
Hysterectomy and growth attenuation:
Therapy for disabled girl sparks debate
Parents hope ‘Ashley treatment’ will mean comfortable life at home

Much of America heard about the “Ashley treatment” in late
2006, upon publication of an article detailing the growth-
attenuation measures taken in 2004 in the case of a then-6-

year-old, severely developmentally disabled Seattle-area girl whose
parents sought medical help that might ensure that she could be com-
fortable and that they could care for her as she grew older.

The only trouble, says Doug Diekema, MD, MPH, of the Treuman
Katz Center for Pediatric Bioethics at Seattle (WA) Children’s
Hospital and Regional Medical Center, is that there is no such thing
as an “Ashley treatment,” but rather three separate measures evalu-
ated individually on the basis of their benefit to the child and
approved by a 40-member ethics review team.

But the story of Ashley, reported by Diekema and pediatric
endocrinologist Daniel Gunther, MD, MA, in the October issue of
Archives of Pediatrics and Adolescent Medicine framed a new debate
over old, controversial treatments — high-dose estrogen treatments to
intentionally attenuate height, and hysterectomy in disabled females.1

Ashley, known publicly only by her first name, is now 9 years old
and cared for by her parents at home, where she is “an integral, and
much loved, member of the family,” Diekema and Gunther write.
However, static encephalopathy with marked global developmental
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Plan to attend medical error audio conference
Examine the questions and pitfalls that arise when a medical error has to be disclosed

Intense feelings of anxiety and humiliation, not to mention fears of being
sued or professionally censured, are extremely common. Not surpris-

ingly, the appearance of defensive and self-protective strategies that
urge concealment are common as well. Nevertheless, ethics, as well as
recent reports showing declines in malpractice claims and costs when
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deficits caused her development to never progress
beyond infancy. She cannot sit up, walk, or talk;
she is fed via gastrostomy tube, and the specialists
treating her say there will be no significant
improvement in her cognitive and neurologic state.

When she started showing signs of puberty at
age 6 (breast buds, pubic hair), her parents
became concerned about the effects of growth
and maturation on their ability to care for her and
keep her comfortable. Lifting an immobile 7 year
old is difficult; maneuvering an immobile adult at
home would prove very difficult. Fully devel-
oped breasts would interfere with Ashley’s abil-
ity to comfortably wear the harness that allows
her to sit up, and menses would make hygiene
additionally difficult for her caregivers and
uncomfortable for Ashley.

For those reasons, with the support of Ashley’s
physician (Gunther), the family asked that Ashley
undergo a hysterectomy, that growth attenuation
be initiated, and that her breast buds be removed.

Individually, these procedures are not unheard of
and are even common in very developmentally dis-
abled people, says Diekema. What made this case
unusual was the family’s and physician’s choice to
have the multiple procedures vetted by the hospital. 

“What made it unique is that it came to the
ethics committee [at Children’s Hospital] without
there being a disagreement between the parents
and physicians,” says Diekema. “This came to us
not as a dispute, but as a physician supporting
the parents, saying, ‘We need a broader look at
what is happening here.’”

What the ethics committee was asked to con-
sider were three separate procedures, any of
which could be accepted or rejected independent
of the other two. The most commonly performed
in developmentally disabled children is a hys-
terectomy, with preservation of the ovaries. The
most uncommon is surgical removal of breast
buds, which Diekema says is done on occasion
but is rare in the absence of pathology. 

“Somewhere in the middle is growth attenua-
tion,” a procedure that is both common and his-
torically controversial.

Attenuation of growth

In an response to the report by Diekema and
Gunther, physicians Jeffrey P. Brosco, MD, PhD
and Chris Feudtner, MD, PhD, MPH, wrote in
the same issue of Archives that they opposed the
practice of attenuating growth in profoundly
impaired children, posing four questions:2

• Will stopping Ashley’s growth successfully
make her easier to care for at home? 

• Is such “heavy-handed” manipulation to pro-
duce a smaller person acceptable? 

• Can the treatment be abused? 
• Is attenuating growth the correct way to

address the problem of caring for impaired chil-
dren and adults?

Growth attenuation achieved by high-dose
estrogen (most commonly, oral ethinyl estradiol)
has been used for decades, notably in the 1960s to
curb the growth of girls who were expected to
grow “too tall” for then-acceptable ideas of nor-
mal female height.

“Not everyone would say it is appropriate to
attenuate a [healthy] girl who is going to grow to
be 6 feet tall, just because she’s tall,” says
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Diekema. “But it’s still done.”
In Ashley’s case, her parents have said on the

web site they created to tell her story (www.ash-
leytreatment.spaces.live.com), growing tall vs.
remaining small could be the difference between
having to live her life in a skilled nursing facility
and living at home in the care of her family.

“The main benefit of the height and weight
reduction is that Ashley can be moved consider-
ably more often, which is extremely beneficial to
her health and well-being. Currently, one person
can carry Ashley [who is 4’5” tall and 65 pounds],
vs. requiring two people or a hoisting harness
and ropes, should she have grown larger,” her
parents report on their blog. 

“As a result, Ashley can continue to delight in
being held in our arms and will be moved and
taken on trips more frequently and will have
more exposure to activities and social gatherings
[for example, in the family room, backyard,
swing, walks, bathtub, etc.] instead of lying down
in her bed staring at TV [or the ceiling] all day
long. In addition, the increase in Ashley’s move-
ment results in better blood circulation, GI func-
tioning (including digestion, passing gas),
stretching, and motion of her joints.” 

Diekema says that arguments against attenua-
tion in this case that insist the attenuation was
merely to convenience Ashley’s parents are only
seeing one part of the picture.

“We had to weigh the harm that each proce-
dure might have against the benefits that accrue
to the patient,” Diekema says. “What you have to
understand is that not all the benefits that accrue
to her accrue because it makes her parents’ lives
easier.

“But having her light enough to be picked up
means she gets picked up.”

Ashley’s parents say that their being able to
lift, move, and position Ashley means she can
continue to join her parents and two siblings on
family outings, something they say is important
to all of them.

“It seems to me that while people will repre-
sent this case [as either] the decisions were being
made for the patient’s good, or for the good of the
people or person making decisions for that
patient, we must recognize that the two are
hardly exclusive,” points out John Banja, PhD,
of Atlanta’s Emory University Center for Ethics.
“Indeed, it might well be that what is in Ashley’s
interest will turn out to be what is in her care-
taker’s interest, and vice versa. A common reha-
bilitation goal is reducing caregiver burden, such

that both the caregivers and the one cared for can
be better off.”

Hysterectomy and breast bud removal

Historically, hysterectomy has not been
uncommon in severely developmentally disabled
women in whom childbearing would never be a
consideration. Growth attenuation is considered
less risky when done in conjunction with hys-
terectomy, which eliminates the need for proges-
terone during the attenuation treatment and
reduces the risk of thrombosis.

However, hysterectomy has been used in the
past as a means of sterilizing “undesirable”
potential mothers — women who were mentally
ill, mentally retarded, or deemed morally “defi-
cient.” The difference between this eugenic use of
hysterectomy — sterilization for the “improve-
ment” of society — and the surgery done in
Ashley’s case is that it was done for no one’s ben-
efit but the patient’s, Diekema says.

Hysterectomy eliminates the complications of
menses, her physicians and family say, as well as
freeing her from the risk of uterine or cervical
cancer. Retention of her ovaries offers her some
protection from developing osteoporosis.
Prophylactic appendectomy was performed at
the same time.

There is little in the literature to indicate how
often breast bud removal is performed, but
Diekema suspects it is not all that rare. Ashley’s
parents have said that besides making her sup-
port halter more comfortable to wear, they hope
the lack of developed breasts will prevent Ashley
from being “sexualized” by caretakers later in her
life. Additionally, she will avoid a family ten-
dency to develop painful fibrocystic growths.  

Banja asks whether, because Ashley is not “for
herself,” as ethicists would say — she cannot
direct or plan her life — her body and its organic
functions, especially as they define her gender,
are ambiguous contributors to her “dignity” as a
person.

“So, is she more or less dignified by the fact
that it is more or less difficult for her caretakers to
provide for her needs? This seems a core ques-
tion,” Banja says. “And it will be on this count, I
think, that we will assess how successful the plan
has been as the years go on.”

There also are legal issues in some states with
performing hysterectomies or sterilization on
minors without a court order. That was not the case
in Ashley’s procedure, Diekema says. But that’s not
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to say there weren’t concerns on the part of
Children’s Hospital attorneys and administrators.

“In most hospitals, how does this play out? In
most hospitals, barring some legal barrier, like a
barrier to hysterectomy in a minor, the child
would be brought to a physician, the physician
would say, ‘It sounds like this should happen,’
and if appropriate, they would proceed,”
Diekema suggests. “In many ways, what made
[Ashley’s case] unique was that we didn’t just
proceed. We stopped the train and said, ‘All three
of these procedures are unique, so we need to
review them before we proceed.’

“One of the distortions [in published reports of
the case] is that there is such a treatment as an
‘Ashley treatment.’ We approached this as three
separate requests — growth attenuation, breast
bud removal, and hysterectomy.”

While much innovative therapy that occurs in
U.S. hospitals “just happens,” Diekema says, at
Children’s Hospital the medical director is
involved in any innovative treatment or therapy,
to monitor “reasonableness” and call in the ethics
committee when needed. 

“But I don’t think there was a single member of
the ethics committee who didn’t realize this was
very complex from an ethical standpoint,” he says.
“For any one of the requests, there were argu-
ments and counter arguments, where we had to
figure out how she stood to benefit and any poten-
tial harms that could come to her. And there was
consensus that all three of them, separately and
together, offered benefits to her quality of life.”

If there was a bias at the outset of the ethics
committee’s study of the treatments proposed for
Ashley, it was a bias against doing the proce-
dures, Diekema recalls.

“Taking the uterus out of anyone who hasn’t
given their consent — you walk out of the room
saying, ‘That was a hard decision,’” he says. “It
was difficult to see how [doing the procedures]
would benefit the hospital. We knew it could cre-
ate adverse publicity. 

“If you were a risk manager in that room,
you’d be saying ‘Why risk having people picket-
ing outside your hospital?’ So people on the com-
mittee had to be convinced it was the right thing
for this little girl.”

Ultimate success seen later

Banja points out that advocates for the dis-
abled, as well as some in the medical commu-
nity, likely view what happened to Ashley as a

“mutilation” performed for the convenience of
others. 

“Aside from the symbolism of that mutilation,
however, we lack an empirical metric to demon-
strate how much burden or benefit has practically
been created,” Banja suggests. “Ashley will never
be able to tell us, so we will have to wait and see
whether the interventions that occurred ulti-
mately rebound to the benefit of her parents and,
perhaps, to her.”

Ashley’s parents, along with her treatment
team, stress that the therapies used for their
daughter are not suited or appropriate for mildly
disabled children.

“Some articles fail to clarify up front that our
daughter is severely disabled, in a small and
extreme category of disability, leaving their audi-
ence with the image of a mildly disabled girl —
which is what most people have a direct experi-
ence with — which would indeed make the
Ashley treatment shockingly inappropriate,” her
parents write on their web site.

Some ethicists would say that given Ashley’s
level of retardation, her life is, in a sense, not
exactly hers — she is not “for herself” — because
she cannot decide, plan, or direct her life, Banja
adds. 

“Ashley’s life largely exists for others, espe-
cially her parents, on whom she categorically
depends,” says Banja. “The difficult part, I
think, is managing our very uncomfortable feel-
ings that are aroused by the surgical interven-
tions.”
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Probe reasons if asked to
keep info from patients
Family wishes can’t outweigh patient’s best interest

Full disclosure of information to patients about
their illnesses and treatment is considered the

cornerstone of patient autonomy; patients capable
of making their own health care decisions can
only do so if they have enough information to
weigh the risks and benefits of treatment. But
what if the patient, or more commonly, the
patient’s family, wants that information withheld?

“That’s a perennial question — I call it a ‘job inter-
view question,’ because I was asked that a lot on job
interviews,” says Timothy F. Murphy, MD, assistant
professor of medical education at the University of
Illinois-Chicago. “It’s a case where ethics and the
law can collide, and it’s possible to have multiple
opinions on which way to go in these situations.”

In the United States, the patient’s role in the
center of health care decision making is a rela-
tively new idea. As recently as the early 1960s,
surveys of physicians showed that the majority
polled routinely withheld bad news from their
patients, usually because they or the patients’
families believed that the stress caused by a poor
prognosis would be harmful.

By the time of the Patient Self-Determination
Act in 1991, full disclosure and patient autonomy
had replaced the notion of “protecting” patients
from bad news. But whether rooted in cultural
practices or family concerns, physicians still occa-
sionally find themselves asked to be less than
candid with patients.

While withholding medical information is the
exception rather than the rule for U.S. doctors,
their colleagues in Europe, most of Asia, and the
Middle East still largely consider the withholding
of negative health care information to be humane,
particularly when the patient is facing a fatal ill-
ness. Therefore, natives of those countries now liv-
ing in the United States might consider it a natural
request to ask their family physician not to deliver
complete health care information to a loved one.

“Our normal approach is that the patient gets
to make an informed decision,” says Murphy.
“Sometimes families want to protect patients
from information, and sometimes patients send
signals that they want to opt out of knowing. So
we have to figure out a resolution, and in some
cases there are ways to finesse it.”

Reasons for nondisclosure vary

When the issue of withholding information
from patients arises for cultural reasons, there are
strongly held beliefs behind the request.1 Some
cultures view discussion of death and serious ill-
ness disrespectful or rude to the patient; others
hold that to talk about terminal illness can cause
depression and anxiety, or even eliminate the
patient’s hope (considered a powerful factor in
healing). People of some cultures believe that to
talk about an illness or impending death makes
the illness or death inevitable.

It wasn’t until the 1970s that surveys of physi-
cians indicated a trend toward full disclosure of
information to terminally ill cancer patients.
Murphy recalls being a child and hearing his par-
ents talk about a friend who had cancer, and his
mother asking, “Does she know?” 

“I remember just being amazed that someone
could have cancer and I knew it but she didn’t,”
he recalls.

In the United States, the patient is now at the
center of health care decision making, and so a con-
certed effort should be directed toward finding out
what the patient wants to know, and how he or she
wants to receive information, Murphy points out.

“A patient may signal a willingness to receive
some information, but not all, and you want to
respect that, but it may not always be possible,
depending on the medical management,”
Murphy continues. If a situation arises such as
“an adult son standing in the doorway, blocking
your path and insisting that his mother can’t be
told anything about her condition, it would be
imperative to convey to the patient that you have
information about their condition.”

Sometimes, a protective family misjudges their
loved one’s ability to cope with difficult informa-
tion, and the patient is not only capable, but anx-
ious to receive the information.

“There are all sorts of discrepancies in life
between what people expect and what is real,” he
points out. “If a doctor is asked by a son or
daughter to withhold information because they
think it would be harmful to the patient, I would
ask for a high standard of proof to show that [dis-
closure] would hurt.”

A stepwise approach, with the physician as
intermediary, can sometimes lead protective family
members to relent. Making the case that their loved
one is in a very serious condition and that there is
little chance that the information can be kept from
him or her is sometimes persuasive, says Murphy.
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“You have to test the waters,” Murphy explains.
“And keep in mind that usually you don’t have to
make all the decisions at once. Sometimes, conflict
arises when physicians approach it as a ‘once and
for all’ decision-making situation, and it doesn’t
necessarily have to be.”

A family conference can provide an opportunity
for the physician to explore why the family opposes
disclosure of information to the patient, and perhaps
help to find middle ground from which to proceed
— though it does not always work out that way.

“Rather than directly going against a family’s
wishes, it makes sense to find out why people
hold the views they do,” Murphy says, adding,
“But while you don’t want to send people home
from the hospital unhappy, bringing a patient
into the decision making to the extent they want
to be has to be your primary concern.”

In pediatrics, child’s age dictates

When the patient is a child, the rules about dis-
closure by necessity must be more flexible. In most
states, children younger than 18 are not legally
enabled to give consent; nonetheless, the prevailing
thought in U.S. medicine is that maturing adoles-
cents should be brought into the decision-making
process when their own health is at issue.

“If a child is 3 or 4 [years old], probably pro-
tecting him or her from hurtful information is
more justified than giving them information,
especially when there is nothing the child can do
to alter things because the child is not involved as
a decision maker,” says Murphy. “But the more
mature the child is, and the more the child is the
decision maker, the more reason you have to
resist withholding information.”
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ED physicians may not be 
‘colorblind,’ research says 
Disparities exist in chest pain evaluations 

Alarge, national review of patients presenting to
emergency departments with chest pain sur-

prised researchers with what it revealed about dis-

parities in how chest pain patients are evaluated.
When they looked at chest pain patients by

race, gender, and type of insurance, researchers
saw differences that troubled them, says Liliana
Pezzin, PhD, JD, one of the researchers.

But Pezzin, associate professor of medicine at the
Medical College of Wisconsin,  says what truly
shocked her was the magnitude of the disparities.
She says that in the report she wrote on the
research, she and her coauthors “are careful to say
that there’s nothing we can do to point out the root
causes [i.e., racism, gender discrimination, or eco-
nomic discrimination]” for the disparities, because
there are many causes other than racism or sexism.1

“But even we were surprised at the difference.”
Chest pain is the most common initial symptom

in patients diagnosed with coronary artery dis-
ease. Electrocardiography, chest radiography, oxy-
gen saturation monitoring, and cardiac monitoring
are noninvasive, relatively inexpensive tests, con-
sidered standard in chest pain patients. But Pezzin
and her colleagues found, in their review of chest
pain patients who presented to U.S. emergency
departments between 1995 and 2000, that these
common tests are applied differently based on
patients’ race, gender, and insurance. 

Root cause of disparity unknown

Pezzin and her colleagues drew on data com-
piled by the National Hospital Ambulatory
Health Care Survey of Emergency Departments
(NHAMCS-ED) for patients 30 years old or older
presenting with chest pain. The retrospective
study used a sample of 7,068 patients, which cor-
responded to 32 million visits nationally through-
out the six-year period.

They found that the rate of visits to emergency
departments by patients presenting with chest pain
increased, and that race, gender, and insurance dif-
ferences appeared to be factors in the type of care
patients received at emergency departments.

Overall, African-American males were
25%–30% less likely to receive any of the tests
than non-African-American males. 

Gender was also an issue in determining what
tests the patients received. African-American
women were approximately 5% less likely to
have electrocardiography tests than non-African-
American men. 

African-American women were also 17% less
likely to undergo cardiac monitoring, 14% less
likely to have oxygen saturation monitoring, and
6% less likely to have chest radiography tests than
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non-African-American men. Similarly, the rate of
testing was lower for non-African-American
women than it was for non-African-American men. 

“We’re careful to say that there’s nothing we
can do to point out the root causes; we’re just
documenting the differences, some of which may
be explained by differential presentation, or even
the ways people of different genders and race
communicate their symptoms,” she says.

Other findings that point to disparities involv-
ing race, gender, and insurance coverage include:

• Use of all forms of diagnostic testing and
monitoring, with the exception of oxygen satura-
tion monitoring, decreased among male African-
American patients over the review period.
Electrocardiography decreased more than 16%
among male African-American patients, and they
were 26% less likely to be placed on cardiac mon-
itoring in 2000 than they were in 1995;

• Approximately 82% of commercially insured
non-African-American men received electrocar-
diography testing when presenting with chest
pain in 2000, nearly a 27% higher proportion than
uninsured African-American men, and a 31%
higher proportion than African-American men
covered by non-commercial forms of insurance.

Not only did insurance status surface as a cate-
gory in the data, but the type of insurance also
appeared to have a role in the administration of
tests, Pezzin says.

Patients covered by forms of insurance other
than commercial insurance were approximately
13% less likely to undergo electrocardiography.
Additionally, patients covered by these forms of
insurance were almost 21% less likely to be
placed on cardiac monitoring, 23% less likely to
have oxygen saturation measured, and more than
13% less likely to receive chest radiography than
patients covered by commercial insurance.

“This was a group [the emergency department
population] in which there had been no real large
study of this kind of disparity,” says Pezzin.
“What this is setting up is not only to show dis-
parities, but also that there are disparities over
time — and that the disparities are not narrow-
ing, but actually getting larger.”

Pezzin stresses that there can be many reasons
for disparities in the administration of diagnostic
tests, including misconceptions about chest pain
among different populations, provider behavior,
and communication problems between providers
and patients.

“But with a set of tests that are relatively inex-
pensive and relatively standard, the guidelines

are clear,” she add. “So we need to do more to
learn why there are these disparities.”

Whereas there might be control factors, such as
severity of symptoms, that the physicians would
have known but researchers did not, which could
have informed physician decisions about testing,
decisions based on insurance would be more diffi-
cult to justify, Pezzin continues.

“There is no evidence that the underinsured
group is presenting with less severe symptoms,
yet the difference [in whether they are tested] is
pretty marked,” she says.

Study a ‘biopsy’ of disparity

Disparity in the delivery of health care is an
ongoing subject of discussion, and is being stud-
ied at every point of delivery — office, hospital,
diagnosis, treatment, and follow-up.

As Pezzin and her colleagues were reporting
their findings, a grand jury inquest in Illinois
returned a homicide finding in the death of a 49-
year-old African-American woman who died of a
heart attack after waiting two hours to be seen in
the emergency room of a Waukegan hospital in July
2006. The grand jury’s finding in September against
Vista Medical Center East is believed to be the first
of its kind, and state prosecutors continue to probe
whether they will pursue homicide charges against
anyone at the hospital. (See “Death in the ED:
Heart attack after two-hour wait termed ‘homi-
cide,’” Medical Ethics Advisor, December 2006.)

In the Waukegan case, the coroner found that
Beatrice Vance’s death was due to a  heart attack
caused by a blocked artery, but that “delayed and
inadequate treatment” contributed to her death.
The grand jury said her death was the result of a
heart attack, but contributing to it were “gross
deviations from the standard of care that a reason-
able person would have exercised in this situation”
— including the absence of cardiac monitoring or
an electrocardiogram during the two hours she
was in the emergency room waiting area.

“That case was really amazing,” Pezzin com-
ments. Her study, she says, “is a biopsy that
shows something is going on that needs to be
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studied, and relatively quickly, because a large
population is being misdiagnosed.”

Natural points for follow-up include studying
patient-physician communication and looking at
standing orders that might affect decisions made
before physicians ever see patients who come to
the emergency department.

Both surprising and dismaying to Pezzin, she
says, is that physicians in the emergency depart-
ment may not be as “colorblind” as they have
always believed.

“We have always heard it said that ED physi-
cians are really colorblind, altruistic people,
almost by selection, so it was surprising to find
that maybe they’re really not,” she says. “Maybe
we’re all as subject to the same biases that are so
pervasive elsewhere in society.”

Reference

1. Pezzin LE, Keyl PE, Green GB. Disparities in the emer-
gency department evaluation of chest pain patients. Acad
Emerg Med 2007;14:149-156.  ■

When refusal of care 
endangers patient safety
‘No’ may just be start of conversation

An elderly or frail — yet competent — patient
refuses treatment and insists on returning

home, where he or she lives alone or with an
equally elderly or frail relative. This common
conflict between respect for a patient’s wishes
and the physician’s concern for the patient’s well-
being and protection doesn’t need to be the end
of the discussion.

“The important thing is not to see the patient’s
refusal [of care] as the end of the game,” says
Joseph A. Carrese, MD, MPH, of the Phoebe R.
Berman Bioethics Institute at Johns Hopkins
Bayview Medical Center in Baltimore. “Rather,
see it as a starting point, where you can step back
and explore what the disconnect is all about.”

Navigating ethical issues that arise over refusal
of care includes, among other things, avoiding
the mindset that the patient’s wishes are “bad” or
“wrong.”

“It is a temptation [to view such decisions as
wrong], because doctors spend time thinking
about a course of action, whether it’s diagnostic

or treatment, and when they arrive at what they
think is the best course of action and it’s met with
resistance, that can be frustrating,” Carrese says.

Urged by codes of professionalism and the
Hippocratic Oath, physicians are required both to
render medical care and proceed cautiously for the
good of their patients. It can be argued that by
refusing care, patients effectively deny their doctors
the ability to fulfill those requirements; on the other
hand, if a doctor forces treatment on patients
against their wishes, patient autonomy is overruled.

Acknowledging a competent patient’s auton-
omy requires that health care providers let them
make their own choices, and to approach those
decisions with respect — even when sick patients
refuse needed tests and treatment, or demand to
leave the hospital when their medical providers
advise against it.

Explore possibilities with care

When a patient refuses care, Carrese suggests, the
physician should view that as a starting point to
explore the reasons behind that decision, while con-
tinuing to acknowledge the patient’s right to decide.

“Perhaps it’s something as simple as a miscom-
munication” that leads to the patient’s refusal of
care, he explains. “Does the patient really under-
stand what the risks are, and what the benefits
are of doing what the doctor recommends?

“Sometimes it can be as simple as that, and
maybe no one’s taken the time to explore that
possibility [with the patient].”

Eliciting answers about why the patient feels
the way he or she does — rather than focusing on
convincing the patient that the physician is right
— can at least lead to a better understanding of
the patient’s motives and mindset.

“You can ask, ‘Why are you not going along
with this?’ or, ‘Have you had a prior experience
that didn’t go well?’” Carrese says. He further
suggests asking, “Has a neighbor given you
advice or told you something that concerns you?”
or, “Do you have cultural or religious concerns?”

In “Refusal of care: Patients’ well-being and
physicians’ ethical obligations,” (JAMA 2006;
296:691-695), Carrese writes of an ill, elderly
woman who upon discharge from Johns Hopkins
was unable to care for herself and lacked the
financial and social resources to be at home
safely. Nonetheless, she adamantly refused to
enter a nursing facility, posing an ethical chal-
lenge for her medical providers.

“It seemed in that case that one possible factor
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was an experience this woman had had while vis-
iting nursing homes earlier in her life, where she
formed a strong opinion about nursing homes,
that they were a bad place to be,” he says. 

An ethics consultation team at Johns Hopkins,
after reviewing the medical team’s concern [that
the patient would be at risk if she went home
alone] and the patient’s ultimate desire (to go
home and stay home), arrived at a way of pre-
senting the evidence to the patient in a way that
appealed to her long-term goal. Her doctors
explained that her care was not complete, and
that 30 days in a skilled nursing facility would
strengthen her to a point that, they hoped, she
would be able to return home and stay there,
with the assistance of home health care nurses,
and to the satisfaction of the patient and medical
team, she agreed.

Carrese says an experience like the one
described in the JAMA paper can have a lasting
effect on physician-patient interactions.

“Once you’ve [explored with a patient his or her
refusal of care], it can help you recalibrate what
you need to be doing as a physician,” he explains.
“In terms of interacting, maybe you’re not saying
the right things, or not saying them clearly
enough. You learn to persuade without coercing.”

Talking with friends, family, and other mem-
bers of the patient’s circle of support can shed
light on the patient’s motivations; clergy may be

able to communicate with patients about per-
ceived religious reasons for refusing care. 

“A patient might be refusing care because they
feel it violates a particular religious edict,”
Carrese says. “They might be right, but they
might be wrong, so clarifying that with a spiritual
leader or clergy member might help make that
clear to the patient.” 

Assuming that the patient has the capacity to
make his or her own health care and treatment
decisions, there may come a point at which the
physician has done what he or she is able to do to
reconcile what is medically recommended with
what the patient wants, and the patient stead-
fastly refuses treatment.

“Then you have to sort of go along with that,”
Carrese says. “That is a good point to consider
other resources like an ethics consultation. Bring
in a third party — a psychiatrist, or ethics consult
team — and get their take on it.”

Even if the intervention by a third party doesn’t
change anything, “I feel that I can live with a deci-
sion better if another party has intervened,” he adds. 

Carrese says while physicians are not obligated
to violate their own standards or values in order
to uphold a patient’s right to refuse care, physi-
cians who feel they have no choice other than to
transfer care of the patient to another doctor
should carefully examine whether upholding the
patient’s wishes is truly an untenable option.

“Think as hard as you can, weigh all the con-
siderations, weigh as best you can all the pros
and cons, and consider that it’s entirely possible
that someone else looking at the situation would
reach a different conclusion,” Carrese says. “If
you can demonstrate that you thought long and
hard and carefully, I think it’s easier to defend
and justify what you decide.”  ■

Medical board decision
suspends executions in NC
Doctors’ role in capital punishment

North Carolina’s governor, state agencies, and
courts were forced to examine the state’s capi-

tal punishment laws following the release of a posi-
tion paper from the North Carolina Medical Board
(NCMB) in January that effectively prevents physi-
cians from actively participating in executions.

As of the first week in February, three executions
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already had been halted in the three weeks since the
medical board ruled that “physician participation in
capital punishment is a departure from the ethics of
the medical profession,” and the Department of
Correction stopped scheduling executions until
state leadership changes execution procedure. The
process was recently modified to limit the role of
physicians because of ethical concerns; however, a
judge ruled that any such modification must be
approved by a board headed by the governor and
lieutenant governor. Others in state government say
that even with that panel’s approval, any change to
the state’s law governing executions would have to
be approved by the legislature.

Attendance OK, participation not

According to the NCMB, physician participa-
tion in execution is defined generally as actions
that would fall into one or more of the following
categories: 

• an action that would directly cause the death
of the condemned; 

• one that would assist, supervise, or contribute
to the ability of another individual to directly
cause the death of the condemned; 

• an action that could automatically cause an
execution to be carried out on a condemned pris-
oner. 

The NCMB defines physician participation in
an execution as including, but not limited to: 

• prescribing or administering tranquilizers
and other psychotropic agents and medications
that are part of the execution procedure; 

• monitoring vital signs on site or remotely
(including monitoring electrocardiograms); 

• attending or observing an execution as a
physician; and 

• rendering of technical advice regarding exe-
cution.

When the the method of execution is lethal
injection, the following actions by the physician
would also constitute physician participation in
execution: 

• selecting injection sites;
• starting intravenous lines as a port for a lethal

injection device; 
• prescribing, preparing, administering, or

supervising injection drugs or their doses or types; 
• inspecting, testing, or maintaining lethal

injection devices; and 
• consulting with or supervising lethal injection

personnel. 
The NCMB decision conflicts with a state law

requiring a doctor’s presence at executions, so the
state changed its procedure to require a doctor to
be present, but not have an active role. The board
states that it will not discipline physicians who
are merely present at executions. Examples of
non-participation include:

• testifying as to medical history and diagnoses
or mental state as they relate to competence to
stand trial, testifying as to relevant medical evi-
dence during trial, testifying as to medical aspects
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(Continued from cover)
disclosure and apology are implemented, are
changing the ways health care organizations man-
age the aftermath of medical errors.

These issues will be addressed in our upcoming
live audio conference: When the Worst Happens:
Techniques to Manage Medical Error Disclosures,
on March 13, 2007, from 2:30 pm to 3:45 pm, EST. 

This presentation will examine a number of con-
siderations bearing on error disclosure. Listeners
will gain an appreciation of the psychological fac-
tors that affect error disclosure conversations so
that they might better manage their and their listen-
ers' feelings and reactions. The latter half of the
presentation will explore numerous communication
strategies to employ at particularly significant
moments in the disclosure conversation. Ultimately,
this presentation will provide a glimpse into the
overall “architecture” of error disclosure conversa-
tions as well as discuss “what words to use,” such
that error disclosure occurs ethically, profession-
ally, and empathically. 

Our presenter, John Banja, PhD, is a medical ethi-
cist at Emory University who is nationally regarded in
the area of medical errors and their disclosure. His
book, “Medical Errors and Medical Narcissism,” was
published by Jones and Bartlett in 2005.

The fee of just $299 ($349 for the live confer-
ence and CD combo) allows you to invite as many
listeners from your facility as you can accommo-
date around your conference telephone. Plus, you
and your staff will benefit from the interactive ques-
tion-and-answer segment immediately following the
presenters' prepared remarks. 

Call (800) 688-2421 or go to www.ahcmediainter-
active.com to register today or order the CD (MP3
format) for this audio conference to educate your
entire staff.



of aggravating or mitigating circumstances during
the penalty phase of a capital case, or testifying as
to medical diagnoses as they relate to the legal
assessment of competence for execution; 

• certifying death, provided that the con-
demned has been declared dead by another per-
son; 

• witnessing an execution in a totally nonpro-
fessional capacity; 

• witnessing an execution at the specific volun-
tary request of the condemned person, provided
that the physician observes the execution in a
nonprofessional capacity; and

• relieving the acute suffering of a condemned
person while awaiting execution, including pro-
viding tranquilizers at the specific voluntary
request of the condemned person to help relieve
pain or anxiety in anticipation of the execution.

The proposed change to the law would require
a doctor’s presence at executions, with a nurse
and medical technician monitoring the con-
demned prisoner’s vital signs. If a medical prob-
lem required the doctor to intervene, the
execution would be halted and rescheduled so
that the doctor could tend to the inmate without
violating the NCMB rule.

NC, other states examining execution process

Defense attorneys in North Carolina have
argued in various death penalty cases that only
anesthesiologists or other specially trained medi-
cal professionals determine that an inmate is
unconscious before being put to death. They
argue that the state’s new protocol could result in
an inmate waking up during the execution and
being aware but paralyzed while dying. 

Florida and Tennessee recently issued morato-
riums on executions. A Florida lethal injection
execution in December 2006 took 34 minutes —
twice as long as usual — after needles delivering
the chemicals were inserted incorrectly into the
flesh of his arms, rather than into veins. The
physician who performed the autopsy refused to
state publicly whether the inmate suffered a
painful death.

Executions also are on hold in Missouri and
California as those states examine their laws gov-
erning executions. Tennessee Governor Phil
Bredesen said he supports capital punishment,
but that his state’s guidelines for carrying out
executions contain flaws such as not specifying
dosages for the lethal chemicals.

After physicians in Georgia were repeatedly
sued by an anti-death penalty physicians’ group
seeking to have their licenses revoked for partici-
pating in lethal injection executions in that state,
the Georgia legislature passed a bill protecting
any doctor or medical professional who assists in

March 2007 / MEDICAL ETHICS ADVISOR ® 35

■ Handling abusive 
patients

■ Ethics and cosmetic
surgery

■ Influence of doctors 
on television

■ Prehospital standing
orders

COMING IN FUTURE MONTHS

CME instructions

Physicians participate in this continuing medical
education program by reading the issue, using

the provided references for further research, and
studying the questions at the end of the issue.
Participants should select what they believe to be
the correct answers, then refer to the list of correct
answers to test their knowledge. 

To clarify confusion surrounding any questions
answered incorrectly, please consult the source
material. After completing this activity, you must
complete the evaluation form provided at the end
of each semester and return it in the reply enve-
lope provided to receive a credit letter. When your
evaluation is received, a credit letter will be mailed
to you.  ■

CME objectives

After reading each issue of Medical Ethics Advisor,
you will be able to do the following:

• discuss new information about hospital-based
approaches to bioethical issues and developments
in the regulatory arena that apply to the hospital
ethics committee;

• stay abreast of developments in bioethics and
their implications on patient care, risk management,
and liability;

• learn how bioethical issues specifically affect
physicians, patients, and patients’ families. ■
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CCMMEE  QQuueessttiioonnss

9. According to ethicists John Banja and Doug
Diekema, serving the best interests of the develop-
mentally disabled patient Ashley and easing the
burden of her caretaker-parents are mutually exclu-
sive.

A. True
B. False

10. Natives of some parts of Europe, Asia, and the
Middle East consider the withholding of negative
health care information from patients, particularly
information about a fatal disease, to be:

A. immoral.
B. humane.
C. rude.
D. bad luck.

11. Acknowledging a competent patient’s autonomy
requires that health care providers let them make
their own choices, and to approach those decisions
with respect:

A. when sick patients refuse needed tests and treat-
ment.

B. when patients demand to leave the hospital when
their medical providers advise against it.

C. when patients’ requests are at odds with the physi-
cians’ ideas of the best course of treatment.

D. all of the above.

12. Pezzin et al found that disparities in the administra-
tion of diagnostic tests in chest pain patients pre-
senting to emergency departments from 1995 to
2000 were less common in 2000 than they had
been in 1995.

A. True
B. False
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an execution from having their state license chal-
lenged, suspended, or revoked.  

The American Medical Association (AMA)
steadfastly opposes physician participation in
state-ordered executions, saying to do so violates
medical ethics.

“The American Medical Association’s policy
is clear and unambiguous — requiring physi-
cians to participate in executions violates their
oath to protect lives and erodes public confi-
dence in the medical profession,” AMA
President William G. Plested III, MD, said in a
prepared statement.  ■


