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ABSTRACT

Clinicians must often contend with ethical issues that arise
during rehabilitation. When a patient has right hemisphere damage
(RHD), these concerns may be exacerbated because of the presence of
cognitive deficits. In this article, we focus on the ethical principle of
respect for autonomy, which raises issues relevant to patients with RHD
who have impaired executive control functions. Respect for autonomy
involves respecting others in terms of their decision-making and
subsequent actions. Disagreements may occur between members of
the rehabilitation team, the patient, and family about the decisions that
the patient makes. Clinicians may have concerns about the patient’s
capacity to make informed decisions. Indeed, in some cases, because the
patient is “talking,” the verbal skills may mask the impairments in
underlying cognitive processes. We provide two case examples of
patients with RHD with sufficient language skills to express their
choices, but cognitive deficits that affect their decision-making abilities.
We use a clinical decision-making model adapted from Jonsen et al to
discuss the cases. In both cases, the rehabilitation team strives to balance
what they deem to be in the best interest of the patient while continuing
to respect the patient’s autonomy.
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Learning Outcomes: As a result of this activity, the reader will be able to (1) describe the heterogeneity of

the RHD population; (2) differentiate decisional and executive autonomy; (3) discuss how a clinical decision-

making model can be used in inpatient and outpatient rehabilitation; (4) describe two examples of balancing

beneficence and respect for autonomy in patients with RHD.

Individuals with damage to the right
hemisphere typically present with a cluster
of cognitive deficits that may include impair-
ments in the areas of attention, perception,
memory, and executive functioning.1–3 The
impact of these cognitive deficits may be
evident during functional daily activities as
well as in the performance of more complex or
novel tasks. In addition, unilateral left neglect
and anosognosia, a decreased awareness of the
presence of deficits or the extent to which
these deficits affect daily functioning, are
considered to be hallmark features of right
hemisphere stroke.

However, patients with right hemisphere
damage (RHD) are heterogeneous with regard
to the presence and severity of these cognitive
deficits and their manifestations. Some cogni-
tive areas may be more or less impaired, while
others may be within the normal range as
compared with the person’s premorbid func-
tion. Despite the lack of a stereotypical profile
of patients with RHD, there is general agree-
ment that rehabilitation outcomes, including
length of stay, functional status at discharge,
and discharge placement, are negatively im-
pacted by the presence and severity of cognitive
deficits, unilateral neglect, and anosognosia.3,4

The heterogeneity in presentation of symp-
toms in patients with RHD extends to commu-
nication as well.Most often, patients with RHD
are “talking,” but may demonstrate deficits in
pragmatics, discourse comprehension and pro-
duction, and impaired prosody that vary in
severity within and across individuals.2,3,5While
there is no one explanation for the cause of these
communication symptoms and patterns, it is
generally recognized that underlying cognitive
deficits contribute to their manifestation.

Themanagement of patientswithRHDcan
be challenging for clinicians, and many ethical
issues can arise during the rehabilitation process.
As with any patient population in rehabilitation,
clinicians need to be aware of the basic principles
of bioethics that include respect for the person’s

autonomy, benevolence (do good), non-malefi-
cence (do no harm), and justice (equal treatment
regardless of social, financial, sexual, or cultural
factors).6 Importantly, rehabilitation differs
from the traditional medical model because it
emphasizes the patients’ active participation in
decision-making, the team approach to care, and
the long-termnature of the rehabilitation process
that facilitates stronger relationships between
patients, families, and rehabilitation clinicians.6–8

These differences have prompted increased dis-
cussion of the ethical issues and challenges that
are unique to the rehabilitation setting.6,7,9–11

We have previously addressed ethical issues that
might arise in relation to lack of awareness of
patients with RHD and decisions regarding
whether or not to provide treatment to patients
with anosognosia.12 In this article, we focus on
situations involving patients with RHD and
impaired executive control in which ethical con-
cerns arise involving respect for autonomy.

Autonomy has been defined as the “capacity
to think, decide, and act on the basis of such
thought and decision, freely and independently,
without hindrance.”13 Within rehabilitation,
Hunt and Ells have identified two important
aspects of autonomy.14Thefirst refers to physical
aspects including functional independence and
the ability for self-care, whereas the second refers
to the person’s cognitive abilities to make in-
formed and intentional choices related to their
own values, preferences, and life goals without
any outside influences.15 Respect for autonomy
involves respecting the self-determination of
others in terms of their decision-making and
subsequent actions. Issues arise when there are
disagreements among members of the rehabili-
tation team, the patient, and family about the
decisions that the patient makes. In the case of
patientswithRHD,cliniciansmayhave concerns
about the patient’s capacity to make informed
decisions because of the presence of cognitive
deficits. Indeed, in some cases, because the
patient is “talking,” the verbal skills may mask
the impairments in underlying cognitive
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processes. Conflict may also arise when there are
differences in the values of the patients and the
clinical team.

Collopy16 and McCullough et al17 have
offered a more comprehensive conceptualization
of patient autonomy by highlighting the impor-
tance of considering executive control functions
which include judgment, planning, and problem
solving. They make a distinction between deci-
sional autonomy, the process ofmakingdecisions
for oneself or delegating that power to someone
else, versus executive autonomy, which is the
process of actually carrying out one’s decisions
into effect. This distinction is an important one
when considering individuals with cognitive-
communicative deficits associated with RHD.
Some patients with RHD may not have either
decisional or executive autonomy. However,
others may be verbal with sufficient memory
skills and other nonexecutive cognitive skills
for decisional autonomy but not for executive
autonomy. Because of impairments in executive
functions, they may not have the ability to make,
adapt, and implement plans. Furthermore, the
presence of a physical impairment (such as left
hemiparesis) in combination with poor aware-
ness or underestimation of that impairment may
jeopardize the patient’s ability to safely and
autonomously carry out an intended plan.

We provide two case examples of patients
with RHD to illustrate how the speech-lan-
guage pathologist (SLP) and others on the
rehabilitation team consider the principle of
respect for autonomy. The first case shows an
issue that commonly occurs in the inpatient
rehabilitation setting, whereas the second case
describes some clinical dilemmas in the outpa-
tient rehabilitation setting.When clinical issues
arise, it is helpful to have a structure to guide the
discussion and decision-making process, so that
all parties can come to an acceptable resolution.
For both cases, we use the model offered by
Jonsen et al.1 They identified four categories of
information that are relevant to a clinical ethics
problem: (1) medical implications; (2) patient
preferences; (3) quality of life; and (4) contex-
tual features. The decision-making process
involves organizing the facts around these
four categories. In each case, we evaluate the
components in relation to each other and with
full consideration of the ethical principle of

respect for autonomy, which falls within the
category of “patient preferences.”

CASE 1: AN INPATIENT DILEMMA
Approximately 75% of stroke survivors in the
United States receive therapy in an inpatient
rehabilitation facility (IRF) during the course of
their recovery.18 The Centers for Medicare and
Medicaid Services define an IRF as a free-
standing rehabilitation hospital or unit that
providesmedical supervision and interdisciplin-
ary intensive rehabilitation that includes at least
3 hours of therapy per day.19 The average length
of stay in an IRF is 13.9 days for moderately
impaired and 22.2 days for severely impaired
stroke patients, with motor skills being a pri-
mary predictor of length of stay.20 In this
setting, patient autonomy must be considered
alongside multiple situational factors such as
patient acuity and clinical presentation as well
as particular aspects of the rehabilitation envi-
ronment. The following case study illustrates
one such instance that challenges the clinical
team’s ability to balance their respect for the
patient’s autonomy with what they perceive to
be in his best interest.

Mr. M is a 45-year-old right-handed man
with a wife and two young children (aged 4 and
7). Mr. M works full-time as a regional sales-
man and his job is the primary source of income
for his family. His wife works part-time as a
school librarian and is the primary caregiver for
their children. Ten days prior to his IRF
admission, Mr. M suffered a right hemisphere
thromboembolic stroke in the region of the
middle cerebral artery which resulted in signifi-
cant cognitive deficits including anosognosia,
left unilateral neglect, impaired executive func-
tions, flat affect, left hemiplegia, and amoderate
oropharyngeal dysphagia.

According to the requirements of the Pa-
tient Self-DeterminationAct,21 a patient has the
right tomake an informed refusal of life-sustain-
ing interventions. During the admission process,
in accordance with hospital policy informed by
this legislation, the physician engagesMr.M in a
discussion of his right to complete an advance
directive to outline provisions for medical deci-
sions. Mrs. M is also present during this discus-
sion. She states that Mr. M is the main decision
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maker in their family and that she would not
want tomake any decisionswithout him.Mrs.M
encourages her husband to establish an advance
directive so that his wishes will be “on the
record.” Mr. M states that he doesn’t want to
be “hooked up to machines.” As the discussion
continues, Mr. M has difficulty differentiating
between mechanical respiratory support and
the use of other non–life-sustaining machines
and their relative implications for an advance
directive. The physician becomes concerned
about Mr. M’s ability to make an autonomous
informed decision due to his apparent cognitive
impairments.

It is important to assess a patient’s cogni-
tive capacity to make choices that are truly
autonomous following an acute illness.22 Mr.
M’s physician initiates a formal capacity assess-
ment process by requesting a consult from the
hospital’s ethics team. In this hospital, the
ethics team consists of bioethicists with both
clinical and academic bioethical training as well
as legal expertise. In accordance with the broad
steps recommended by the National Center for
Ethics in Healthcare,23 the ethics team clarifies
the goal of the consultation request, reviews the
medical chart, and requests clinical staff per-
spectives, including the SLP’s assessment of
Mr. M’s cognitive status.

Considerations

As one of the few members of the inpatient
rehabilitation interdisciplinary team tasked with
direct assessment of cognitive abilities, the SLP’s
perspective on questions of decisional capacity
has particular significance. However, the SLP’s
academic trainingmay not have included explicit
instruction on key concepts and requirements of
decisional capacity.24 Furthermore, given the
relatively short average length of stay in an
IRF, SLPs are required to give input based on
limited interactions with the patient, whereas
guidelines for shared decision-making practices
recommend extensive interactions.25

In this case, the request came at the begin-
ning of Mr. M’s stay. The SLP had completed
the initial assessment but had not yet seen Mr.
M for therapy. Additionally, the SLP had to
distribute assessment time across multiple
domains including dysphagia, and therefore

had even less time to assess the patient’s cogni-
tive skills. Finally, the assessment occurred
during the day when Mrs. M was working
and unable to attend. This limited the SLP’s
ability to learn about Mr. M’s premorbid level
of cognitive functioning from an additional
reliable source. However, the team wanted to
make a determination in this matter as quickly
as possible, so it was incumbent upon the SLP
to make and communicate a clinical judgment
based on the information available. For all
members of the clinical team, it can be helpful
to first examine the level of patient capacity
required based on the relative risks involved
(i.e., sliding-scale strategy).26 In this scenario,
for example, the decision to outline an advance
directive could have life and death consequen-
ces and therefore requires a high level of
decisional capacity. A clinician may then orga-
nize the relevant details within a decision-
making framework, such as the model sugges-
ted by Jonsen et al (as illustrated in Fig. 1).1

Although there are clearly many factors to
consider, the medical indications include the
details most relevant to the question of Mr. M’s
decisional capacity: impaired information pro-
cessing and reasoning skills. The medical and
bioethics literature has focused discussion of
decisional capacity on a patient’s ability to
process information, make judgments, express
a choice, and appreciate the consequences of his
or her decision.17,27 Therefore, the SLP com-
municates that although he is able to express a
choice,Mr.M’s executive function deficits limit
his ability to meet the other requirements of
decisional capacity (i.e., to process and appre-
ciate the implications of his choice and make an
appropriate judgment).

Resolution

After gathering clinical staff perspectives, the
ethics team meets with the patient and his wife
in the evening. During the meeting, the ethics
team describes the purpose of the interview and
their role in the process. They then interview
Mr. M directly. In line with the SLP’s assess-
ment, the ethics team finds thatMr.M is able to
express consistent choices but breaks down
when required to process complex information
and demonstrate clear reasoning behind his
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choices. The ethics team agreesMr.M does not
demonstrate the capacity necessary to complete
the advance directive. The ethics team asks Mr.
M. who he would want to make decisions in his
stead if he were unable to do so. He consistently
chooses his wife but is adamant that there is no
need at this time for her to be involved in any
decision-making. In this way, the ethics team
demonstrates respect for an important aspect of
Mr. M’s decisional autonomy. Although he
continues to be unaware of the extent of his
cognitive deficits, he does have the ability to
delegate decision-making power to someone
else.

Because his wife is able to observe her
husband’s difficulties during the interview, she
understands when the ethics team explains their
impressions from the interview and recommen-
dation that Mr. M. defer to his wife as a
surrogate decisionmaker at that time. Although
he continues to deny needing her to make the
decisions, Mr. M accepts the idea of having her
represent his wishes as a “temporary plan.” And
in fact, state law where this case occurred (Illi-
nois) dictates that once the physician documents
that a patient lacks decisional capacity in the
medical chart and the patient has been informed,
the patient’s spouse becomes the default surro-
gate.28 Importantly, to conclude their role in this
case, the ethics team completes twomore recom-
mended steps following their meeting with Mr.
M and his wife. They synthesize the relevant
information and their recommendations in the
medical chart and communicate the outcomes
directly to Mr. M’s clinical team. This ensures
that all team members are able to provide
consistent communication around this order to
Mr.Mandhiswife as they continue in their care.

CASE 2: AN OUTPATIENT
DILEMMA
Patients with RHD often present to outpatient
therapy accompanied by unresolved or novel
ethical dilemmas. Patients are learning to navi-
gate the “real world” outside of a structured
hospital setting for the first time with newly
acquired impairments. Exploring facets of su-
pervision, safety, and medical management,
caregivers are tasked with providing care for a
loved one who may not recognize the need for
care. Likewise, patients are receiving therapy
that may be less intensive in nature and increas-
ingly constrained by insurance benefits. Patients
at this stage may be navigating complex situa-
tions such as negotiating prolonged employment
leave, ensuring short-term disability benefits, or
managing medical bills, all alongside participa-
tion in therapy. Furthermore, the notion that
outpatient therapy may be the last opportunity
for direct service delivery places immense pres-
sure on patients and families to attain desired
outcomes prior to discharge. The following case
study demonstrates some of the ethical consid-
erations that arise, particularly in the context of
autonomy, over the course of intensive outpa-
tient therapy.

Ms. K, a single, 34-year-old second grade
teacher, sustained a right hemisphere intracere-
bral hemorrhage due to suspected undiagnosed
hypertension 6 weeks prior. At the time of
discharge from an IRF, Ms. K continues to
demonstrate mild-moderate short-term memo-
ry and executive functioning deficits in addition
to a mild left visuospatial neglect. She has no
residual physical impairments. The inpatient
clinical team allows Ms. K to discharge home
under the agreement that close friendswill rotate

Figure 1 Clinical decision-making model for the case of Mr. M. (Adapted from Jonsen et al.1)
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providing 24-hour supervision. She transitions
to working with a SLP and occupational thera-
pist (OT) in an outpatient setting, receiving 2
hours of therapy per day, 2 days per week.
During her initial evaluations, Ms. K states
her goals for therapy are to live independently
and return to work at discharge.

Within the first few weeks of therapy, it
becomes apparent thatMs. K’s cognitive deficits
are hindering her ability to perform daily activi-
ties independently. Her OT reports Ms. K’s
medications were loose in her purse during a
recent therapy session, which ledMs. K to admit
she has occasionally neglected to take her blood
pressure medication. She struggles to track in-
formation across sessions and demonstrates in-
flexibility within abstract reasoning tasks. She
exhibits a low frustration tolerance when clini-
cians address breakdowns and often rationalizes
errors (e.g., “This isn’t something I need to do at
work”). Ms. K indicates she has been in contact
with her employer to coordinate a return to
work, though she cannot recall substantive in-
formation from recent conversations. Further-
more, her friends begin to scale back on the 24-
hour supervision agreement with one friend
expressing satisfaction with her “full recovery.”
Ms. K will reach her maximum allowable thera-
py visits in 6 weeks and conflicting views sur-
rounding discharge goals emerge. Her situation
is examined using the aforementioned model of
Jonsen et al for clinical ethical decision-making1

(see Fig. 2).

Considerations

There are various ethical considerations
unique to patients with RHD and the outpa-

tient setting. First is the interpretation of Ms.
K’s capacity for autonomous decision-making
at this stage in rehabilitation. Following cri-
teria put forth by Appelbaum and Grisso,29 it
is suggested Ms. K would have capacity as
evidenced by her ability to communicate a
preference, understand clinical recommenda-
tions, weigh risks and benefits of various
outcomes, and appreciate the consequences
of said outcomes through logical reasoning.
However, these criteria may be weighted too
heavily on Ms. K’s decisional autonomy, while
neglecting her executive autonomy.17 As in-
troduced previously, while Ms. K’s decisional
autonomy (i.e., ability to make decisions or
delegate that power to another) is intact, her
executive autonomy (i.e., ability to effectively
execute her autonomous decisions) continues
to be impacted by her cognitive deficits.17 For
example, Ms. K expressly wishes to live alone
without supervision. However, she has not
demonstrated means to manage her medica-
tions independently, putting her at risk for
a second stroke. For Ms. K and others with
milder RHD, conceptualizing the difference
between making decisions and executing deci-
sions may require a level of metacognitive
awareness that is not yet accessible at this
stage in recovery. Inability to grasp long-term
implications of decisions made under the
influence of impaired judgment or reasoning
may have considerable and lasting effects.

As in the case of Ms. K, complex decisions
such as evaluating work readiness also often
occur at the outpatient level of care. The clinical
team may recommend Ms. K delay a return to
work until she has had adequate time to evalu-
ate and address her acquired impairments. This

Figure 2 Clinical decision-making model for the case of Ms. K. (Adapted from Jonsen et al.1)
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recommendation by the clinical team, made in
direct opposition toMs. K’s express wishes, may
aim to preserve her long-term autonomy by
opposing her short-term preferences.9 As Ms.
K’s awareness of her deficits emerges, gravita-
tion toward a more collaborative decision-mak-
ing paradigm should be employed. Such
approaches could utilize sliding-scale capacity
strategies26 (i.e., adopting a determination of
capacity relevant to the inherent “riskiness” of
the decision being made) or risk mitigation
strategies30 (i.e., recognizing that risk is inher-
ent and attempting to balance it in the most
equitable way possible).

A final consideration with the RHD pop-
ulation involves the therapeutic value derived
from having opportunities to “restructure” con-
ceptions about strengths and limitations
through attempt,7 successful or unsuccessful.
Ms. K may not comprehend clinical recom-
mendations until she has had the opportunity to
appraise her own skills outside of a therapeutic
context. A therapeutic relationship in which a
clinician allows the patient with RHD time and
space to appreciate his or her own errors may
lead to a greater recognition of breakdowns and
subsequent self-awareness and self-efficacy.31

Bymaintaining open and supportive rapport, an
individual with RHD may feel comfortable re-
accessing services in the future as insight
evolves.

Resolution

Ms. K agrees to a preliminary discharge meet-
ing with the clinical team and two of her close
friends. Various discharge dispositions are in-
vestigated, including clinical recommendations
and patient preferences. Ms. K refuses the
prescribed supervision arrangement, but com-
promises on a plan for friends to complete
scheduled check-ins, both in-person and by
phone. Although hesitant, Ms. K also agrees
to meet with a vocational counselor to handle
communications with her employer rather than
navigate the process independently. Ms. K’s
therapy goals are not “met” according to stan-
dards imposed by either her or the clinical team;
however, a conscious balance of respect for
autonomy and preservation of best interest is
considered.

CONCLUSION
Clinicians must often contend with ethical
issues that arise during rehabilitation. Some
concerns are unique to the rehabilitation setting
such as ensuring, to the greatest extent possible,
the patient’s active participation in decisions
about the focus and direction of treatment.
When a patient has cognitive deficits, which
typically occur in patients with RHD, these
concerns may be exacerbated. In this article, we
have provided two case examples of patients
with RHD with sufficient language skills to
express their choices, but cognitive deficits that
affect their decision-making abilities. The
patients differ in the severity of these cognitive
deficits, as well as their specific medical indi-
cators, preferences, situational context, and
quality of life indicators, as outlined by the
clinical decision-making model adapted from
Jonsen et al.1 However, in both cases, the
rehabilitation team strove to balance what
they deemed to be in the best interest of the
patient while continuing to respect the patient’s
autonomy.

The cases also illustrate that autonomy is
not a fixed state, but is a “continuous and
personally unique variable”15 that may change
depending on the patient’s situation. Autono-
my can be affected by the person’s cognitive
impairments, or by the person’s physical or
social environment. Furthermore, patients
may have the ability to make their own deci-
sions for some situations, but not for others. It is
therefore essential that the clinician consider
the degree of both decisional autonomy and
executive autonomy within the context of the
specific role or activity.15

There are many ways in which clinicians
can uphold autonomy in the context of reha-
bilitation. Blackburn and colleagues conducted
a scoping review on this topic and identified
four broad categories of clinician and team
responses to patient autonomy in rehabilita-
tion.8 Elements of these categories are present
to varying degrees in Cases 1 and 2. First,
supporting autonomy refers to efforts made to
foster the patient’s ability to make and enact
choices that are consistent with their values
and sense of self. This is accomplished by
acknowledging the importance of relationships
and including family members in discussions
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between the rehabilitation team and patient.
Support is also accomplished through clear and
consistent communications within the team
and between the team, the patient, and family.
Supporting autonomy is highlighted by Case
1. Second, promoting autonomy includes activ-
ities related to skill development, patient edu-
cation, and enhancing participation, all
designed to improve the patient’s abilities to
make decisions when autonomy has been di-
minished. Promoting autonomy is highlighted
in Case 2. Third, respecting autonomy refers to
respecting the goals that an individual wishes
to pursue, the values they hold to be important,
and the choices they wish to make. When
choices are deemed to be risky, respecting
autonomy includes collaboration, consensus,
and problem solving with patients. Respecting
autonomy is integral to both Cases 1 and 2.
Finally advocating for autonomy addresses bro-
ader social and institutional structures that
limit autonomy. According to the authors,
advocating for autonomy may include advo-
cating for changes in the training of future
health professionals so they are better able to
respond to issues of patient autonomy within
the rehabilitation setting. While advocating
for autonomy is not addressed specifically by
the case examples, it is interesting to consider
the training that clinicians receive. Currently,
graduate speech-language pathology programs
require curricula that include identifying and
treating cognitive-linguistic impairments while
considering cultural factors in the process of
evaluation and treatment planning. However,
curriculum addressing issues related to decision-
al capacity and related ethical considerations is
not currently required by ASHA accreditation
standards.24 This is a knowledge gap that can
lead to underinformed recommendations by
the SLP and is, perhaps, an area for future
advocacy.
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