End-of-Life

The Most Difficult
of Conversations
Experts offer guidance on how to counsel patients
on hospice, palliative care options
By Charlotte Huff
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simply show that he cares, Fine advises. An
empathetic look can help. “You have to avoid
Initiating the talk
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standardized approach in discussing prognotime to process?’”
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A doctor doesn’t necessarily have to lead the
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stands about the medical prognosis and treatdoctor initiates it, Back says. Then the patient
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can be referred to a social worker or nurse for
a more extensive discussion. If family members want to be involved, so much the better,
he says. Sometimes patients are reluctant to
raise these subjects with family members.
Keep in mind that even the most sensitive
and astute physicians may encounter some
awkwardness or emotional sensitivity, Back
says. “Don’t let a little bit of awkwardness derail you from the whole conversation.”
Addressing misunderstandings
In 2009, nearly 42 percent of all U.S. deaths
occurred under the care of a hospice program,
according to the NHPCO. Yet, there are still
significant misunderstandings about the role
of hospice and palliative care, says Schumacher. “A lot of people feel like when they get
referred to hospice that they are going to die
immediately,” he says.
In fact, patients live an average of 29 days
longer under hospice oversight compared
with similar patients who didn’t opt for hospice care, according to a 2007 study published in the Journal of Pain and Symptom
Management. The survival difference in the
study, which was sponsored by NHPCO, was
the greatest for congestive heart failure, lung
cancer, and pancreatic cancer. Heart failure
patients experienced the greatest benefit, living an average of 402 days versus 321 days for
those who didn’t choose hospice.10
Patients sometimes worry that palliative or hospice care means no treatment whatsoever, says
Schumacher, who describes the two approaches
to medical care as existing along a continuum. A
palliative care patient may still receive some aggressive treatment, but also intensive management of pain, nausea, and other quality-of-life
symptoms. Doctors must emphasize that patients
will still be cared for, but with a different focus,
says Fine: “Do everything to the role of comfort
versus everything to the role of cure.”

Researchers in Boston have published a few
studies looking at whether watching a video
helps terminally ill patients better understand
the differences between aggressive interventions and comfort care, compared with just getting a verbal description of those options. One
study involving 50 brain cancer patients, published 2009 in the Journal of Clinical Oncology,11
revealed that of the 23 patients who watched
a six-minute video depicting different clinical
scenarios, ranging from aggressive interventions to comfort care, 21 chose comfort care.
None chose life-prolonging care, which would
have included CPR and mechanical ventilation.
A second group of 27 patients heard a verbal description of the end-of-life options; six
chose comfort care. Seven patients chose
life-prolonging care. The remaining patients
in both groups opted for what study authors
described as basic hospital care, in which antibiotics and intravenous fluids would be provided, but not more aggressive interventions,
such as CPR.
When Back raises the possibility of hospice,
he doesn’t necessarily use the word itself with
the patient right away. Instead he talks about
how a shift in treatment might improve their
quality of life. He described a recent patient,
a woman with a terminal diagnosis whose
husband was struggling with all of her medications. Back told the woman that he could
schedule nurses to visit her home and assist
with adjusting her pain medication. The best
way to do that, he told her, was to enroll her in
hospice care.
A recurring conversation
Talking honestly upfront about patients’ endof-life goals and desires will not only help
them, but possibly also their loved ones, Keating says. She cited a study published in 2008
in the Journal of the American Medical Association which assessed quality of life for pa-

tients and caregivers. It found that patients
who were counseled about end-of-life decisions were not only referred earlier to hospice,
but also reported less emotional distress, as
did their caregivers.12
As treatment progresses, a doctor can always provide a variety of scenarios, honestly discussing the best case scenario and the
worst case scenario, Christopher says. Given
that nothing is set in stone in medical care,
the doctor should be prepared to revisit that
conversation, should medical circumstances
change, Christopher says. “I don’t think you
smack people in the face with this all at one
time—I think it is a process.”
Charlotte Huff, a freelance writer in Fort Worth,
Texas, specializes in health reporting, including
end-of-life concerns and the compassionate
delivery of bad news.
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Resources
For more information about hospice and end-of-life
care, check out these organizations:
Advanced Care Planning Decisions: This nonprofit
organization emerged from some of the work done
by Boston researchers, using videos to help educate
patients about comfort care and other treatment
options: http://www.acpdecisions.org/home.html
American Society of Clinical Oncology: The professional group has recently developed a booklet for patients and families, discussing palliative care, hospice,
advanced directives, and other end-of-life decisions:
http://www.cancer.net/patient/Coping/Advanced%20
Cancer%20Care%20Planning/Advanced_Cancer_
Care_Planning.pdf
Coalition to Transform Advance Care Planning:
The Center for Practical Bioethics has launched an
initiative to improve the transition from aggressive
treatment to palliative or hospice care, as well as to
improve related clinician and patient education:
http://practicalbioethics.org/aging-and-end-of-lifecare/coalition-to-transform-advance-care-planning/
Education in Palliative and End-of-Life Care: An
educational initiative, which provides conferences and
online learning opportunities: http://www.epec.net/
National Hospice and Palliative Care Organization:
The non-profit organization includes resources about
hospice care, as well as links to other professional
groups: http://www.nhpco.org
Oncotalk: Provides training and an expanding series of
online modules, videos, and other resources to assist
oncologists with discussing prognosis, end-of-life care,
and other difficult topics: http://depts.washington.
edu/oncotalk/

