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Abstract

Distributed cognition occurs when cognitive and affective schemas are shared between two or more people during interpersonal
discussion. Although extant research focuses on distributed cognition in decision making between health care providers and pa-
tients, studies show that caregivers are also highly influential in the treatment decisions of patients. However, there are little em-
pirical data describing how and when families exert influence.The current article addresses this gap by examining decisional sup-
port in the context of cancer randomized clinical trial (RCT) decision making. Data are drawn from in-depth interviews with rural,
Appalachian cancer patients (N = 46).Analysis of transcript data yielded empirical support for four distinct models of health de-
cision making. The implications of these findings for developing interventions to improve the quality of treatment decision mak-

ing and overall well-being are discussed.

Keywords: cancer, treatment decision making, communication, health disparities, In-depth qualitative interviews, region,

Appalachia, USA

Social networks have an influential role in determining an in-
dividual’s health behaviors (Ackerson & Viswanath, 2009; Lap-
inski & Rimal, 2005). Although interpersonal influence occurs
in a range of health contexts, the implications of illness sever-
ity on the types of messages that people exchange and how
those messages affect treatment decision making are not well
understood (O’Hair et al., 2003). Much of the treatment de-
cision-making literature focuses on individual-level cognitive
processes, such as rational and intuitive strategies for deciding
how to act (Bogner & Klein, 1997; Cader, Campbell, & Watson,
2005; McNutt, 1989, 2004). More recently, there has been a
shift to consider distributive cognition (or “shared mind”) ap-
proaches in the realm of treatment decision making (Epstein,
2013; Epstein & Gramling, 2013; Epstein & Street, 2011).
Distributed cognition refers to the idea that interpersonal

discussion can result in cognitive and affective schemas be-
ing shared across two or more people. A patient who discusses
treatment decisions with members of the social network may
be exposed to new ideas that he or she could not arrive to on
his or her own (Epstein, 2013). From this perspective, whether
or not patients engage in conversations about their treatment
choices and how patients perceive those interactions are cen-
tral to understanding the decision-making process.
Distributive cognition in the context of health care deci-
sion making commonly focuses on interactions between pa-
tients and their physicians (Cegala & Post, 2009; Epstein &
Street, 2011; Street & Voigt, 1997). Although physicians are
often an important source of health information for patients,
they are not always the primary source of health-related social
influence (Kapp, 1991). Indeed, previous research has shown
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that cancer patients frequently consult with spouses, adult
children, and extended family members when making med-
ical treatment decisions (Chouliara, Kearney, Stott, Molas-
siotis, & Miller, 2004; Schumacher et al., 2008). The involve-
ment of caregivers in treatment decision making is commonly
considered a form of social support because these individu-
als assist patients in achieving their decisional goals by find-
ing information relevant to treatments, expressing care, and
even providing advice (Goldsmith & Miller, 2014). However,
it is unknown how much of the communication that occurs
with caregivers on the topic of treatment decision making is
focused on achieving the goals of a patient as compared with
goals associated with attaining a particular decisional outcome.

There is significant evidence that patient decision mak-
ing concerning participation in experimental forms of can-
cer treatment, such as randomized clinical trials (RCTs), is
heavily influenced by the opinions of caregivers (Avis, Smith,
Link, Hortobagyi, & Rivera, 2006; Mills et al., 2006; Ross et
al., 1999; Virani, Burke, Remick, & Abraham, 2011). However,
it is unclear why patient treatment decisions tend to mirror
preferences of their caregivers so closely. To better understand
this phenomena, it is necessary to distinguish between com-
munication behaviors that help a patient cope with the emo-
tional and informational burden associated with cancer (i.e.,
social support) and those that directly influence the outcome
of a discreet treatment decision (decisional support). This dis-
tinction is theoretically useful because the latter is driven by
strategic goals whereas the former is not. Messages produced
with a strategic goal of achieving a particular treatment out-
come are likely to incorporate social influence strategies such
as guilt or framing (e.g., highlighting benefits, downplaying
risks). Messages intended to be strictly supportive, however,
are less likely to contain social influence appeals.

Following this logic, the current study seeks to explicate
the nature of decisional support by examining the conditions
under which cancer patients seek to involve their caregivers
in treatment decisions as well as the extent to which caregiv-
ers influence the treatment option selected. Specifically, we
explore whether patients desire greater autonomy or inter-
dependence with caregivers in the cancer treatment decision-
making process, as well as patients’ perceptions of their care-
givers’ preferences. Finally, we demonstrate that the interplay
of patient and caregiver preferences related to autonomy and
interdependence can be used to illustrate four discreet treat-
ment decision-making styles.

Shared Mind: Distributed Cognition and
Treatment Decision Making

Communication is central to both the development of and
the outcomes associated with distributed cognition (Roloff

& Van Swol, 2007). Distributed cognition develops when the
exchange of verbal and nonverbal messages over time results
in cohesion. Cohesion refers to overlap in the cognitions and
emotions of two or more individuals regarding a given situ-
ation. Establishing cohesion among caregivers is important
in a variety of contexts, but it is particularly crucial in cases
of serious illness. When families lack cohesion, patients can
feel pressured to make decisions that are inconsistent with
their values. For example, a patient may believe that con-
tinuing aggressive treatment is futile but do so anyway be-
cause his or her family perceives palliative care as giving up
(Sedig, 2016). Thus, there must be some degree of cohesion
between a patient and the family for effective decision mak-
ing to occur (Epstein, 2013).

Conceptualizing communication as an outcome or prod-
uct draws on the idea that the degree of cohesion among
individuals will shape the type and extent of messages ex-
changed. According to Roloff and Van Swol (2007), shared
mental models “improve and facilitate communication once
they are formed” (p. 175). To illustrate, if a patient expresses
a preference for a given treatment that his or her caregiver
also views as being optimal, the treatment negotiation pro-
cess would be expected to include little discussion of risks
associated with treatment or alternatives to the treatment
because both individuals have similar mental models of the
situation. Conversely, if a patient wishes to pursue a partic-
ular treatment that his or her relational partner views as ex-
cessively risky, the lack of cohesion between the couple would
be expected to yield more discussion about the benefits and
risks of all available treatment options. The prediction that a
high degree of distributed cognition simplifies the decision-
making process and that a low degree of distributed cogni-
tion complicates the decision-making process makes intui-
tive sense. However, it is also true that the extent to which
caregivers communicate about important health decisions is
situated within broader relational norms (Goldsmith, Miller,
& Caughlin, 2008). This means that some families may en-
gage in limited conversations about treatment decision mak-
ing, even when there is a low degree of distributed cognition.
Understanding how patients and their families negotiate au-
tonomy within the context of relational norms is critical to
understanding clinical outcomes in important treatment de-
cisions, such as RCT participation.

Patient Autonomy in Medical Decision Making

Patient autonomy has long been a core concept in theories
of physician—patient interaction (Charles, Gafni, & Whelan,
1997; Entwistle, Carter, Cribb, & McCaffery, 2010). Although
maintaining autonomy is often conceived of as a patient’s
right, there is little consensus regarding what communication
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behaviors constitute exerting autonomy. Furthermore, most
theoretical and empirical research has not examined the ex-
tent to which patients perceive responsibilities associated with
this right. For example, some patients may feel burdened by
being the sole decision maker and delegate that authority to
someone else (Kapp, 1991). For the purposes of the current
study, patient autonomy is defined as pursuing goals associ-
ated with the patient personally assuming all rights and re-
sponsibilities associated with decisional authority. This can oc-
cur as a result of a patient restricting opportunities for others
to participate in medical decision making or as a result of oth-
ers opting not to participate, leaving the patient as sole deci-
sion maker by default. Because not all patients desire or are
able to exert autonomy in the decision-making process, we
now turn to a brief overview of patient interdependence in
health decision making.

Patient Interdependence

If individuals other than the patient have an active role in
health decision making, then the patient has some level of in-
terdependence (Pecchioni & Nussbaum, 2000). Patient interde-
pendence refers to pursuing goals associated with distributing
at least some of the rights and responsibilities associated with
decisional authority to individuals other than the patient. A
preference for interdependence in decision making can include
individuals with medical expertise (e.g., health care providers)
and/or trusted caregivers (e.g., family members). Although the
process of shared decision making between patients and health
care providers is well documented in the literature, there are
relatively few studies examining why patients share the rights
and responsibilities of decision making with caregivers (Kapp,
1991). One potential reason is that interdependence can min-
imize patient burden by reducing feelings of personal respon-
sibility for a given outcome. It may also alleviate the potential
for conflict that would result if caregivers disagreed with a pa-
tient’s decision. Finally, some patients feel it is unethical not
to include caregivers in decision making when they will likely
bear burdens (i.e., emotional, financial, or physical) as a result
of the medical decision that is made.

Caregivers who pursue interdependence can be charac-
terized as providing the patient with decisional support. Al-
though few studies have explicitly examined decisional sup-
port (see Arora, Finney Rutten, Gustafson, Moser, & Hawkins,
2007, for an exception), the involvement of the social network
in decision making is typically considered a form of social sup-
port (Goldsmith, 2004). There are similarities between deci-
sional support and social support in that both types of as-
sistance can be provided with or without being desired by
the patient. However, decisional support differs from social

support in important ways, meaning patients in the midst of
important treatment decisions can receive both decisional sup-
port and social support, either decisional or social support, or
neither. Below, the distinctions between decisional and social
support are described in greater detail.

Distinction Between Decisional Support and
Social Support

Caregivers who help patients make health care decisions are
commonly described in the literature as providing social sup-
port. Social support refers to engaging in communication be-
haviors intended (by the provider of the support) to assist a
patient (Heaney & Israel, 2008). Social support is typically di-
vided into subtypes, which include emotional (i.e., love, car-
ing, sympathy), instrumental (i.e., help, assistance with tan-
gible needs), informational (i.e., advice or information), and
appraisal (i.e., feedback, decision making) support (House &
Kahn, 1985). Studies have shown that social support can en-
hance the psychological and social well-being of an individual
(Janssen & Pfaff, 2005). There are also numerous negative out-
comes (e.g., poor coping, distress) associated with social sup-
port (Manne & Glassman, 2000; Uchino, 2009).

A likely reason for these contradictory findings is the lack
of conceptual specificity about the types of social support be-
ing provided and the goals of specific interactions (Krieger,
2014a). The clearest example is advice giving. Giving advice
about medical decision making is one of the primary ways care-
givers provide social support to patients. This categorization
assumes that advice is given with the relational goal of as-
sisting the patient (i.e., patient-focused communication). Al-
though this is certainly true in some cases, treatment decision-
making research has ignored other potentially salient goals
that may motivate giving advice. One such motivation is the
desire to influence a patient to pursue a particular course of
action, such as seeing a particular physician, seeking a second
opinion, or choosing a particular treatment. These behaviors
are outside the scope of what is considered social support be-
cause the communication is motivated by instrumental, rather
than relational, goals. When communication about medical
decision making is motivated by instrumental goals, caregiv-
ers seek to share some of the rights and responsibilities asso-
ciated with decisional authority.

Following this logic, there is a need to understand the role
of caregivers in medical decision making outside the realm of
social support. Our focus is on decisional support, which is de-
fined as communicative behaviors that reallocate some of the
rights and responsibilities associated with decisional author-
ity in treatment decision making. Patients are likely to vary
on the level of decisional support they desire as a function
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of individual differences. Similarly, patients are likely to vary
on the level of decisional support they receive based on fam-
ily communication norms as well as the resources available
for assuming responsibility for a decision (e.g., medical exper-
tise). Next, we explore how decisional support relates to pa-
tient outcomes.

Decisional Support and Patient Outcomes

There are a number of discreet communication behaviors that
caregivers may use to provide decisional support to a patient,
including seeking information, asking questions, and provid-
ing opinions (Charles et al., 1997). There are mixed findings re-
garding the benefits and challenges posed by involving caregiv-
ers in decision making. Some studies report uniformly positive
outcomes, whereas others suggest the involvement of family
can create significant conflict both during the decision-mak-
ing process and once the decision has been made (Hauke, Re-
iter- Theil, Hoster, Hiddemann, & Winkler, 2011; Hilton, 1994;
Speice et al., 2000; Zhang & Siminoff, 2003). For example,
caregivers who interact directly with a health care provider
can make patients feel left out of the decision- making pro-
cess (Speice et al., 2000).

Conflict can also occur when the family disagrees with a pa-
tient’s medical treatment decision. Relatives disagree with pa-
tients about what treatments to pursue about a third of the
time (Hauke et al., 2011; Zhang & Siminoff, 2003). Zhang and
Siminoff (2003) found that decisional conflict occurs in re-
sponse to choices about routine treatment, discontinuation
of curative treatment, and hospice care. Others have found
that disagreements tend to be in the direction of relatives pre-
ferring more aggressive treatment than the patient and phy-
sician (Hauke et al., 2011). The potential for family conflict
over treatment decisions is heightened when one (or more)
of the choices is associated with a high degree of uncertainty
(Krieger, Palmer-Wackerly, Dailey, et al., 2015). For these rea-
sons, we now review the role of caregivers on health decision-
making outcomes in a context associated with a high degree
of uncertainty: the opportunity to participate in experimen-
tal cancer research.

Treatment Decision Making and Cancer Clinical
Trials

RCTs are considered the most effective tool available for
treatment evaluation (Brown, Butow, Ellis, Boyle, & Tatter-
sall, 2004; Loh, Butow, Brown, & Boyle, 2002). For cancer pa-
tients, the decision to participate in an RCT is often complex,
and one where individuals are frequently required to make a
decision soon after diagnosis (Avis et al., 2006). The goal of a
cancer RCT is to confirm the effectiveness of a promising new

treatment by comparing it with the current standard of care
(Freedman, 1987). There are both benefits and risks associ-
ated with RCT participation. Benefits include gaining access
to new treatments that are not yet publicly available, or the
satisfaction of contributing to advancements in medical re-
search. Risks include unknown side effects from experimen-
tal treatment or medications or reduced treatment efficacy as
compared with standard treatment.

One unique characteristic of RCT decision making, as com-
pared with other types of treatment decision making, is that
patients must consent to participate without knowing which
treatment they will receive. The use of randomization can lead
to confusion among patients regarding how their treatment
will be chosen as well as concerns that the randomization pro-
cess itself poses risk (Krieger, 2014b; Krieger, Palmer-Wack-
erly, Dailey, et al., 2015; Krieger, Parrott, & Nussbaum, 2011).
Furthermore, patients may refuse to enroll in an RCT due to
the uncertainty associated with experimentation (Brown et
al., 2004). These concerns are likely to be more salient among
patients who are members of vulnerable populations, such as
rural Appalachians and ethnic minorities (Baquet, Commis-
key, Daniel Mullins, & Mishra, 2006). The focus of the cur-
rent article is people living in rural areas of Appalachia, a cul-
tural region in the United States extending from New York in
the north to Mississippi, Alabama, and Georgia in the south.
Appalachia is designated as a medically underserved area due
to the high burden of disease among its inhabitants relative
to the general population (Baquet et al., 2006). Two impor-
tant health inequities affecting this region are the significantly
higher rate of cancer mortality and lower rates of participa-
tion in cancer RCTs that provide access to state-of-science
treatment (Friedrich, 2002; Huang, Wyatt, Tucker, Bottorff,
& Lengerich, 2002).

One novel strategy for understanding the disconnect be-
tween higher rates of cancer mortality coupled with the low
rates of RCT participation in the Appalachian region is to more
clearly understand the role of caregivers in patient RCT partic-
ipation. Although caregivers are likely to be involved in some
way throughout the cancer treatment decision-making pro-
cess, the high levels of both mortality salience and uncertainty
that characterize RCT decision making may result in individ-
ual patients desiring higher or lower levels of autonomy. Simi-
larly, these same factors may result in patients perceiving that
their caregivers desire more or less involvement (i.e., interde-
pendence) in a patient’s RCT decision. Thus, we pose the fol-
lowing research questions:

Research Question 1 (RQ1): How do rural, Appala-
chian cancer patients express preferences for decisional
support from their caregivers when considering a can-
cer RCT?
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Figure |. Typology of family decision-making styles.

Research Question 2 (RQ2): How do rural, Appala-
chian cancer patients perceive family preferences related
to providing decisional support when considering a can-
cer RCT?

Decisional Support and Family Decision-Making
Styles

Two key questions likely to influence the course of decision
making are how much decisional support a patient desires fol-
lowing a treatment disclosure as well as the perceived degree
to which the patient receives decisional support. The Family
DECIDE (Determinants of Clinical Decision Making) Typol-
ogy considers the extent to which patients desire decisional
support (y axis) and the extent to which they perceive receiv-
ing decisional support (x axis) to propose four distinct styles
of family decision making (see Figure 1; Krieger, 2014a). This
configuration, moving clockwise from the bottom left, yields
the following decision-making styles: independent, isolated,
collaborative, and constrained. However, it is unknown what
family decision-making styles patients considering a cancer
RCT will utilize. We pose the following question:

Research Question 3 (RQ3): What type of family
health decision-making style do rural, Appalachian can-
cer patients rely on when offered the opportunity to par-
ticipate in a cancer RCT?

Method

Participants

Participants were 46 cancer patients who were offered a can-
cer treatment RCT. To be included in the study, participants
had to live in or seek treatment in one of the 32 rural Appala-
chian counties in Ohio. Patients were identified by health care
staff who worked at a large, urban cancer center and three ru-
ral, community cancer clinics located in the Appalachian re-
gion. Participant ages ranged from 33 to 80 years (M = 59.9
years, SD = 11.6 years). Most participants were female (60.9%),
White (95.7%), and married (87%). Approximately, 70% of
participants had a high school diploma or some college edu-
cation and 54% of participants identified their work as skilled
labor. The three most common types of cancer among patients
were breast (41.3%), multiple myeloma (19.6%), and prostate
(15.2%) and most participants had health insurance through
their job (47.8%) or Medicare (30.4%).

Procedures

Recruitment. The research team conducted recruitment in two
ways, depending upon the preference of the cancer clinic. For
patients at three of the clinics, the RCT nurse sent the names
of patients who had been offered an RCT to the research staff.
A member of the research team prepared letters from the
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Table I. Treatment DM Constructs, Description, and Examples.

Constructs

Description

Examples

| Patient preference for autonomy in DM

2. Patient preferences for interdependence
with family caregivers in DM

3. Patient perceptions that family caregivers
preferred them to be autonomous in their
treatment DM

4. Patient perceptions that family caregiv-
ers preferred them to be interdependent in
their treatment DM

Statements expressing patient preference of
accepting rights and responsibilities of DM

Statements expressing patient preference
for sharing rights and responsibilities of DM
with family caregivers

Statements expressing patient’s perception
that the family caregiver refuses to give ad-
vice, ignore discussions of treatment, does
not offer support, and so forth.

Statements expressing patient’s perception
that the family caregiver initiates discussion
of treatment, encourages selection of one
option over another, asks for updates, and

“It’s my body, it’s my life, you know I'm going
to do what | want.”

“She’s my wife.You know | share everything
with her, you know, we talk pretty much ev-
erything over. | don’t do much without dis-

cussing it with her””

“He didn’t know whether | should or
shouldn’t [referring to clinical trial] or, you
know, but ultimately I'd have to be the one
that made the decision.”

“If | kept them out of the loop [referring to
treatment options], they'd be all over me.”
Note. DM = decision making.

so forth.

cancer physicians and emailed them to the RCT nurse, who
procured the physicians’ signatures and returned them in
hard copy form to the research team. The research team then
printed envelopes and mailed the recruitment letters to pa-
tients. To schedule interviews with interested patients, multi-
ple follow-up phone calls were made, starting 2 weeks after pa-
tients received the letter. For patients at the fourth clinic (n =
3), the health care staff preferred to contact patients with let-
ters sent from their facility, asking patients to contact the re-
search team whether they were interested in participating in
our study. No follow-up phone calls were made.

Interviews. Once the study was approved by the Ohio State Uni-
versity Institutional Review Board, a member of the research
team was trained in interviewing techniques and consulted
with two members of the Appalachian community to revise in-
terview questions for clarity and cultural sensitivity. In-depth,
semi-structured interviews were conducted over 11 months
(Patton, 2002). Interviews were audio-recorded, ranged in
length from 30 minutes to 3 hours, and occurred in a location
of the participant’s choice (e.g., participant’s home, restaurant,
coffee shop, hospital cafeteria). Whenever possible, interviews
were conducted in a private location; however, for six inter-
views, other members of the family were present. Once the in-
terviews were completed, the researcher asked participants to
complete a demographic survey. Patients received a US$30.00
gift card to thank them for their participation.

Interview Analysis

Audio files were uploaded to a password-protected computer
and transcribed verbatim. Analysis proceeded in several

phases. In the first phase, four researchers read through 10
interview transcripts to (a) become familiar with the overall
content and (b) identify the units of analysis that illustrated
the patient’s decision-making preference (i.e., autonomous vs.
interdependent) and the patient’s perception of the caregiver’s
decision-making preference (i.e., autonomous vs. interdepen-
dent). Each researcher unitized transcript data into thought
units. Thought units were defined as discreet utterances con-
cerning one aspect of RCT decision making. Thought units
ranged in length from a short clause to several sentences. An-
other member of the research team reviewed each transcript
to establish inter-rater agreement on unitization. Disagree-
ments about the number or composition of thought units were
resolved through discussion.

In the second phase of analysis, a trained team of six under-
graduate research assistants coded each thought unit using a
theoretically derived codebook consisting of a conceptual defi-
nition and example for each construct. The constructs of inter-
est in the current investigation are (a) patient decision-making
preferences associated with autonomy, (b) patient decision-
making preferences associated with interdependence, (c) pa-
tient perceptions that a family caregiver desired them to be au-
tonomous in their treatment decision making, and (d) patient
perceptions that a family caregiver desired them to be interde-
pendent (see Table 1). Research assistants received 20 hours of
training in qualitative data analysis, NVivo software, and the
codebook. They practiced coding using sample transcripts until
an acceptable agreement (>90%) was reached. The research as-
sistants then read through each transcript twice, created a con-
ceptual memo for every transcript, and coded thought units.
Krippendorff’s alpha was calculated for each of the four codes
to establish inter-rater reliability.
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Results

Preliminary Data Analysis

Of the 46 participants health care providers referred to the
study because they were offered an RCT, 35 (76.1%) patients
enrolled in an RCT. Among the 11 participants who did not
participate, eight reported explicitly declining whereas three
did not remember the RCT being offered as a treatment option.
One patient reported declining the RCT when it was offered
but was recorded as consented by the health care provider. Pre-
liminary analysis of the transcripts yielded 684 thought units
related to RCT decision making. The number of thought units
in each transcript ranged from zero (n = 3) to 37 (M = 14.72,
SD =7.92). Among these, thought units related to personal
preferences for decision making ranged from zero to 27 (M =
10.48, SD = 6.55) and thought units related to perceived fam-
ily preferences for decision making ranged from zero to 11 (M
=4.24, SD = 2.56).

Patient Preferences for Autonomy or
Interdependence (RQ1)

Autonomy. There were 345 utterances about patient preferences
coded as reflecting a preference for autonomy in RCT deci-
sion making (M = 7.50, SD = 4.77, Krippendorff’s K = .96).
Statements expressing a preference for autonomy were those
in which the RCT decision making was framed as the patients’
rights and/or responsibility. A preference for autonomy was
often reflected as my body, my choice approach to treatment
decision making. Bonnie, a 33-year-old breast cancer patient
who enrolled in an RCT, put it this way: “When it comes right
down to it, like it’s my—it’s my body, it’s my life—I'm going
do what I want.”

In some cases, a preference for autonomy resulted in a
rapid decision to pursue participation in the RCT. These im-
mediate decisions tended to correspond with altruistic mo-
tives. For example, Bonnie said she enrolled in the RCT be-
cause “I don’t ever think about myself, so it didn’t even cross
my mind that it would—you know could possibly benefit me.
I was thinking about benefiting others.” Similarly, Veronica,
56, another breast cancer patient who enrolled in an RCT,
stated, “I finally decided that somebody had to do these clin-
ical studies to get to where it is right now for them to be able
to do what they did for me.” Some patients saw participating
in an RCT as a way to contribute to the scientific community.
For example, Jane, a 57-year-old lung cancer patient, said she
enrolled in her RCT because “I don’t have any kids. I've never
contributed anything to the world and I thought I could con-
tribute this to science.”

In other cases, aversion to some aspect of the RCT re-
sulted in an autonomous (and often immediate) decision not
to participate. The two most common factors were the per-
ception that the RCT involved receiving extra or potentially
unnecessary treatments and, relatedly, the amount of time
the RCT would require that the patient spend in the hospital
as a result of longer appointments, more frequent appoint-
ments, or extending the duration (e.g., weeks or months)
of treatment. For instance, Denise, 73, said she did not en-
roll in an RCT because “I really don’t want to take anything
more than what I have to.” Cathy, 65, was considering par-
ticipating in a lung cancer RCT, but later changed her mind
and declined enrollment: “I got the papers . .. When they
said a year, I thought, “That’s it. I'm not doing this.” Simi-
larly, Madeline, 65, described how she reacted when she was
offered participation in an RCT the first time she was diag-
nosed with breast cancer: “All I could think of was how for-
tunate I was that it was gone and I shouldn’t take up any
more of his time.”

Interdependence. There were 137 utterances about patient pref-
erences coded as reflecting a desire for interdependence in RCT
decision making (M = 2.98, SD = 3.94, Krippendorff’s ¥ = .79).
When patients expressed preferences for interdependence,
most utterances related to discussing treatment options with a
family member and stemmed from established norms for com-
munication within their families. Married patients frequently
mentioned their spouse as a source of decisional support. Ed-
die, 58-year-old prostate cancer patient, described relying on
his spouse to help compensate for his confused emotional state
while he was making his decision. He said, “Your mind’s going
a hundred miles an hour and your emotions are going so you
need to discuss it.” Eddie, who enrolled in an RCT, described
his conversations about treatment with his wife as an exten-
sion of their marital norms for communication, “We pretty
much have an open dialogue about most things. So it was a
normal thing for me to do. For us to do.” Carmen, a 36-year-
old breast cancer patient who enrolled in an RCT, also felt that
the process for making her RCT decision reflected broader re-
lational norms. She said, “. . . Being that he is my husband,
I do value his opinion and what he thinks . . . I think that,
yes, it is my body and everything, but I married him because
I trusted him.”

Some patients also sought interdependence from caregivers
other than their spouse. Adult children were commonly men-
tioned as a source of decisional support. For Larry, a 74-year-
old prostate cancer patient, the relational closeness he felt with
his adult children merited keeping them updated on his deci-
sion-making process. He stated,
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They [the children] were all allowed to express their concerns
... They can argue with us. Not argue, but say, “Well, what
about this and what about this and have you considered this.”
Our family is very close.

He specifically relied on his son for decisional support when
he decided to enroll in an RCT because he was a physician: “He
just had more to offer in the way of knowledge and informa-
tion.” Female patients frequently mentioned sisters as a source
of decisional support. Madeline, a 65-year-old breast cancer
patient who enrolled in an RCT, relied heavily on her sister for
decisional support during her second cancer diagnosis because
her husband had dementia and she felt that talking about it
“would scare him.”

Patient Perceptions of Caregiver Preferences for Autonomy or
Interdependence (RQ2)

Patient autonomy. There were 101 utterances related to pa-
tient perceptions that caregivers desired them to be auton-
omous in their RCT decision making (M = 2.20, SD = 2.16,
Krippendorff’s X = .79). The primary way this preference
was communicated to patients was not providing an opin-
ion about whether participating in the RCT was good or bad.
For instance, Jane, a 57-year-old lung cancer patient who
enrolled in an RCT, said, “You know what? They all let me
decide.” Gloria, 50, commented about her decision to en-
roll in a lung cancer RCT, “Once I read everything over and
thought about it, my husband wouldn’t say yes or no. Noth-
ing. It was like talking to a stump.” Other patients added that
their loved ones did not have enough information to have an
opinion. Alice, 74, decided to enroll in a breast cancer RCT.
She said that her daughter would not give her opinion but
“Went along with what I decided because she wasn’t there
to hear the doctor.” Similarly, Gwen, 52, said she was unsure
about whether to participate in an ovarian cancer RCT, so she
asked her spouse for his opinion. She says, “He didn’t know
whether I should or shouldn’t, you know, but ultimately I'd
have to be the one that made the decision.” She ultimately
declined the RCT.

Interdependence. There were 101 utterances related to patient
perceptions that caregivers desired them to be interdependent
in their RCT decision making (M = 2.04, SD = 2.35, Krippen-
dorff’s K = .70). Patient perceptions about interdependence
centered on caregivers providing decisional input by explicitly
telling them what they believed was the optimal treatment de-
cision. For instance, when Joanie, 76, told her daughter that
she was considering participating in an RCT, her daughter re-
sponded with, “Do it, mom.” Joanie, who had lung cancer and
enrolled in an RCT, said, “She wanted me to be cured. I told
her, Twas told they can’t cure it, but they can control it.” But

she said, T want you cured.” In this example, Joanie’s daugh-
ter insisted that her mother participate in the RCT because
she had unrealistic expectations about the efficacy of the treat-
ments being tested. Rose, a 70-year-old breast cancer patient,
described her husband’s involvement in her RCT decision in
a similar way, “He told me I had to—it wasn’t good that I had
to do it—but he knew that it had to be done.” In this case,
Rose’s husband perceived participating in the RCT to be the
only reasonable course of action and insisted that she do it to
have the best chance of getting well. Other patients were re-
cipients of direct advice or opinions due to their experience
with or knowledge about RCTs. When Eddie, 58, was consid-
ering participating in an RCT for his prostate cancer, he called
arelative of his neighbor who had metastatic prostate cancer.
The advice he received was, “Don’t even hesitate about getting
in this program. You call them tomorrow. And you get into it.
He said, ‘if this was available when I was having my treatment
I would have done it knowing what I know now.” Eddie en-
rolled in the RCT.

Identifying General Styles of Health
Decision Making (RQ3)

Finally, we sought to determine how utterances reflecting a pa-
tient’s preferred decision-making style and their perceptions of
caregiver preferences for decision making could be examined
jointly to classify patients into one of the main treatment deci-
sion-making styles seen in Figure 1. Values for the patient pref-
erences dimension were determined by subtracting the num-
ber of utterances expressing a desire for autonomy in decision
making from the number of utterances expressing a desire for
interdependence in decision making. Values for the patient
perceived caregiver preference dimension were created by sub-
tracting the number of utterances expressing perceived care-
giver preferences for patient autonomy from the number of
utterances expressing a perceived caregiver preference for pa-
tient interdependence. Both variables were then dichotomized
using a mean split. We compared patient preferences and per-
ceived caregiver preferences to identify the predominant RCT
decision-making style used by each patient. The results of this
procedure resulted in nine patients using an independent style,
11 using a collaborative style, 15 using an isolated style, and
11 using a constrained style. Below, characteristics of each de-
cision-making style are described in more detail.

Independent. Patients with an independent decision-making
style (n = 9) had a high level of desired autonomy and perceived
that caregivers supported their autonomy in the health care
decision-making process. In some cases, this was a result of not
disclosing to caregivers that a decision-making opportunity
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existed. This included situations mentioned previously when
patients exercised autonomy by making the decision about
whether to participate in the RCT very quickly. In other cases,
patients disclosed the opportunity to make a decision to care-
givers out of obligation, but did not expect or desire their in-
volvement in the decision-making process. Cathy, a 65-year-old
lung cancer patient who did not enroll in an RCT, exemplifies
this perspective. She described her decision-making process
in this way:

And, you know, they need to have an opinion, although I
think it’s left up to the individual as to who makes that de-
cision. You know, I felt this is my body, I'm going do what I
want do, right or wrong. . . . It’s still my body and it’s my deci-
sion. It’s not yours. It’s not my daughters’. It’s not my moth-
er’s. It’s mine.

Isolated. The second decision-making style, isolated, describes
patients who desired decisional support from one or more
caregivers, but their needs for support were not met (n = 15).
For example, one breast cancer patient, Tracy experienced sig-
nificant frustration because she wanted her husband to give
his opinion on whether or not she should participate in the
RCT, but he would not. Tracy, 53, said,

I tried to talk to my husband about it, but I don’t think he re-
ally even heard me. He’s got a lot going on everywhere and
he was just so bombarded with . . . We’ve just got a lot going
on in our life.

Ultimately, Tracy decided not to enroll in the RCT. How-
ever, she would have felt more confident in her decision if
she had received some level of decisional support from her
spouse.

Constrained. The constrained decision-making style refers to
situations in which patients had a low desire for decisional
support, but reported a strong caregiver preference for pro-
viding decisional support (n = 11). This type of situation was
typical when a patient informed his or her caregiver of the
decisional opportunity out of duty and the caregiver viewed
the disclosure as an opportunity to influence patient decision
making. One example is Angel, 59, a patient who disclosed to
her daughter that she found a breast lump. The daughter in-
sisted that her mother seek follow-up treatment, which she
resisted. Angel’s daughter then invited her to go with her to
her yearly check-up and, without her mother’s knowledge or
consent, asked the physician to examine her mother’s breast
lump. As a result of the examination, Angel was diagnosed
with Stage II breast cancer. After her lumpectomy at the lo-
cal hospital, her family was skeptical of the surgeon’s rec-
ommendation that she not receive any follow-up care. Angel

described, “And my brothers and sisters and my daughter, ev-
erybody, my husband, said you need to get to Columbus and
get a second opinion. I sort of dragged my feet, you know, I
didn’t want to do it.”

In this situation, the patient did not want to pursue diag-
nostic options for her lump and also did not want to obtain
a second opinion on her course of treatment. In both cases,
feeling obliged to go along with her family’s wishes may have
saved her life. Nonetheless, it captures the manner in which
friends and family coerce patients to achieve a degree of con-
trol over the process. Although tricking someone into being
diagnosed is extreme, there are subtler ways individuals may
make patients feel obligated to incorporate them in the deci-
sion-making process. Cathy, who was interviewed because of
her own lung cancer diagnosis, described how she decided to
accompany her parents to appointments to gain greater con-
trol over the decision-making process when her father had can-
cer: “I got so aggravated at [my mother] when my dad had can-
cer. They only heard what they wanted to hear the positive or
the negative, and they'd just dwell on that. So I started going
with them.” These narratives illustrate patient experiences in
the constrained decision-making style in which patient and
caregiver treatment preferences were at odds.

Collaborative. The collaborative decision-making style refers to
situations in which the patient had a high desire for decisional
support from the caregiver and the patient perceived that the
caregiver was willing to provide decisional support. Tim, 70,
was diagnosed with Stage III prostate cancer and enrolled in an
RCT. After his diagnosis, he brought his wife, three daughters,
two grandchildren, and his pastor to his first appointment with
his radiation oncologist. At this appointment, the oncologist
offered him the opportunity to participate in an RCT compar-
ing the standard of care (i.e., radiation to the prostate) with ra-
diation of the entire pelvic region. When asked how he made
his decision to enter the RCT, he said,

I talked to the family. I mean, we get around the table, set-
ting in the living room or wherever, all three of the girls, the
grandkids, and we said, “Hey, what do you guys think?” In-
stead of me saying yes or no. And we’ve never made decisions,
even my kids don’t make a decision on their own. A major de-
cision, everybody gets together.

Patients may negotiate different degrees of collaboration
in treatment decision. Whereas Tim approached the decision-
making situation as one in which each person had an equal say,
other patients negotiate collaboration to various degrees. For
example, Denise, a 73-year-old breast cancer patient, invited
her family to participate in her RCT decision-making process
by helping her find information. The particular RCT she had
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been offered was testing the efficacy of adding an additional
medication to what a person with breast cancer would nor-
mally receive with conventional treatment. Denise felt strongly
that a person should not take any more medications than was
absolutely necessary because of the possibility of side effects.
Although she believed that not participating in the RCT was
most consistent with her values, she invited her husband, son,
and daughter to search the Internet and search for informa-
tion to see whether the family agreed with her decision. She
recounted a comment by her son that helped her feel confi-
dent in her decision to decline participation. He said, “Mom,
you don’t have to. Do what you want do, but you don’t have to.”

Another example is Ella, 66, who was taken to the emer-
gency room due to extreme abdominal pain and diagnosed
with colon cancer upon her arrival. After surgery to remove
the most cancerous portions of the colon, she had to decide
whether to pursue further surgery, chemotherapy, radiation,
or participate in an RCT. Ella’s husband, Rich, accompanied
her to the emergency room, all her clinical appointments, and
was present during her initial surgery. Ella, who ultimately
did not participate in the RCT, described the decision-mak-
ing process this way:

Ileave it up to him. He’s good at taking care of me so I just—
now if he'd said surgery I probably would have said surgery.
But he says, “It’s up to you, let’s try radiation first.” And I said,
“okay, that will be fine.”

Discussion

Treatment decision making is one of the most common can-
cer-related topics patients discuss with caregivers (Goldsmith
& Miller, 2014). The frequency of treatment decision-related
conversations reflects the reality that opportunities to make
important decisions, such as whether to participate in can-
cer research, can be stressful for patients. In some cases, this
stress is derived from the cognitive burden of decision making,
such as processing a high volume of complex treatment infor-
mation in a short amount of time (Cader et al., 2005; McNutt,
2004). In other cases, patients experience difficulty negoti-
ating the relational element of the decision-making process,
such as achieving a balance between autonomy and interde-
pendence with their health care provider (Epstein, 2013; Ep-
stein & Street, 2011). Although cognitive, intuitive, and pa-
tient-provider perspectives of health decision making are
valuable, there is still a gap in understanding decision mak-
ing within the broader social contexts in which patients must
make treatment choices.

Currently, there are few theoretical explanations for how
patients reconcile conflicting points of view about their health

care choices, regardless of whether the conflict is between a
health care provider and caregivers or among caregivers. The
current article advances understanding of the importance of
the broader social context by examining distributed cognition
among patients and caregivers regarding autonomy and in-
terdependence. Patients who had caregivers who were not of
shared mind about how the treatment decision would be made
commonly expressed frustration with the types of support-
ive behaviors caregivers enacted as well as negative feelings
about the treatment decision itself. These findings build upon
and extend research on the unique relational challenges asso-
ciated with treatment decision making (Goldsmith & Miller,
2014; Goldsmith, Miller, & Caughlin, 2008; Krieger, Palmer-
Wackerly, Krok- Schoen, et al., 2015).

Decisional Support in Cancer RCT Decision Making

Decisional support occurs when caregivers assume some of
the rights and responsibilities associated with medical de-
cision making. In some cases, patients in the current study
reported that the provision of decisional support helped re-
duce the perceived burden of decision making. Specifically,
having conversations about treatment options with caregiv-
ers helped patients perceptually redistribute the responsibil-
ity for the treatment decision from themselves to all parties
involved. Common ways these conversations occurred were
as a result of caregivers attending appointments where treat-
ment options were discussed, finding alternative sources of
information about the treatment options offered, and giv-
ing advice.

Importantly, not all patients desired decisional support. In
such cases, patients focused more on the rights associated with
decision making, rather than the responsibilities. Patients who
desired high levels of autonomy associated receiving no deci-
sional support (or very low levels) with the ability to make a
treatment choice that best suited their medical situation with-
out managing emotions, information, and advice from others.
Patients negotiated autonomy in treatment decision making
in various ways. One method was concealing their diagnosis
from loved ones (e.g., spouse, adult children) until treatment
was decided. Another common strategy was informing caregiv-
ers of the diagnosis paired with indirect and direct strategies
for maintaining autonomy. Indirect strategies included avoid-
ing discussions about treatment altogether or explicitly stating
who would be making the treatment decision (e.g., patient in
conjunction with physician). Unfortunately, there are few sci-
entific studies (if any) that illuminate how personal character-
istics and relational qualities intersect to promote high levels
of patient autonomy in treatment decision making. This is a
fruitful direction for future research to explore.
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Some patients who desired autonomy were unable to
achieve it due to a misalignment between a caregiver’s sup-
portive behaviors and the patient’s goals for treatment or their
relationship with their caregiver (Caughlin, 2010). For exam-
ple, patients in the constrained decision-making style desired
to make their RCT decision autonomously, but reported care-
givers engaged in unwanted decisional support behaviors, in-
cluding tricking them, accompanying them to appointments
uninvited, or expressing unsolicited opinions. It cannot be de-
termined from the current data whether patients’ strategies
for negotiating autonomy with caregivers were simply inef-
fective or whether caregivers ignored patient efforts to exert
autonomy. What is clear from the current data is that receiv-
ing unwanted decisional support negatively influenced pa-
tient perceptions of the decision-making process as well as
the patient’s sense of well-being. This was particularly salient
in cases when unwanted decisional support was provided in
the form of advice. Research on unsolicited advice has shown
that participants are likely to view advice negatively when it
is perceived as controlling, critical, and/or conflicting with re-
cipients’ desire for acceptance and autonomy (Goldsmith &
Albrecht, 2011). Next, we consider the implication of advice
in the treatment decision-making context in light of the so-
cial support literature.

Reconceptualizing Advice as Decisional Support

Of the many behaviors that could constitute decisional sup-
port, advice emerged as having a higher degree of relational
complexity than others. Advice is often considered a form
of information support (Goldsmith, 2004). The current data
partially support this view, in that patients desiring high in-
terdependence generally perceived advice giving from care-
givers as being desirable. Patients in the collaborative deci-
sion-making style reported appreciation of the advice they
received whereas those in the isolated style expressed be-
ing disappointed by the lack of advice they were given. Pa-
tients desiring high levels of autonomy had a different per-
spective. In such situations, patients interpreted treatment
advice from caregivers as direct or indirect attempts at so-
cial influence. This pattern is a defining feature of the con-
strained decision-making style. Patients wanted to maintain
the rights associated with medical decision making, but felt
caregivers undermined those rights by emphasizing the re-
sponsibilities associated with decision making or demanding
to have some control over the decision.

Practical Implications

Advancing understanding of the importance of communica-
tion in the negotiation of patient treatment preferences has

important practical implications. The first is distinguishing be-
tween social support more generally and decisional support,
in particular. Although nearly all patients may benefit from
some form of social support from caregivers, not all desire de-
cisional support. This stands in contradiction to current guid-
ance given to patients and caregivers, such as the Family Care-
givers in Cancer (Physician Data Query [PDQ®]) on cancer.gov,
which states, “Doctors, caregivers, and patients are partners in
making decisions.” Instead, patients and their caregivers may
want to be instructed to discuss their decision-making prefer-
ences and be given the tools to have productive conversations.
Establishing a norm that caregiver members should be equal
partners in decision making may be as harmful to patients
with a preference for autonomy as it is to eliminate caregivers
from the decision-making process for patients with a prefer-
ence for interdependence.

It is important for patients and caregivers to negotiate the
type and amount of decisional assistance the patient desires,
especially the extent to which patients want caregivers to ask
questions of a health care provider or provide advice. When
a patient desires a high degree of autonomy in decision mak-
ing, too many questions on the part of the caregiver can be
perceived as attempting to direct the decision- making pro-
cess. Similarly, caregivers who provide specific advice about
whether or not to make a specific decision can be perceived as
attempting to control the patient, rather than assisting them.
On the other hand, some patients want and need these types
of decisional support.

Strengths and Limitations

The current article benefits from a number of strengths. Ex-
amining the role of caregivers in medical decision making is a
novel approach for understanding RCT decisions. This is par-
ticularly important because previous shared health decision-
making research has largely focused on communication and
decision-making preferences within the physician—patient
context (Cegala & Post, 2009). Methodological strengths in-
clude recruitment from an underrepresented population and
a mixed methods approach to data analysis. Coding utterances
provide an unobtrusive way to evaluate patient perspectives
on autonomy and interdependence in their cancer treatment
decision making.

As with all research, there are limitations of the current ar-
ticle that should be noted. First, we only considered patient-
level data. It is possible that caregiver data may yield discrep-
ant results such that caregivers may report a decision-making
style preference that is incongruent with a patients’ perception
of the caregivers’ desire to be involved in the RCT decision.
Second, we only examined autonomy and interdependence in
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the context of caregivers. Health care provider treatment rec-
ommendations may influence the level of uncertainty a patient
experiences and, consequently, the level of decisional support
he or she desires from caregivers. Third, the data were collected
by self-report, which may have resulted in memory biases in-
herent in retrospective recall.

Future Directions

The current article suggests multiple directions that may be
fruitful for future studies to pursue. It would be informative
to compare patient and caregiver perceptions of their deci-
sion- making styles as well as strategies for helping health care
providers ascertain the manner in which important treatment
decisions are being made. Patient outcomes are likely to be
improved if caregivers and health care providers have a bet-
ter understanding of whether patients desire autonomy or in-
terdependence in their decision-making style. For example, if
a patient has a strong preference for interdependence, health
care providers can make efforts to ensure caregiver members
are present when treatment options, such as RCTs, are dis-
cussed. Another avenue to explore is advancing current meth-
odologies for understanding medical decision making by devel-
oping scales for measuring self-assessments of decision quality
and preferences for autonomy as related to health care provid-
ers and caregivers. Such advances could lead to the develop-
ment of highly customizable interventions to improve commu-
nication interventions for the refinement of medical decision
making in clinical contexts.
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