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Exploration of Decisional Control Preferences in Adolescents
and Young Adults with Cancer and Other Complex

Medical Conditions
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Purpose: Adolescent and young adults (AYA) with cancer encounter many medical treatment decisions but
may have variable desires for involvement in decision-making. This study describes the degree of decisional
control AYA patients preferred in complex medical decisions.
Methods: A cross-sectional descriptive correlational design evaluated experienced AYA patients’ decision-
making role preferences using the Control Preference Scale and explored relationships in a proposed model of
decision control.
Results: Overall, most patients preferred an ‘‘active collaborative’’ role (39%), where the patient prefers to
make the final decision with input from the provider, or a ‘‘shared decision-making’’ role (34%), wherein the
decision is jointly made between patient and provider. Oncology AYA patients tended to prefer a more passive
role than nononcology AYA patients. Time since diagnosis also positively correlated with control preference,
with patients preferring a more active level of decisional control as the number of days from diagnosis
increased. While no other statistically significant relationships were found between factors put forth in the
exploratory model and decision control, there were strong associations between the factors themselves that
warrant future study.
Conclusion: The findings advance the knowledge of AYA preferences for decision-making involvement,
enhancing our ability to identify patients at risk for low health care engagement and explore the consequences
of limited or impaired decisional capacity. Future research might examine interventions to promote self-
management skills and patient decisional role preferences, fulfilling the need to respect both the desire for
decision-making involvement of some patients and the preference to defer to the expertise of providers for
others.
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Introduction

Shared medical decision-making has emerged as a
prominent focus of patient-centered health care.1 While

decision-making is admittedly different in pediatrics, further
research is needed to explore factors that influence the im-
plementation of shared decision-making (SDM) in children
and adolescents.2 For adolescents and young adults (AYAs),
participation in medical decisions presents unique challenges
to patients, their family members, and health care providers.
The adolescent and early adult development stages are
marked by a period during which AYA patients are expected
to become increasingly independent and engaged in their

own self-management. Yet given the complexity of their
illnesses, AYAs may be vulnerable to the burden of treatment
decisions.

While many providers include AYAs in treatment dis-
cussions, our understanding about decision-making prefer-
ences in the AYA oncology population is limited.3 Previous
research in adolescents with attention-deficit hyperactivity
disorders showed that teens assume a more prominent role in
medication management as they age, which suggests that
adolescents and emerging adults are increasingly capable of
self-management.4 Additionally, a recent systematic review
of decision-making preferences for oncology fertility pres-
ervation showed that adolescents wish to participate in
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decisions about cancer treatment.5 There are notably barriers
to pediatric participation in SDM, however.2,6

Still, pediatric SDM has been shown to reduce decisional
conflict and improve knowledge, and thus, it is important to
better understand decisional control preferences of AYA
patients.6 Evidence is emerging that children with cancer do
wish to be involved in decision-making as much as possible,
and there is support from health care providers to allow for
SDM in pediatric oncology.7 In this study, we aimed to
identify AYA decision-making preferences in the context of
cancer and other complex diagnoses.

SDM emerged as the hallmark of patient-centered health
care.8 Unlike previous models, SDM involves a partnership
between patient and provider to reach treatment decisions
that best fit the individual patient. This requires a balance
between paternalism and consumerism.9 Although evidence
suggests improved outcomes using SDM, such as increased
adherence and patient satisfaction, SDM is not consistently
practiced.9–11 Perhaps this discrepancy can be explained by
wide-ranging preferences: some individuals preferred to have
active roles in medical decision-making, whereas others
preferred to defer to health care providers.10,12 The dearth of
empirical evidence in AYA decisional control preference
may contribute to the varied degrees of engagement of AYA
patients in SDM in clinical practice.

There are also ethical considerations at play for adoles-
cents younger than 18 years who do not have the legal au-
thority to consent for medical care.12,13 Teens are still
developing a sense of decisional autonomy that relies on the
interplay between factors like the cognitive and psychosocial
abilities of the adolescent and the readiness of parents to
allow their child to assume a more active role in decision-
making and self-care.14 As health care autonomy develops, a
shift occurs from parent-focused discussions to a collabora-
tive approach with parent and child, with increasing deci-
sional authority given to the child when developmentally and
situationally appropriate.14–16

There is a growing interest in AYA decisional preferences,
but additional research is needed to further evaluate issues of
decisional autonomy, independence, and supportive needs in
AYA patients.17–19 The purpose of this study was to describe
decisional control preferences of a previously understudied
population and explore factors that may impact desired levels
of decisional control for AYAs with cancer and other com-
plex medical conditions.

Methods

This study used an observational cross-sectional design.

Setting and participants

A convenience sample was recruited of AYA patients who
received treatment in pediatric hematology/oncology clinics
at an academic children’s hospital in the Midwestern United
States. The study sample included patients between 14 and 25
years with varying oncology and nononcology diagnoses.
Patients who were cognitively intact, postinduction chemo-
therapy or within 12 months of treatment completion in the
case of oncology patients, and clinically stable at the time of
enrollment were eligible. Oncology diagnoses included leu-
kemia, lymphoma, sarcoma, and other solid organ tumors.
Nononcology diagnoses were sickle cell anemia and other

chronic anemias, idiopathic thrombocytopenic purpura, and
inflammatory bowel diseases (e.g., Crohn’s disease and ul-
cerative colitis). Only English-speaking patients were re-
cruited for participation because measurement instruments
were not available in other languages. Written informed
consent was obtained from a parent or guardian of partici-
pants younger than 18 years; minors provided written in-
formed assent to participate. Participants 18 years or older at
the time of enrollment provided written informed consent
independently. The study was approved by our center’s in-
stitutional review board.

Data collection

Data were collected with several previously validated
survey instruments and chart extraction. Participants were
compensated for their time at the completion of the study.
Data were collected with a tablet computer and securely
stored electronically in an encrypted database. The following
demographic data were collected: age, gender, race, educa-
tion level, and annual household income. In addition, medical
data included diagnosis type, dichotomized to oncology or
non-oncology, and time since initial diagnosis in days.

Decisional control preference was measured using the
Control Preference Scale (CPS), which has been used in
multiple populations, including adolescents, with high va-
lidity and reliability.20 We used the CPS ordinal scale to
identify a decision role preference from five options: (1)
‘‘active role’’—I prefer to make the treatment decisions on
my own; (2) ‘‘active collaboration’’—I prefer to make the
treatment decision after hearing the physician’s opinion; (3)
‘‘shared decision-making’’—I prefer to make the treatment
decision together with the physician; (4) ‘‘passive collabo-
ration’’—I prefer the physician to make the treatment deci-
sion after talking to me; (5) ‘‘passive role’’—I prefer the
physician to make the decision on his/her own.3,21,22

Patient experience with SDM was measured using the
three-item CollaboRATE tool. This instrument was devel-
oped in response to a need for a quick method to measure
SDM in a clinical setting.23 CollaboRATE captures three
dimensions of SDM in both patient- and parent-report ver-
sions: (1) adequate explanation of health issue, (2) eliciting
preferences for decisions, and (3) integrating these prefer-
ences in the decision-making process.23 The tool was recently
developed using a representative adult sample in the United
States and demonstrated excellent concurrent validity with
established measurement tools.23

Self-efficacy for decision-making was measured using the
Decision Self-Efficacy Scale, which is an 11-item tool with a
5-point scale, ranging from ‘‘not at all confident’’ (0) to
‘‘very confident’’ (4) to measure respondent’s confidence in
his/her decision-making abilities.24 To produce a score that is
more readily interpreted, the individual item scores were
summed, divided by 11, and multiplied by 25.25 Total scores
range from 0 to 100, with higher scores indicating greater self-
efficacy for decision-making.25 The Decision Self-Efficacy
Scale has shown adequate internal reliability, Cronbach’s al-
pha ranging from 0.78 to 0.92 in previous studies26 but has not
yet been used in an adolescent population.

The Adolescent Self-Regulatory Inventory (ASRI) was
used to measure patient self-regulatory skills, an attribute
that is an important marker of cognitive development in
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adolescence and a component of developing decision-making
skills. It is a 36-item instrument with 5-point Likert patient-
reported responses ranging from ‘‘Not at all true for me’’ to
‘‘Really true for me’’ that was developed to capture both
short- and long-term domains of self-regulation.27 Con-
firmatory factor analysis demonstrated satisfactory internal
validity of a two-factor solution.27 Previous psychometric
analysis was conducted in healthy adolescents (aged 11 to 17
years) and their parents and revealed a high degree of internal
consistency for the scale (Cronbach’s a = 0.70–0.82).27

Construct validity was previously evaluated by the concur-
rent administration of an established measurement tool (Self
Regulation Questionnaire, see Novak and Clayton, 2001).28

Based on these sound psychometric properties, we elected to
use the ASRI alone to measure self-regulatory skills.

Perceived autonomy was measured by the Health Care
Climate Questionnaire (HCCQ), a tool that measures the
extent to which a health care provider supports patient au-
tonomy.29 A short form is available in a 6-item, 7-point
Likert response scale and was used here to reduce subject
response burden. The HCCQ has been used in an adolescent
population to evaluate the effects of autonomy support on
smoking behaviors.30 More recently, the short form HCCQ
was used to assess perceived autonomy support in women
with breast cancer (age range: 20–79 years) and found to have
high internal consistency in that population (Cronbach
a = 0.93).31

Social support was operationalized with the Multi-
dimensional Scale of Perceived Social Support (MSPSS).32

The MSPSS is a 12-item scale that measures perceived social
support from family, peers, and significant others. Originally
developed in a population of college undergraduates, the
MSPSS has since been widely used in various populations,
including adolescents, with strong internal consistency
for both the total score (Cronbach a = 0.93) and the three
subscales (Cronbach a = 0.89–0.91).33 This tool was selected
to measure the multiple dimensions of support an AYA with
cancer may experience during and after therapy, which
may influence the decision-making confidence and role
preference.

Data analysis

Descriptive statistics were used to assess frequencies,
variability, and percentages, and central tendencies of the
data were evaluated by means, and standard deviations (SDs).
Bivariate relationships were examined using Pearson corre-
lations, Kendall’s tau-b correlation coefficients, and Fisher’s
exact test of independence. Differences between groups were
examined using independent samples t-tests, Mann–Whitney
U tests, one-way ANOVA, and Kruskal–Wallis tests. After
evaluating bivariate relationships of the variables within an
exploratory conceptual model, linear regression was used to
explore the predictive associations between self-efficacy for
decision-making, self-regulatory skills, perceived autonomy
support, social support, and medical factors in a revised
conceptual model for shared decisions.

Results

Over a period from October 2016 to December 2017, 47
subjects enrolled in the study (consent rate of 77%), but 1
subject dropped out after completing the informed consent

and enrollment procedure due to a time conflict and was lost
to follow-up. Fourteen AYA patients declined participation
in the study, but there were no statistically significant dif-
ferences noted in demographic or medical characteristics
between these individuals and those who participated. On
average, the total amount of time to complete the study (in-
cluding enrollment and all survey items) was 25 minutes.
Response burden and fatigue were minimized by instructing
participants to skip any questions and/or stop at any time.

Table 1 describes the demographic and medical charac-
teristics of the sample. The average age of participants was
18.2 years (–3.2 years), and the majority were white (56.5%)
and female (60.9%). Notably, the mean time since diagnosis
was around 2 years (646 days), but there is a wide range (68–
8462 days) since individuals with nononcology diagnoses
were included in the sample. Overall, this sample is made up
of AYA patients who are experienced with their diagnosis.
(Fig. 1) illustrates the distribution of age and time since di-
agnosis based on nononcology versus oncology patients. For
further analyses, medical diagnosis was dichotomized to
oncological conditions (n = 22) and nononcology diseases
(n = 24). The range, mean, SDs, and reliability of study var-
iables are described in Table 2. Overall, instrument reliability
was adequate in the sample (Cronbach’s a >0.80)

Table 1. Sample Characteristics (N = 46)

Variable n (%)

Age, years
Mean (SD) 18.2 (3.2)
Median (range) 17.0 (14–25)

Gender
Female 28 (60.9)
Male 18 (39.1)

Race
Asian 2 (4.3)
Black or African American 16 (34.8)
White 26 (56.5)
Biracial 2 (4.3)

Level of education
Less than high school 29 (63.0)
High school or equivalent 16 (34.8)
College degree or higher 1 (2.2)

Primary living arrangement (n = 45)a

With parent(s) 39 (86.7)a

Other 6 (13.3)a

Currently employed
Yes 13 (28.3)
No 33 (71.7)

Annual household income (n = 12)a

<$20,000 9 (75.0)a

$20,000–$50,000 1 (8.3)a

>$50,000 2 (16.7)a

Medical diagnosis
Oncology 22 (47.8)
Nononcology 24 (52.2)

Time since diagnosis, days
Median (range) 646 (68–8462)

aIndicates missing data for variable, sample size provided in
parentheses.

SD, standard deviation.
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Overall, the majority of AYA patients preferred active
collaborative (39%) or shared roles (34%) for decision-
making compared with other roles. No statistically significant
differences were noted between decision control preferences
and age, gender, race, or education level in this sample.
Participants with oncology diagnoses tended to prefer to
desire less decisional control (‘‘passive’’), but the difference
was not statistically significant, Fisher’s exact = 5.17,
p = 0.08 (Fig. 2). Importantly, nononcology AYAs have a
greater time since diagnosis on average compared with on-
cology AYAs, which may influence their decisional control

preferences. A one-way ANOVA was conducted to deter-
mine if time since diagnosis differed for groups with different
decision control role preferences. Those who preferred less
decisional control were diagnosed more recently than those
who reported a shared or active role preference, Welch’s F (2,
23.4) = 10.01, p = 0.001 (Fig. 3). There were no significant as-
sociations between decision control preferences and any other
variable put forth in the exploratory model.

However, AYA patients reported high levels of SDM in the
most recent medical encounter. The mean CollaboRATE score
for the sample was 7.85 (SD = 1.29) (Table 2); though, the

Table 2. Summary of Participants Survey Outcomes (N = 46)

Possible range Actual range Mean SD No. of items Cronbach’s a

DSES 0–100 0–100 82.4 19.4 11 0.93
ASRI 1–5 2.25–4.34 3.42 0.42 36 0.82
HCCQa 1–7 4.33–7.00 6.27 1.13 6 0.93
MSPSS 1–7 3.17–7.00 5.78 0.98 12 0.93
RATE 0–9 4.67–9.00 7.85 1.29 3 0.86

aIndicates n = 45 for this variable due to missing data.
ASRI, Adolescent Self-Regulatory Inventory; DSES, Decision Self-Efficacy Scale; HCCQ, Health Care Climate Questionnaire; MSPSS,

Multidimensional Scale of Perceived Social Support; RATE, CollaboRATE.

FIG. 1. Patient age (in years)
and time since diagnosis (in
days) displayed in quartiles.
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responses were highly skewed with 82.6% participants re-
porting scores 7 or greater. SDM mean scores were signifi-
cantly higher in the oncology group than in the nononcology
group [oncology: M = 8.36, SD = 0.78; nononcology: M = 7.38,
SD = 1.49; t (35.6) = 2.85, p = 0.007]. Bivariate relationships
between other demographic factors and CollaboRATE were
not statistically significant.

When controlling for level of education, self-efficacy was
significantly related to reported SDM experience (r = 0.38,
p = 0.01). However, this was not true of self-efficacy based on
age (r = 0.037, p = 0.81). When controlling for medical di-
agnosis, the greater the time from diagnosis, the greater the
reported self-efficacy (r = 0.42, p = 0.004). Higher degrees of
social support were related to higher levels of education
(U = 339.5, z = 2.120, p = 0.34). Social support also varied
based on medical diagnosis, with oncology groups reporting
higher degrees of support (Mdn = 28.11) than nononcology
groups (Mdn = 19.27; U = 349.5, z = 2.353, p = 0.02). AYA
participants closer to the time of diagnosis tended to report

higher degrees of social support, evidenced by an inverse
correlation with social support scores that approached sta-
tistical significance (rs = -0.201, p = 0.053). Not surprisingly,
self-regulatory skills were positively associated with age
(r = 0.379, p = 0.009) and level of education (<high school:
Mdn = 19.55; qhigh school: Mdn = 30.24; U = 361.0,
z = 2.608, p = 0.009). No other statistically significant rela-
tionships were noted.

Exploration of bivariate relationships between
study variables

Although we sought to examine the relationships between
decision control and several factors, we uncovered no sig-
nificant relationships. However, Kendall’s tau-b correlations
were calculated to determine the relationships between other
exploratory study variables, which are reported in Table 3.
There was a positive relationship between decision self-
efficacy and self-regulatory skills, (rs = 0.266, p = 0.011)

FIG. 2. Decision control
preferences by medical di-
agnosis (oncology vs. non-
oncology). nononcology
diagnosis; oncology diag-
nosis.

FIG. 3. Decisional control
preferences based on time
since diagnosis (in days), il-
lustrating that those preferred
a ‘‘passive’’ role were diag-
nosed more recently than those
who reported a ‘‘shared’’ or
‘‘active’’ role.
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(Table 3). Similarly, a positive relationship between de-
cision self-efficacy and perceived autonomy (rs = 0.311,
p = 0.006), self-efficacy and social support (rs = 0.277,
p = 0.009), and self-efficacy and perceived shared deci-
sions (rs = 0.407, p = 0.000) was discovered in this sample.
Perceived autonomy support was also positively associ-
ated with perceived social support in general (rs = 0.222,
p = 0.034). Participants who reported higher degrees of
SDM were statistically significantly more likely to report
high degrees of social support (rs = 0.518, p = 0.000).

In addition to the associations with demographic charac-
teristics described above, SDM was also significantly related
to self-efficacy for decision-making (rs = 0.41, p < 0.0005)
and perceived autonomy support (rs = 0.52, p < 0.0005).
Thus, multivariate analyses were conducted based on a re-
vised conceptual model for shared decisions (Fig. 4).

Analysis of predictors of SDM

A multiple linear regression examined SDM from patient
age, medical diagnosis, time since diagnosis, self-efficacy,
self-regulation, autonomy support, and social support. The
assumptions of linear regression were met. The multiple re-
gression model was significant, F(7, 37) = 7.131, p < 0.0005,
adj. R2 = 0.494. However, only medical diagnosis and au-
tonomy support added significantly to the prediction.

Discussion

Consistent with previous research, the current study con-
firmed that decisional control role preferences are variable.
Although this sample was underpowered to detect true sta-

tistical significance, the finding that oncology AYA patients
tended to prefer more passive roles is consistent with previ-
ous literature in adult oncology populations. This might be
explained by a desire to defer to the expertise of a pediatric
oncologist when faced with treatment decisions about cancer.
Alternatively, a preference for less decisional control for AYA
oncology patients may be due to a perception that the decision is
limited to receiving cancer treatment or electing to not treat a
life-limiting condition. Further research is needed to expand our
understanding and more accurately explain the differences for
AYA cancer patients compared with nononcology patients. It is
also important to note the significance of time since initial di-
agnosis and a varied degree of desire for decision control. As
with other studies, the more recent a diagnosis, the less the
desired decisional control. Being newly diagnosed with a
complex medical condition requires time for education, accep-
tance, and finding a new normal. Thus, a desire to defer decision
control to the expertise of the provider may shift over time as
knowledge, self-management skill, and comfort increase. Future
research should explore decision control preferences over time
to examine if the role preference changes over time as individ-
uals move further away from the time of diagnosis.

Unlike in adult populations, where younger age is related
to higher degrees of decision control, age was not signifi-
cantly related to role preference in this AYA sample. It is
possible that this finding is due to a shift in health care culture
that lends itself to consumer-driven participatory decision-
making. However, it is important to note that while we did not
find a difference in role preferences based on age, this may be
due to a small heterogeneous sample underpowered to detect
to statistically significant differences. Further research is

Table 3. Kendall’s Tau Correlations (Rs) Between Key Variables in Exploratory Model

Decisional control Self-efficacy for decisions Self-regulatory skills Perceived autonomy Social support

CPS — — — — —
DSES 0.09 — — — —
ASRI -0.11 0.27a — — —
HCCQ -0.01 0.31b 0.19c — —
MSPSS -0.09 0.28b 0.22a 0.33b —
RATE 0.06 0.41b 0.20c 0.52b 0.77b

aIndicates p < 0.05.
bIndicates p < 0.01.
cIndicates p < 0.10.
CPS, Control Preferences Scale.

FIG. 4. Conceptual model
demonstrating relationships
between variables. , statisti-
cally significant relationship;

, nonsignificant relationship.
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warranted to determine if these findings hold up in a large
sample of AYA oncology patients alone.

The current study revealed strong correlations between
self-efficacy for decision-making and other factors related to
AYA decision-making. Higher degrees of self-efficacy for
decision-making were significantly related to higher degrees
of self-regulatory skills, perceived autonomy, social support,
and share decisions. Since previous studies have shown that
shared decisions are associated with improved patient out-
comes, nursing interventions targeting self-efficacy for
decision-making to promote its relationship with SDM may
impact overall outcomes for our AYA patients. Similarly,
perceived social support from one’s family and friends, and
perceived autonomy support from one’s health care provid-
ers, were positively related to each other and to SDM scores.
This may be another target for nursing intervention to pro-
mote shared decisions through a supportive environment.
Indeed, the importance of autonomy support as a predictor of
shared decisions in AYA patients was reinforced by the
findings of the regression analysis.

This study advanced the knowledge of AYA decision-
making in hematology/oncology care and described patient
preferences for decisional control. This will enhance our
ability to identify AYAs at risk for low engagement in their
treatment planning in the future and demonstrates a need for
interventions to increase AYA perceived capacity and effi-
cacy for decision-making. There is also an opportunity to
explore the consequences of limited or impaired decisional
capacity and low control preferences with future studies. In
the case of too much involvement, there is potential for in-
creased anxiety, pressure, and uncertainty, leading to poor
decisions or decisional regret. However, with too little in-
volvement in decision-making, there is risk for a violation of
rights (e.g., autonomy), increased distrust of providers or
surrogate decision-makers (e.g., parents), and lower treat-
ment adherence. By establishing the decisional control
preferences in this AYA population, this study enhances our
ability to meet the individual needs of those who prefer more
active or shared roles in decision-making compared with
those who prefer to delegate decisions to providers. This
study provides a basis for future intervention research to
improve our ability to meet the needs of AYA decision-
makers. The findings suggest that there may be opportunities
to increase self-efficacy for decision-making or self-
regulatory skills in AYAs, leading to improved adherence to
treatment plans and SDM experience.

This study has several limitations. First, the generaliz-
ability of the findings is limited to similar tertiary pediatric
hospitals. Although the sample was fairly representative of
pediatric hematology/oncology patient populations, the
sample was drawn from a Midwestern region of the United
States and may not be generalized to other regions within the
country, or other global populations. Second, the instruments
used in this study were self-report tools. Although partici-
pants were informed that responses were anonymous and did
not impact care received at the institution, it is possible re-
sponse bias factored into the reported scores. Third, as dis-
cussed above, the sample was heterogenous (including
oncology and nononcology diagnoses for comparison) and
the study had many variables, potentially leading to an in-
ability to find statistically significant differences that may
exist in the population. Of note, this sample consisted of

experienced AYA patients, that is, they were undergoing
treatment or off-treatment, not newly diagnosed; inferences
from these findings cannot be applied to newly diagnosed
individuals, where the decision-making role preferences may
be very different. Finally, this exploratory study was under-
powered to detect any significant associations or group dif-
ferences with respect to decision control preferences. Based
on a linear regression analysis with a small effect size and
alpha of 0.05, a post hoc power analysis in G*Power3.1.9.2
revealed that the observed power in this sample (N = 46) was
64.6%. Further analyses in a larger sample are advised.

Our findings support the need for assessment of individual
role preference for decision-making involvement in AYAs,
due to the varying degree of control preferences influenced
by medical diagnosis and time since learning of the disease.
The results serve as a foundation for future research on in-
terventions aimed to increase SDM by supporting patient
autonomy and taking into consideration differences between
oncology and nononcology AYA patient populations.
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