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Tough talks

Doctors learn how to talk to patients about dying

By Melissa Bailey
Kaiser Health News

ynn Black’s mother-

in-law, who had

lupus and lung can-
cer, was rushed into a hos-
pital intensive care unit last
summer with shortness of
breath. As she lay in bed, in-
tubated and unresponsive,
a parade of doctors told the
family “all good news.”

A cardiologist reported
the patient’s heart was fine.
An oncologist announced
that the substance infiltrat-
ing her lungs was not can-
cer. An infectious-disease
doctor assured the family,
“We've got her on the right
antibiotic.”

With each doctor’s report,
Black recalled, most of her
family “felt this tremendous
sense of relief.”

But Black, a doctor her-
self, knew the physicians
were avoiding the truth:
“She’s 100 percent dying.”

“It became my role,”
Black said, to tell her family
the difficult news that her
mother-in-law, who was in
her mid-80s, was not going
to make it out of the hospi-
tal alive. Indeed, she died
there within about a week.

The experience highlights
a common problem in med-
icine, Black said: Doctors
can be so focused on trying
to fix each ailment that “no
one is addressing the big
picture.”

Now Black, along with
hundreds of clinicians at
Massachusetts General
Hospital in Boston, is
getting trained to talk to
seriously ill patients about
their goals, values — and
prognoses — while there’s
time to spare.

The doctors are using a
script based on the Serious
Illness Conversation Guide,
first created by Drs. Atul
Gawande and Susan Block
at Ariadne Labs. Since its
inception in Boston in 2012,
the guide has been used to
train over 6,500 clinicians
worldwide, said Dr. Rach-
elle Bernacki, associate di-
rector of the Serious Illness
Care Program at Ariadne
Labs.

At Mass General, Dr.
Juliet Jacobsen, a palliative

care physician, serves as
medical director for the
Continuum Project, a large-
scale effort to quickly train
clinicians to have these
conversations, document
them and share what they
learn with one another. The
project ramped up in Janu-
ary with the first session in
a series that aims to reach
250 primary care providers
at the hospital.

For patients with ad-
vanced cancer, end-of-life
conversations with clini-
cians take place a median
of 33 days before a patient’s
death, research shows.

When patients have end-
stage diagnoses, fewer than
a third of families recall
having end-of-life conver-
sations with physicians,
another study found.

That’s despite evidence
that patients have better
quality of life, fewer hospi-
talizations, more and earlier
hospice care and higher
satisfaction when they talk
to doctors or other clini-
cians about their values and
goals, according to recent
research.

At a recent training ses-
sion, Jacobsen gave clini-
cians a laminated page with
scripted language to help
them along. When the par-
ticipants role-played with
professional actors, difficul-
ties quickly emerged.

Dr. Thalia Krakower,

a primary care physician,
faced an emotional “patient
whose condition was on the
decline.

“I can’t imagine it being
any worse,” said the patient,
hanging her head in tears.

“How long should we let
them be silent and sad?”
Krakower asked Jacobsen.
“We always step in too
soon.”

Physicians let patients
speak an average 18 sec-
onds before interrupting
them, research has found.
Jacobsen encouraged doc-
tors to allow more silence,
and to respond to patients’
emotions, not just to their
words.

The scripted conversation
is quite different from what
doctors have been trained to
do, Jacobsen acknowledged.
It doesn’t aim to reach any
decision, nor to
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fill out end-of-
life paperwork.
“For the av-
erage doctor,
this might feel
like you're not
getting any-
thing done,”
she said. The
goal is to step
back from day-
to-day prob-
lem-solving
and talk about
the patients’
understanding
of their illness,
their hopes
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Dr. Corinne Alexander, a pal-
liative care physician at Mas-
sachusetts General Hospital

in Boston, talks to actor John
Carozza, who's playing the role
of a patient with chronic ob-
structive pulmonary disease, or
COPD, during a training session
in January. [MELISSABAILEY/KHN]

Serious lIness
Conversation Guide

It was created in 2002 by pallia-
tive care experts at Ariadne Labs.
The guide has been used to train
over 6,500 clinicians worldwide.

The guide is a list of patient-cen-
tered questions designed to
assist clinicians in gaining a more
thorough understanding of their
patient’s life in order to inform fu-
ture care decisions. The questions
address:

« A patient’s understanding of
theiriliness

« Their preferences for informa-
tion

« Their personal goals

« Their fears and worries, as well
as their sources of strength
 The abilities they find most
important to their daily life and
tradeoffs they are willing to make
for the possibility of more time

* How much their loved ones
know about their wishes

Source: https://www.ariadnelabs.org/
areas-of-work/serious-illness-care/

and worries, and the trajec-
tory of their disease.

In a pilot at Brigham
and Women’s Hospital in
Boston, Jacobsen noted,
the conversations typically
lasted 22 to 26 minutes.

At another moment
during role-play, Jacobsen
stepped in when a doctor
skipped over the section in
the script where she was
supposed to share prognos-
tic information.

The topic is avoided
for many reasons, Jacob-
sen later said: Clinicians’
schedules are crammed.
They may not want to scare
families with a timeline that
turns out to be wrong. And
they may not know what
language to use, especially
when the disease trajectory
is uncertain.

When a doctor’s message
moves abruptly from “ev-
erything’s great” to “she’s
dying,” Jacobsen sald,
patients and their families
don’t have enough time to
adjust to the bad news.

To address that problem,
Jacobsen’s team suggests
language that helps clini-
cians discuss a prognosis
without asserting certainty:
“I worry the decline we have
seen is going to continue,”
or, “I worry something seri-
ous may happen in the next
few months.”

After the training, Jacob-
sen’s team plans to follow
up with doctors to make
sure they are having the
conversations with patients.

The guide is also being
rolled out at Baylor Scott
& White Health in Texas,
Lowell General Hospital
in Massachusetts, the Uni-
versity of Pennsylvania
and hospitals in 34 foreign
countries, Bernacki said.
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