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LEARNING OBJECTIVES
After completing this course, the reader will be able to:

1. When the alternative to medical treatment is likely death, ask parents and children whether they agree to the
medical plan rather than suggesting they are sharing in “a decision.”

2. Use the model of shared decision in appropriate settings, that is, those in which a bona fide choice exists.

@ This article is available for continuing medical education credit at CME.TheOncologist.com.

ABSTRACT

Introduction. Shared decision-making between health care
professionals, patients, parents, and guardians is widely
recommended today. However, it is unclear what happens
when collaborative language is used by physicians in clin-
ical situations for which patients and parents/guardians
believe there is no decision to be made.

Methods. We conducted a qualitative study of decision-
making for pediatric allogeneic blood and marrow transplan-
tation by interviewing patients, parents, grandparents, donor
siblings, and nondonor children after the decision to proceed
to transplant but before the transplantation. Each interview
was audio recorded, transcribed, and coded for major
themes.

Results. In total, 107 members of 30 families at four sites
were interviewed, including 15 patients, 22 mothers, 2 step-
mothers, 1 grandmother, 19 fathers, 3 stepfathers, 1 grand-

father, 13 sibling donors, and 31 nondonor children
(siblings, half-siblings, and cousins). In all, 81 % of parents/
guardians, 73% of patients, 31% of donors, and 29% of
other children reported there was no decision to be made.
Almost all (88%) parents/guardians indicated that the
physician’s recommendation was a large determinant in
their agreement to go forward with the transplantation. All
parents/guardians reported that “agreeing to a plan” was a
better description of what their consent entailed.

Conclusions. To be respectful of patients and parents/
guardians, we suggest that “agreeing to a plan” may be a
better description for what parents/guardians must con-
sider when the alternative to a transplantation is likely
death. In this clinical context, the shared decision-making
model with a focus on “a decision to be made” may be mis-
leading. The Oncologist 2012;17:881-885
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INTRODUCTION

The art of oncology has evolved dramatically in treatment de-
cision-making from paternalism (the physician making treat-
ment decisions alone) to autonomy (the patient or surrogate
making the decision) and now to shared decision-making (a
collaborative approach in which the physician’s expertise is
melded with the patient and/or surrogate’s perspectives) [1—
6]. The shared decision-making approach is reportedly pre-
ferred by some patients [7, 8], and physicians and other health
care providers are being schooled in the language and methods
of the collaborative approach for treatment decision-making
[9]. However, this approach and the language of shared deci-
sion-making may not be the best practice in certain clinical
care contexts. It is unclear what happens when collaborative
language is used by physicians in clinical situations for which
patients and parents/guardians believe there is no decision to
be made.

We conducted a qualitative grounded theory study of deci-
sion-making for pediatric allogeneic blood and marrow trans-
plantation, which is an ideal laboratory for studying decision-
making given its complexities: anxiety and stress resulting
from having a child with a life-threatening illness, time-sensi-
tive pressure to make a decision, complexity of treatment
plans, treatment often offered on randomized clinical trials,
and a need for parental permission and child assent. Following
grounded theory [10], our goal was to create a substantive the-
ory of family decision-making regarding pediatric allogeneic
transplantation for the treatment of childhood cancer by gath-
ering the perspective of each member of the family; thus, we
were not testing a specific hypothesis.

We consecutively approached all eligible families
(namely, those who had a child who was being offered an al-
logeneic stem cell transfer) at each of four geographically di-
verse sites: Atlanta; Philadelphia; Kansas City, MO; and
Calgary, AB, Canada. Depending on the site, a nurse practitio-
ner, research assistant, or a social worker identified all eligible
families. All children between the ages of 9 and 22 years old
who were considered by the parent(s) to be part of the family,
including half-siblings and cousins, were eligible to be inter-
viewed. After the first seven families, we selectively sampled
families with eligible siblings. We qualitatively interviewed
family members after the decision to proceed to transplant had
been made but before the stem cell transfer occurred. The par-
ents or guardians within each family and all eligible children
were individually interviewed in the location most convenient
for them, although we encouraged interviews in their homes.
Each interview was audio recorded, transcribed, and coded for
major themes.

We interviewed 107 members of 30 families: 15 patients,
22 mothers, 2 stepmothers, 1 grandmother, 19 fathers, 3 step-
fathers, 1 grandfather, 13 sibling donors, and 31 nondonor
children (siblings, half-siblings, and cousins). Basic demo-
graphics are provided in Table 1. Diagnosis, stem cell source,
and match are detailed in Table 2. All members of the families
consented/assented to the study following guidance from the
local sites’ institutional review board or research ethics board.

The responses were not at all what we expected given our
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assumption that a family decision-making theory could be con-
structed. A single theme emerged. Most of the parents, sib-
lings, donors, and patients looked at us quizzically or even
laughed when we asked our basic question: “Recently, you and
your family made an important decision about [patient’s name]
getting a transplant. Would you please tell me about how your
family made that decision?” The answer again and again was a
variation of the following: “You can call it a decision but it
wasn’t a decision. It was either get the transplant or let my
child/brother/sister die.”
A few quotes suffice:

Father of 3-year-old child with bilineage leukemia: “They
have to say you have a choice, but, they are telling you,
you really don’t have a choice.”

Father of 16-year-old child with acute myeloid leukemia:
“There really wasn’t much of a decision. I don’t see any
alternative.”

Mother of 8-year-old with acute lymphoblastic leukemia: “I
guess we didn’t really see that we had a decision ... This
was really the only choice ... We kept being told we were
going to come up here and talk it over with the doctor and
then leave and then come back and tell them our decision.
And we would look at each other in the car and kind of
laugh at that like, ‘Ha, we have a decision?’”

17-year-old patient with acute lymphoblastic leukemia:
“There’s not really that much decision-making. The trans-
plant was the ‘choice to live.” There really wasn’t any-
thing else they could do for me.”

In total, 81% (39/48) of parents/guardians, 73% (11/15) of
patients, 31% (4/13) of donors, and 29% (9/31) of nondonor
children indicated there was no decision to be made. A total of
52% (16/31) of the nondonor siblings, half-siblings, and cous-
ins stated they did not know if a decision had been made, which
was a rarer response among donors (3/13) and patients (0/15).
None of the cousins reported that they knew if a decision had
been made. The results are summarized in Table 3.

Some of the nondonor siblings within the family specu-
lated that the adults made the decision and were responsible for
it. As a 16-year-old sibling explained: “I think it is [my moth-
er’s] decision because she is the main guardian of my sister,
basically. She is always with my sister and makes the decisions
for the most part. I don’t really know that much.”

Most parental/guardian pairs (72%, 13/18) agreed that pro-
ceeding to transplantation was not a decision. The one family
headed by grandparents agreed that there was a decision (6%;
1/18); in fact, every member of that family concurred that the
teenaged children within the family made all of their own
health care decisions. In 3 of 18 families (17%), the mother
thought there was a decision and the father thought there was
no decision (because it was a “no brainer,” a quote echoed by
two of the other fathers). In the final family, the stepfather was
not involved in decisions about the patient; he thought his wife
(the patient’s mother) may have made the decision, whereas
his wife indicated there was no decision to be made. In the re-
maining 12 families, only one parent/guardian was available to
be interviewed.
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Table 1. Participant demographics
Parents/ Siblings, half-siblings
Guardians Patients Donors and cousins Total
n of participants 48 15 13 31 107
Sex (%)
Male 23 (48) 8 (53) 8 (62) 16 (52) 55 (51)
Female 25 (52) 7 (47) 5(38) 15 (48) 52 (49)
Race/ethnicity (%)
White 33 (69) 9 (60) 8 (62) 11 (36) 61 (57)
African American 12 (25) 4(27) 3(23) 15 (49) 34 (32)
Hispanic 3 (6) 1(7) 1(8) 2 (7) 7(7)
White and Hispanic 0 1(7) 1(8) 3 (10) 5(5)
Median age, yrs (range) 42 (29-64) 16 (11-18) 14 (9-17) 14 (9-22)
Parental education (%)
College degree 15 (31)
No college degree 29 (60)
Unknown 4 (8)
Annual family income (n = 30 families [%])
$60,000 or more 19 (63)
Less than $60,000 9 (30)
Unknown 2(7)
Site (n = 30 families [%])
Emory 16 (53)
Kansas City 3 (10)
Philadelphia 7 (23)
Calgary 4 (13)
Percentages were rounded to closest integer.
Table 2. Diagnosis and donor source
Sibling donor Unrelated donor Cord blood
n of 100% <100% 100 % <100% 100% <100%
Diagnosis patients match match match match match match
Acute lymphoblastic leukemia 11 6 0 2 0 0 3
Acute myeloid leukemia 12 7 1 0 0 1 3
Acute lymphoblastic leukemia/acute 1 1 0 0 0 0 0
myeloid leukemia
Chronic myeloid leukemia 1 1 0 0 0 0 0
T-cell lymphoma 3 1 0 0 2 0 0
B-cell lymphoma 1 1 0 0 0 0 0
Hodgkin lymphoma 1 1 0 0 0 0 0
Eight of the patients received their transplant as part of a re- one of the parents of the patients treated on protocol stated that the

search protocol. Although we did not directly ask the families transplant was not a decision, even though all were offered trans-
about research, at least one member of five of these families (four plant off protocol. However, because we do not know how the
mothers and two fathers) spontaneously mentioned the research choice between on-protocol and off-protocol transplantation was
protocol while describing the decision-making process. All but presented (i.e., if it was presented as a bona fide choice), we do not
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Table 3. Interview responses: Was transplantation a decision?
n No (%) Yes (%) Do not know (%) Not asked (%)

Mother/stepmother/grandmother 25 19 (76) 6 (24) 0 (0) 0 (0)
Father/stepfather/grandfather 23 20 (87) 3(13) 0 (0) 0 (0)

Patient 15 11 (73) 3 (20) 0 (0) 1(7)

Donor sibling 13 4 (31) 3(23) 3(23) 3(23)
Nondonor sibling 18 7 (39) 3(17) 7 (39) 1(5)
Half-sibling 7 2 (29) 2(29) 3 (43) 0(0)

Cousin 6 0(0) 0 (0) 6 (100) 0(0)

Total 107 63 (59) 20 (19) 19 (18) 5(5)

know whether the parents realized that participation in research
was a choice.

Most parents/guardians (88%) indicated that the physi-
cian’s recommendation was key in their thinking and a large
determinant in their agreement to go forward with transplan-
tation. One father of a 2-year-old child with acute myeloid leu-
kemia, who was firm that there was no decision to be made,
explained his reliance on the physician’s recommendation:

“The only way you would not go with a decision that
the doctors recommend is because you are reckless or you
truly don’t believe that the doctor has your child’s best in-
terestin mind ... There is no way that I can educate myself
beyond his opinion ... His opinion is based on high in-
stincts and exact data ... The doctor inspires confidence
and hope.”

Two mothers confirmed this:

Mother of 9-year-old child with large cell lymphoma: “You al-
ways really default to the doctor with the experience and
keep your daughter’s best interest at hand.”

Mother of 12-year-old child with acute lymphoblastic leuke-
mia: “I guess the doctors decided it was the best option for
her treatment. [They are] the experts in the field.”

Members of 20 of the families explained that the doctor had
stated that transplantation was the “best choice,” “best route,”
or “needed to be done.” These family members perceived that
the physician’s recommendation to proceed with transplanta-
tion was clear even if other options, such as continued chemo-
therapy, were mentioned. There was no site variability in these
comments; they were made by families from all four sites. The
comments also were made both by families for whom trans-
plant was part of the original plan at diagnosis and by those for
whom it was not.

A limitation of our family-centered study is that we do not
have information on how the physicians perceived the strength
of their recommendation or their presentation of options.

CONCLUSIONS
Although shared decision-making is often an excellent model,
itis important to be sensitive to the treatment context. The clear

ethical advantage of shared decision-making is that both the
recommendations of the experts and the values and priorities
of the patients, parents, and guardians are factored into the fi-
nal decision. However, language is important. Parents’ frustra-
tion with “choice” and “decision” language hinted that they
perceived some disingenuousness from their physicians. Some
parents even stated that the physician had to say there was a
choice, but everyone knew that there was not a choice because
the only other alternative—the child’s eventual death—was
not acceptable.

In pediatrics, most clinicians recognize that it is disrespect-
ful and untrustworthy to tell a child there is a choice if a
“wrong” choice will be overridden by the parents, the physi-
cians, or even the courts. It is unclear if there are similar pa-
rental diminutions in trust and respect if choice language is
used when there is no viable option. In extreme cases, parents
who refuse a strongly medically indicated transplant for their
child may also be overridden by the court. However, even if
that is not the case, using decision language can seem less than
honest and not transparent. One father of a 2-year-old child
with acute myeloid leukemia mused that the physician was
quite artful in this ruse:

“The doctors are good at making you believe that you
have a decision. I truly believe that you don’t have a de-
cision ... I know for sure, looking back, that Dr. L. knew
that we would be doing exactly what we are doing today.
When he presented it to us, he presented it as options.
There was no alternate in his mind.”

Furthermore, decision language may imply a level of re-
sponsibility that is not there. An early study reported that moth-
ers, who are often overwhelmed and traumatized by the cancer
diagnosis and medical recommendation to proceed to trans-
plantation [11], state that they have no choice, yet some later
regretted “their decision” (although this study focused on par-
ticipation in a clinical trial). Decision language may also have
been misleading to the children in the family who were not as
well informed, such as nondonor siblings and cousins. These
children may have assumed that their parents were choosing
transplantation instead of another treatment, and therefore the
parents were in part responsible for the outcome.
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There have been other reports of parents’ perceived lack of
choice [12] and reliance on the physician’s recommendation
[13, 14]. Studies of shared decision-making have found that
certain classes of patients do not wish to participate in the de-
cision: those with more serious and life-threatening illnesses
[15, 16], those for whom there are no alternative treatments
[17], or those for whom evidence is lacking for the next treat-
ment [18]. These shared decision-making discussions frame
the issue as a decision that one could refuse to participate in or
be excluded from. We found, on the contrary, that in certain
health care contexts there is no decision to be made at all be-
cause there is no acceptable alternative. Physicians may al-
ready sense this situation; the lack of alternative treatment
options is the largest factor in whether physicians attempt
shared-decision-making [19] or think it is advisable [20].

As we talked to more families, it became clear that
“choice” and “decision” were not the most apt words to use in
this context. Therefore, near the conclusion of the study, we
began to ask families if “agreeing to a plan” proposed by the
physicians was a preferable description; all of the eight parents
who were asked agreed that it was. This description accords
with Benedict et al [12], who found that 15 of 20 parents
thought there was no choice; they also found that parents un-
derstood there were alternatives such as palliation and did not
feel coerced to agree to have their child undergo a bone mar-
row transplantation. It also accords with the many statements
by family members that the physician proposed the transplant
as the “best thing to do” and that, even though other options
were mentioned, they were not presented as the best plan.

The advantage of describing consent in this situation as
“agreeing to a plan” is that it provides an important role for the
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parent; their permission or agreement is sought and must be
documented on the informed consent document before trans-
plantation can proceed. However, the responsibility for creat-
ing the plan lies squarely on the expert health care professional.
We do note a caution: if this language is used it must be clear
that families can disagree with the plan. Further, it is important
to distinguish this consent for standard of care (which we argue
can be best described as agreeing to plan) from consent to par-
ticipate in a research protocol; research is voluntary and does
require a decision.

To be respectful of patients and parents, we must use the
language that is the most honest description of the situation
confronting them. We suggest that “agreeing to a plan” may be
a better description for what parents must consider when the
alternative to transplantation is likely death. In this context, the
shared decision-making model with a focus on “the decision to
be made” may be misleading— or worse, less than honest.
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