness… 

• Have more peaceful deaths

• Avoid ICUs, ventilators, dialysis, resuscitation

• Tend to enter hospice earlier

• Have family members who adjust better to bereavement

Enzinger 2015; Mack, et al 2010; Nielsen et al. 2009 & 2017; 
Teno et al. 2012; Wright et al. 2008; Zhang et al. 2009



NOT SO SERIOUSLY ILL PATIENTS…

Many do not want prognosis information at all
Many doubt its accuracy
People rely on different sources of information



FORETELLING…
What do you say? 



… ALWAYS INVOLVES A DEGREE OF HOPE



Values and Options in Cancer Care 
The “VOICE” Study

• 38 oncologists, 265 patients with advanced cancer, 209 caregivers

• Intervention (more about this later)

• Data
– Audio-recorded office visit
– Patient and caregiver surveys every 3 months for up to 4 yrs.
– “Aggressive” care in final month – chemo, hospitalization, ICU interventions
– Caregiver interview 1 month after patient death

Hoerger M et al BMC Cancer 2013
Epstein RM et al JAMA-Onc 2017



Category % Examples
Unqualified cure 12% "To be cured. So I can enjoy my life with no 

worries"
Cure tempered by 
realism 

5% “A cure...I would love, but I know that is not 
possible”

Quality of life, function 42% “Walk strongly and feel normal when I get up”
Milestone 14% “See [my] grandchildren, daughter was just 

married”
Life extension 32% “Extend my life as long as possible”
Disease stabilization 26% “Stabilize the spread of cancer. Keep it in check”
Remission 20% "Knocking the hell out of cancer…put it in 

remission”
Control NOS 9% "Show improvement from the treatment”

What Adults with Advanced Cancer Hope For
VOICE Study, 265 patients, 424 hopes expressed (DeMartini J, et al, 2018)



• A good quality of life

• Minimal suffering

• Feeling normal

• Feeling loved

• Being able to do things they enjoy

• A trusting honest relationship with 
the medical team

• A cure 

• A normal lifespan or long life 

• A “good response” to treatment



Hope and realism (pediatrics)

– “I am hoping this is going to work out, but I have a feeling in my heart 
that it is not.”

– “I am hopeful. I just don’t think that anything good is going to come 
out of it.”

– “You know, yes, I am hopeful, but in my thoughts realistically I am 
thinking that she is not going to make it.”

Mack JW, et al. 2007



Perceived dichotomy

truth

hope

After JW Mack 2017



With whom do patients discuss hope?

• Most -- partners, family/friends, and oncologists
• Fewer  - nurses, primary care physicians (PCPs), clergy, or 

support groups 
• Unqualified hopes for cure more likely in younger patients and 

in those who did not endorse discussing their hopes with 
primary care physicians



Forecasting and foretelling

When Jane’s cancer was discovered, it seems to have been localized, 
stage II. Her oncologist said that it has “over 90% chance of being cured.”

What would you be thinking ask if you were Jane?

What would you actually ask? 

What would you tell her if you were her doctor? 



Jane had surgery, radiation and chemotherapy, and 
recovered well. 

Two years later Jane had a fracture of her arm. The x-
ray showed that the cancer had spread. 

If you were Jane, what would you ask your doctor? 

What feelings would you have? 

What would you hope your doctor would say? 



Jane’s  oncologist says that chemotherapy has “a 70% response rate.” 

What would that mean to you? 

What would you feel if you were Jane?

What might you ask?



Some times has passed.  Jane has tried 2 types of 
chemo. The first worked for a while. The latest chemo 
isn’t working anymore and makes her weak and tired. 

The chance that the next treatment approach 
shrinking the cancer or improving quality of life is less 
than 10%, statistically. 

But… those 10% respond dramatically and live up to a 
year longer. 

But.. 50% get very serious side effects, some requiring 
hospitalization. 



Jane asks, “What does this mean, really?” “What would you do if you 
were in my shoes?”

If you were Jane’s doctor, how would you feel?  What would you say?   
How would you say it? 



WHAT SHOULD DOCTORS DO?
(AND… WHAT SHOULD PATIENTS DEMAND?)



Mr. Spock: 
“You have a 32.4% chance of living 6 months.”

OR…

Captain Kirk:  
“We’ll beat this.”

Gramling R & Epstein RM 2011

WHAT DO PATIENTS WANT TO HEAR?



Why it’s good to be optimistic

• Associated with greater longevity

• Can help you cope

• Can motivate you to choose healthy behaviors

• Can buffer the negative effects of stress 

• A powerful “drug”



But, over-optimism has its dangers… 
• Patients and families are unprepared, shocked, angry

• Little time to make plans

• Decisions are made quickly, under stress, and in desperation

• More likely to get aggressive treatments
– Burdensome
– Reduce quality of life and survival
– Worsen caregiver mental health

• However, several large communication interventions have had little effect on care

Enzinger AC et al 2015; Norton S et al. 2018; Rodenbach R et al. In press 2018



Physicians and patients report having discussed 
prognosis 

(VOICE study, pre-intervention data, n = 236, 29 missing)
Mostly or 
completely

Partially None 

Patients: 
Did you discuss 
prognosis with 
your oncologist?

204 (86%) 23 (10%) 9 (4%)

Physicians: 
Did you discuss 
prognosis with 
this patient? 

222 (94%) 14 (6%) 0

Gramling R et al. J Clin Onc 2016



Discordance
• We asked patients and doctors:

• What do you believe are the chances that you (your patient) will 
live for 2 years or more? 

• We also asked patients:
• What do believe that your doctor believes are the chances that 

you will live for 2 years or more?

• Response options: 0% | ~10% | ~ 25% | 50/50 | ~75% | ~90% | 100%

• Discordance defined as > 1 category difference
Gramling R. et al. J Clin Onc 2016



Prognosis discordance 
disagreement or misapprehension? 

32%

7%

17%

43%

NOT DISCORDANT

DISCORDANT -
disagreed w/oncologist

DISCORDANT - didn’t 
know oncologist 
estimate

DISCORDANT - thought
oncologist agreed



Patients
(n=265)

Caregivers 
(N=193)

Oncologists 
(N=38)

Estimated likelihood 
of two-year survival

N (%) N (%) N (%)

100% 95 (36.1) 56 (29.0) 2 (0.8)
About 90% 29 (11.0) 20 (10.4) 19 (7.2)
About 75% 33 (12.6) 20 (10.4) 28 (10.6)
About 50-50 (or 
“don’t know”)

77 (29.3) 66 (34.2) 58 (21.9)

About 25% 13 (4.9) 12 (6.2) 52 (19.6)
About 10% 7 (2.7) 11 (5.7) 63 (23.8)
0% 9 (3.4) 8 (4.2) 43 (16.2)

Total number of 
predictions

263 (100) 193 (100) 265 (100)



Among 161 discordant dyads…

• 96% more optimistic than their oncologist

• 99% of patients wished to be involved in treatment decision-making

• 70% wanted to involve palliative care at EOL

• 52% of oncologists recalled having had “completely thorough” discussions 
of prognosis

• Oncologists’ estimates much more accurate, if a bit pessimistic (Malhotra, 
et al. 2018)



Discordance

• % discordant unaffected by :
– Physician communication training / patient coaching
– Pt preference for active role in decision-making
– Pt preference for palliative care support near end-of-life
– Patient educational level, gender, cancer type, etc.  

• Non-whites more discordant  (95% v 65%, p<0.05). 

Gramling et al JCO 2016



Why discordance?
• Only 21% of patients base their prognostic estimates on information 

from doctors
– 0% of black / African-American patients
– Similar patterns for surrogates

• The remainder mostly base their survival estimates on personal beliefs 
(“I’m a fighter”), friends/family and religious/spiritual beliefs

• Patients base decisions regarding EOL care on their understanding of 
prognosis

Trevino et al., 2016 



ARE PROGNOSIS DISCUSSIONS TOXIC? 



Effect of Palliative Care-Led 
Meetings for Families of Patients 
With Chronic Critical Illness: A 
Randomized Clinical Trial

“Among families of patients with 
chronic critical illness, the use 
of palliative care-led 
informational and emotional 
support meetings compared with 
usual care did not reduce anxiety 
or depression symptoms and may 
have increased posttraumatic 
stress disorder symptoms.”

Carson CS et al. JAMA 2016

Effect of Communication Skills 
Training for Residents and Nurse 
Practitioners on Quality of 
Communication With Patients 
With Serious Illness: A 
Randomized Trial

“The intervention was associated 
with significantly increased 
depression scores among 
patients of post-intervention 
trainees;… adjusted model 
showed an intervention effect of 
2.2 (95% CI, 0.6 to 3.8; P = .006).”

Curtis JR et a.l JAMA 2013



Based on review of audio-recorded conversations (Prognosis and Treatment Choices 
Coding) and patient surveys (The Human Connection scale)

Prognosis discussions associated with improvements in patient ratings of the 
patient-physician relationship 

• (Standardized effect size, 0.14 [95% CI,20.02to 0.29] at 2 to 7 days; SES, 0.24 [95% CI, 
0.02 to 0.45] at 3 months) 

CONCLUSION: Discussing prognosis is not intrinsically harmful and may 
strengthen the therapeutic alliance between patients and oncologists. 

Fenton JJ et al. 2018



Effects of prognosis communication on 
parents?

• 36% found prognostic information to be “extremely” or “very” upsetting

• Equally likely to say that knowing about prognosis: 
– was important
– helped them make decisions about care

• More likely to: 
– want additional information about prognosis (P=.01)
– report that information made them feel hopeful (OR 1.77, P=.001), even 

when the child’s prognosis was poor

Mack JW, et al. J Clin Oncol. 2007



Summary
• Patients and physicians claim to have 

discussed prognosis (Gramling et al JCO 
2016)

• Patients and caregivers are over-optimistic 
but don’t realize it (Malhotra K et al 2018 
in press)

• Clinicians and patients unaware that they 
disagree (Gramling et al JCO 2016)

• Most patients hope for QoL but significant 
minority hope for cure or reversal 
(DeMartini 2018)

• The most over-optimistic patients desire 
the least information (Fried TR et al 2010)

• Only 18% of patients base prognostic 
estimates primarily on information from 
MDs (Trevino K et al 2016) 

• Physicians don’t want to take away hope 
or damage relationships with patients –
and thus paint an optimistic picture (Mack 
J et al 2012)

• Prognosis discussions don’t diminish hope 
(Mack J et al 2007) or damage the patient-
physician relationship (Fenton J et al 2017)



CAN WE CHANGE THE CONVERSATION?



Values and Options in Cancer Care (VOICE)

• 38 oncologists, 265 patients with advanced cancer, 209 with caregivers
• Intervention

– Physicians:  2-session standardized pt-instructor training with feedback on 2 real and 
2 simulated encounters

– Patient: 1-session pre-visit coaching + question prompt list + 3 post-visit phone calls

• Data
– Audio-recorded office visit
– Surveys every 3 months for up to 4 yrs.
– Utilization in final month of life – chemo, hospital, interventions
– Caregiver interview/surveys 1, 2 and 7 months after patient death

Epstein RM et al JCO 2016



A simple model

Clinician 
training  

+ 
Patient 

activation 
coaching

Shared 
understanding 
about values, 
prognosis and 

treatment
+ 

Stronger 
physician-

patient 
relationship

Values-
concordant 

shared 
decision 
making

Better 
patient 

quality of life
+

More 
humane end 
of life care 

+
[Better 

caregiver 
well-being]



Communication improved (composite measure of 4 domains): 
Patient activation (Activated Patient Participation Coding - Street)
Responding to emotions (Verona VR-CoDES – Del Piccolo, Zimmermann)
Discussion of prognosis (Prognosis and Treatment Choices – Shields)
Balanced framing (PTCC – Shields)

No change in: 
Survey measures of px discordance, QoL, Dr-Pt releationship
Hospice and aggressive treatment in final month of life



How did the patient intervention affect the topics brought up 
during the next office visit?

What topics did patients identify as topics of interest during the 
coaching session, and which were actually brought up during the 
oncology visit?

Participants:  170 patients, 24 oncologists, caregivers when available



VOICE: Patient Intervention and Analysis

• Question Prompt List (QPL):
– Questions about prognosis, treatment goals, symptom 

management, hospice and end of life
– Value statements and preferences about EOL care

• Coaching session: 
– Identify and prioritize 2-3 topics of interest
– Patients coached on how to ask questions

• Coding:
– Coach’s notes from audio-recorded coaching session (qual)
– Transcripts from subsequent office visit (quant and qual)
– 1-month post-mortem caregiver interview (qual) 



Topics of interest identified during the coaching 
session (n=84 intervention patients)

# of times topic 
identified during 
coaching session

% of all QPL-related 
topics of interest 
identified during 
coaching session

Current cancer state 31 19.6

Goals of cancer treatment 12 7.6

Cancer treatment 39 24.7

Symptom management 15 9.5

Expectations/prognosis 20 12.7

Lifestyle, support, 
planning 7 4.4

Hospice and end of life 6 3.8

Questions for caregivers 3 1.9

Concerns/preferences 
about care at the end of 
life

25 15.8



What happened? 

• Coached patients tended not to prioritize prognosis

• Prognosis discussions increased, but only from 6% to 16.5% of visits

• Why not??
– “We’ve already talked about my prognosis”
– “I just don’t want to know about the future; it would make my mind go nuts”
– “The doctor doesn’t know; everyone’s different”
– “I’m not at that stage yet”



Caregivers’ Perspectives: Subset of VOICE

• Family caregivers from VOICE (n=95)
• Semi-structured interviews exploring caregivers’ and patients’ 

experiences in the last month of life
• ~ 1 month after death of patient with advanced cancer 
• Qualitative analysis
• Secondary analysis:  To explore the caregiver’s emotional experience 

while being in the middle between their loved one and many aspects 
of care



Emotionally charged moments for caregivers 

• When they realized their loved one was dying

• When they confronted decisions that would go against their loved 
one’s wishes

• When they could focus on positive aspects of caring for their loved 
ones 



Illustration

[Dr. X] seemed to be telling us that [Patient] was tolerating everything 
well and doing well. That’s why that last week, even though they had 
said he has about a year, we actually thought well maybe he’s going to 
beat that and go for 3, 4 or 5 years. So that last week was kind of a 
shocker when he went downhill so quickly. (8007)



Thoughts on what the doctor did (not) say
You’re left to believe that yes, this is going to work, oh, sorry, it didn’t. If [Dr. 
X] would have said we can try this, but I don't think this is gonna work well, 
you know, your chances aren’t good… He did state that there isn’t a cure, 
which we knew, you know, it’s to slow it down. (8070)

I wish they would have just told us how devastating the chemo could be. 
(8124)



One caregiver’s thoughts on optimism
…they decided, and this is kind of what I mean by they always knew more 
than they were letting on, that in an effort to be optimistic and in an effort 
to make us feel better they were holding back information and maybe even 
cutting back – this is going to sound worse than I mean it – but cutting back 
on the care. … Because we don’t want you to think you’re dying even 
though you’re dying. (8064)



SO, IF PROGNOSIS DISCUSSIONS IMPROVE 
CARE, WHY DON’T THEY HAPPEN MORE OFTEN?



Oncologists 

“Sometimes I’ll take a chart and I’ll look at the imaging, and 
everything’s worse and the numbers are worse, and I have to 
drag myself into the patient’s room and figure out what can I 

offer them that’s hopeful and positive. It’s tough.”

Physician quote from: Granek L et al. Archives of Internal Medicine (2012)



Semi-structured interviews with oncologists (n=25), oncology nurse 
practitioners (n=7), and oncology physician assistants (n=1)

Qualitative analysis  

To explore oncology clinicians’ attitudes surrounding their own 
death To explore how these attitudes both affect and are affected by 
their care of and communication with dying patients



Effect of personal perspectives of death on 
communication with dying patients

• Facilitative 
– “I think that because I don’t fear death terribly… I think it makes it 

easier for me to discuss it with my patients. I think it really also 
allows me to really feel at peace and comfortable about the whole 
spectrum of care for my patients, so from diagnosis through the 
end.”

• Unrelated
– “I just try to be neutral. You know. Give the same information out 

to everybody.” 
Rodenbach R et al. 2016



Adaptive and avoidant physician-reported 
communication styles

• Three main approaches: 
– Indirect
– Direct
– Selectively direct

• Some with reported direct communication style provided less direct examples
– “I guess in some respects some people might say the terminology that I use is very 

direct all the time, although it’s not in your face direct… I say this is not a cancer that 
we can cure, meaning there is nothing that we can take off the shelf and give to you 
that’s going to make the cancer go away and have it never come back.” 

• Perception of “d-words” (“death,” “die”) as blunt, cruel
Rodenbach R et al. 2016



What do oncologists actually say?

Oncologists did not initiate talk about life expectancy, they 
used different formats, emphasized the positive and stressed 
unpredictability, yet not ambiguity of estimates.

Henselmans et al 2017

“Let’s see what your next scan shows.”
“When you regain your strength, we can start a new chemo.”



Discussing prognosis 
• Videorecorded communication between African Americans and 

oncologists at treatment discussion visits (n=26)
• Prognosis discussed 73.1%
• Treatment goals discussed 92.3%
• Oncologists' description of prognosis 

• Vague (e.g. "prognosis is a bit worse in your case“, "lesions are suspicious for 
the disease") 

• Muddled hope: And I will tell you this is frankly a bit on the outer edge of our 
ability to get rid of. I want to be very candid with you. But I do believe that we 
can do this.”

• Rarely included a survival estimate
• Ambiguous terminology, euphemisms and jargon
• Brief conversations, moving quickly to urgency and details of treatment. 

Chou et al 2017 Health Expect



The whole truth? 
throat ca



Tell me, but don’t tell my family



I really don’t want to know



TELL ME I’M NOT DYING OF 
CANCER



You’re not God



They told my friend she had 3 months 
to live and she had lung surgery and 
now is alive 3 years later



Lessons
• Lack of shared understanding about prognosis despite all parties claiming to have 

discussed it, and prior interventions have not helped
• Patient, family and clinician factors conspire to avoid and dilute prognosis 

conversations
• Prognosis conversations are not toxic and may strengthen relationships
• Build trust and relationship first, then graded information sharing. Slow rather 

than abrupt introduction of mortality salience
• Don’t interpret momentary distress or avoidance as not wanting to know
• Mindfulness may help physicians tolerate their distress d/t mortality salience
• Give-and-take communication style better than lecturing
• Trajectory of emotional tone may influence patient acceptance and retention of 

information



Terror management theory

• Terror brought on by immediacy of potential mortality 
(“mortality salience”)

• Motivator behind many human behaviors and cognitions, 
including self-esteem, ethno/religio-centrism, and even love 

• Applies equally to clinicians, patients, caregivers and 
surrogates. 

Greenberg JM et al 1986; Cooper DP, Goldenberg JL, 2010; Burke BL et al 2010



TMT

• Under conditions of mortality salience, people: 
– Initially, avoid reminders of mortality (e.g. breast self-exams)
– Later: Seek symbolic immortality and meaning, part of something 

greater, enduring… 
– Seek affiliation  closer affiliations with one’s tribe, greater adherence 

to concordant beliefs, less openness to outsiders
– Try to bolster their self-esteem, avoid threats to self-esteem. Can be 

healthy (quitting smoking) or unhealthy (avoiding quitting for fear of 
failure)

Greenberg JM et al 1986; Cooper DP, Goldenberg JL, 2010; Burke BL et al 2010



TMT: Practical implications

• Mortality salience may, under favorable circumstances:
– Raise death awareness
– Bolster social connectedness 
– Put patients in contact with those with whom they can express 

vulnerability while maintaining self-esteem
– Promote discussion about options
– Be self-reinforcing



When conversations backfire or don’t happen

• Intial denial to reduce mortality salience 
– Avoiding prognosis awareness (“Let’s be positive”)
– Avoiding prognosis discussions (“Let’s not talk about that”)

• Bolstering self-esteem 
– Self-identifying as a “fighter”
– Developing cognitive rigidity and don’t accept information

• Maintaining identity with cultural worldviews
– Bolstering identity and belonging
– Affiliating with those who reinforce their views



• Defensive responses to mortality salience (MS) often involve 
prejudice, aggression, support for political violence, and 
behavior detrimental to one’s health and well-being 
(Goldenberg & Arndt, 2008; Rothschild et al 2009)



EFFECTIVE CONVERSATIONS?? – EXAMPLES



CHARACTERISTICS OF EFFECTIVE PROGNOSIS 
DISCUSSIONS: INSIGHTS FROM MACHINE LEARNING



Habits of Lecturing: 
Low lecturing style associated with lower discordance (p<0.001)

Ali R et al submitted 2018



Discordance in Low and High Lecturing groups

9%

19%

17%

14%

4%

35%

2%

Low Lecturing Group

0 1 2 3 4 5 6

7%

10%

13%

15%

3%

50%

2%

High Lecturing Group

0 1 2 3 4 5 6

Discordance Score

Discordance Score Groups Average 
Discordance

P-
value

Low 
Lecturing 2.31

0.0006
High 
Lecturing 2.96



Fig. 2. Finding the Optimal Lecturing Threshold and window 
size Based on Entropy

Ali R et al submitted 2018



Sentiment analysis: differences in discordance among 
sentiment progression styles

Progression characterized by early and late peaks  less discordance

Average 
Discordance P-value

Cluster A 1.59

0.0003Cluster B 2.23

Cluster C 2.88

Ali R et al submitted 2018



“Human freedom involves our capacity to pause between 
the stimulus and response and, in that pause, to choose 
the one response toward which we wish to throw our 
weight. The capacity to create ourselves, based upon this 
freedom, is inseparable from consciousness or self-
awareness. (p. 100)”

― Rollo May, The Courage to Create

76

https://www.goodreads.com/work/quotes/632291


MINDFULNESS

Turning toward dissonance

Seeing both possibilities (e.g., hope for the best, prepare for the worst)

Better listening (e.g., what does the patient really want, what is the doctor really saying)

Finding “space” – lower reactivity



Mindfulness

• Less thought suppression about unpleasant topics
• Greater acceptance, less judgment of self and others
• Improved cognitive functioning
• Lower implicit bias
• Greater ability to tolerate thoughts and discussions about 

death and dying (Niemiec et al. 2010)



Reducing Defensive Responses to Thoughts of Death: Meditation,
Mindfulness, and Buddhism

• South Korean participants –
– Non-Buddhists non-meditators showed the typical increase in worldview defense 
– Effect was not found among non-Buddhists immediately after an initial 

meditation experience, nor among lay Buddhists who meditated regularly or 
Buddhist monks with intensive meditation experience. 

– Effect not found in non-meditators after their first meditation experience. 

• American students without prior meditation experience 
– increased worldview defense and suppression of death-related thoughts after 

MS
– Effects were eliminated immediately after an initial meditation experience. 

Park YC & Pyszczynski T 2017



Physician mindfulness, too?

• Mindful physicians’ communication more highly rated (Beach 
et al 2013)

• Mindfulness related to:
– Fewer cognitive biases/errors, more accurate diagnosis (Croskerry

2013), improved patient safety
– Less implicit bias and stereotyping (Burgess et al 2017)





SHARED MIND

Shared information
Emotional awareness
Shared deliberation
Shared decisions



Basic principles for doctors
• Self-awareness first

• Information delivered In the context of a trusting supportive relationship

• At the right time, and not too late

• When the patient is receptive and willing

• Involving family and social networks

• Sensitive to emotions

• Informed by having asked patients what they’re hoping for

• Inquiring  before informing, then not too much information, not too little

• Ask tell ask



www.ronaldepstein.com
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