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Often times interprofessional health care team members presume individuals with aphasia due to stroke lack the capacity to

participate in and contribute to decision-making. This belief may hinder the client’s participation in the decision-making process.
Two main impairments resulting from stroke, that impede communication and limit capacity for autonomous participation in
decision-making, are aphasia and cognitive deficits. Reduced capacity for communication in the client with stroke, combined
with complexity in health team dialogue and process, may further diminish the individual’s ability to engage in autonomous

decision-making. Health team members need to use reliable methods and devise new methods which can more accurately measure

capacity for autonomous decision-making. This review elucidates the necessity for (1) autonomous decision-making in persons
with aphasia, (2) assessing the need for capacity, (3) concrete ways to assess cognitive function, and (4) interprofessional team

decision-making.
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1. INTRODUCTION

Stroke affects some 62,000 persons in Canada annually and
is reported to be one of the most common causes of disability
globally.!"! In 2017, there were about 405,000 people liv-
ing with the effects of stroke in Canada.!'! Aphasia, as the
result of stroke, occurs in 20%-40% of cases and presents
challenges for stroke survivors, their significant others, and
caregivers.[?! Aphasia takes many different forms, some peo-
ple are unable to speak, while others can speak but have
difficulty in finding the right words.’] Aphasia results in

“the loss of ability to communicate orally, through signs, or
in writing, or the inability to understand such communica-
tions”.[* Because of the effects of aphasia, stroke survivors
may have difficulty understanding the most fundamental
information.! This can lead to an assumption by interpro-
fessional team members and other caregivers that stroke
survivors lack the ability to understand and contribute to
decision-making. This assumption by interprofessional team
members leads to the inability of the stroke survivor to assert
autonomy for decision-making.[®7!
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2. AUTONOMY AND INFORMED CONSENT IN
DECISION MAKING

Autonomy involves the right of the client to make decisions
that are compatible with their personal choice for care.!®!
Although the capacity to enact autonomy may be preserved
in some stroke survivors with aphasia, the ability to partici-
pate or fully engage in decision-making is often limited.!”!
Informed consent is a “consent which is obtained after the
client has been adequately instructed about the ratio of risks
and benefit involved in the procedure as compared to alterna-
tive procedures or no treatment at all”.””) The client who can
not achieve informed consent, or who is unable to display
the existence of capacity for informed consent, may suffer
adverse effects to health and well-being. When an individ-
ual can not clearly advocate for his or herself, health care
interventions may be delayed or less than optimum for that
individual. Autonomy may be violated and the client may ex-
perience a negative impact on mood and well-being. Clients
who are unable to provide consent may experience delayed
or inadequate access to medical services and risks therein
include, negative impact on mood, loss of independence, de-
creased access to cognitive rehabilitation, increased risk of
falls and decreased medication compliance, decreased abil-
ity for future chronic disease self-management, poor health
outcomes and increased risk of long-term care placement.
The individual may suffer from self isolation and institution-
alization. Prolonged health care may ensue, compounding
economic costs to the health care system. To reduce the
potential for these adverse outcomes, interprofessional team
members must adopt a collaborative approach which strives
to promote a client’s ability to enact autonomy. Determining
an individual’s capacity for autonomous decision making
is part of a collaborative approach needed in order to gain
informed consent for health care services./!"!

3. INTERPROFESSIONAL TEAM COLLAB-
ORATION TO PROMOTE AUTONOMOUS
DECISION-MAKING

Collegial relationships with interprofessional teams in stroke

management and decision-making are not meant to be pater-

nalistic where health care professionals make decisions on
behalf of the stoke survivor with aphasia.l''l At the heart of
every interdisciplinary team is the person with aphasia and
every decision should be construed as a reciprocal partner-
ship.['?] Health care team members should consider stroke
survivors’ autonomy and the right to make decisions, thus
supporting communication during the decision-making pro-
cess.!'3 Some individuals with aphasia will rely on family
members to create the link between themselves and the in-
terprofessional team, yet this can also be seen as a barrier
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if clients resist this mode of communication.!'*! Effective
communication with clients with aphasia will depend on con-
tributions offered from different perspectives, these include
those of physicians nurses, physicians, pharmacist and social
workers. Due to the physical and cognitive complexity that
is a direct result of a stroke, no one single discipline is able
to manage the trajectory of the rehabilitation alone.!!!

Different team members interact with the client in different
ways and contexts, and each member has potential to con-
tribute meaningful observations, as well as to promote effec-
tive communication for and with the client. Interdisciplinary
teams are pivotal in the negotiations of decision-making for
persons with aphasia.l''l/' Decision-making should be car-
ried out utilizing an interprofessional collaborative approach
and should be done with the full participation of the stroke
survivor or surrogate decision-maker. Stroke survivors ul-
timately determine the course of their rehabilitation since
goals must fit their personal qualities and lifestyle experi-
enced before the stroke, as well as their circumstances fol-
lowing the stroke.!'!l A person with aphasia has the right to
self-determination in decision-making and that right should
be promoted and respected by all members of the interpro-
fessional team.!'®! In order for that right to be enacted and re-
spected, the interprofessional team members must accurately
determine an individual’s capacity for decision making.

4. ASSESSING CAPACITY IN PERSONS WITH
APHASIA

A capable adult, with the capacity to enact autonomy and
give informed consent, is one who demonstrates an under-
standing of the proposed treatment, the risks and benefits, the
condition for which it is proposed and alternatives and that it
applies to their own situation.['”! Cognition can be defined as
processes in the mind that produce thought and goal-directed
action.'"® The mental capacity to formulate goals, create
task-specific plans, and execute and complete these plans
can be described as executive functions.['?! Thus, executive
functioning is necessary to both goal setting and task execu-
tion.[?”! The “impairment or loss of [executive] ... functions
compromises a person’s capacity to maintain an independent,

constructively self-serving, and socially productive life”.[!"]

Cognition and executive functioning are central to capacity
for autonomous decision-making as both determine and are
used to demonstrate the person’s capacity to make decisions
by identifying a goal and following through on intentions
and monitoring oneself to ensure a successful outcome. As-
sessment of executive functioning gives valuable information
to the interprofessional team, with insight about a person’s
ability to participate in the decision making that influences
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the course of a person’s rehabilitation.[”! Cognition and ex-
ecutive functioning are also important in developing a daily
rehabilitation program for stroke victims with aphasia. As
part of the interdisciplinary team, Occupational Therapists
(OTs) routinely assess cognition in older adults.[®) The OT
can assist the interprofessional team in early identification
of individuals with aphasia who cannot verbalize consent,
and in assessing individuals with cognitive challenges who
require support with decision-making though assessment of
cognition and specifically executive functioning. The OT can
contribute significant information about a client’s capacity
for autonomous decision-making. OTs routinely assess cog-
nition in older adults.%! Assessment of cognition is necessary
prior to therapies which are aimed at developing ongoing
participation in meaningful activities of daily life for exam-
ple; self-care skills, education, work or social interaction,
especially to uplift and inspire participation in such activities
despite impairments and limitations in physical or mental
functioning.?!}

The challenge for health care professionals in regard to as-
sessing aphasic clients is well established. Nurses are poised
to observe client’s ability to manage complex tasks associ-
ated with activities of daily life and can provide indicators
of capacity for informed consent. Observable or measur-
able indicators such as participation in Instrumental Activi-
ties of Daily Living (IADL) and ADLs can be indicators of
cognition and executive functions, because an individual’s
performance on these type of daily tasks require initiation,
planning, self-monitoring and correcting for successful com-
pletion. These measures of capacity can be critical for de-
ciding how, and whether, interprofessional teams can gain
informed consent needed for health care interventions.

Many common cognitive screening assessments which might
normally be utilized by interprofessional teams to screen for
cognitive impairment and executive dysfunction, such as the
Montreal Cognitive Assessment (MoCA) have sections that
rely upon verbal interactions. However, reliance on verbal
interactions and verbal communication abilities would not
typically be helpful in attempting to determine capacity or
assess executive functioning for a client with aphasia. Nor
would it be helpful in attempting to determine capacity for
informed decision making in a client with aphasia.?%23]

Assessment of capacity in individuals can be made by inter-
professional team members such as occupational therapists
using standardized and non-standardized assessments. The
benefit of using standardized assessments in a clinical setting
to assess cognition in an individual are many. Standardized
tests are characterized by consistent administration and scor-
ing processes and psychometric data is available in regards to
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validity and reliability of standardized assessments, making
these tools useful in objectively measuring performance.?*
Non-standardized assessments by skilled clinicians may also
inform interprofessional teams and contribute to team-based
assessments in assessing capacity for decision making.

In consideration which tests and measures to choose when
working with an individual with aphasia, two appropriate
standardized tests utilized by occupational therapists include
the Executive Function Performance Test (EFPT)?% and the
Kettle Test.!>>! These tests can be administered in hospital or
community settings provided appropriate space and materi-
als is available and both do not rely upon verbal responses.
These tests require the person to perform four activities of
daily living. These activities could be such things as mak-
ing a piece of toast, using the phone, paying a bill or self
administration of medication and or observation of the prepa-
ration of a hot beverage.!?>! These test are pivotal in the
assessment of decision-making and the ability to live inde-
pendently. Where the tools or environment preclude the use
of these, non-standardized functional assessments may also
be employed though this approach cannot be relied upon
to measure change in client performance, for instance, in
the same way that standardized tests may. While changes
in cognitive function are not always readily apparent in a
hospital ward setting where little cognitive demand is placed
on the individual.?®) OTs may still use skilled observation
as a non-standardized assessment method to analyze and
interpret occupational performance of daily tasks in any set-
ting.!?6] Other team members, such as nursing staff who care
for clients on a daily basis, may also have key observations
which can contribute to assessment of client capacity. By
sharing skilled observation, the team will gain information
which will be useful in determining cognitive and executive
functioning and capacity for decision making. Indeed, a
varied approach including diverse assessment and gaining
collateral information is most appropriate when assessing
different cognitive domains.”’”! Multiple and diverse tools
and approaches should be done to gain the most comprehen-
sive assessment of the person with aphasia, and this includes
the diverse skills of an interprofessional team.

5. WHEN COMPETENCY CAN NOT BE
DEMONSTRATED
Despite the best efforts of the interprofessional team, situa-
tions exist where competency may not be clearly established
for individuals with aphasia. A surrogate decision make
will be needed. A desirable surrogate decision maker is one
who is able and willing to be an informed and responsible
decision maker; and who has a relationship with the adult
that makes the person an appropriate choice. The surrogate
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decision maker’s responsibility is to represent the instruc-
tions or wishes expressed by the adult when capable and if
not known, to act in the best interests of the adult for whom
they are giving or refusing informed consent.!”8! Should
surrogate decision-making become the best option for the
client with aphasia, a collaborative interdisciplinary team
approach must continue. The goal of meeting the unique
individualized needs of the client remain the same.

6. CONCLUSION

Individual survivors of stroke suffering from aphasia may
be unable to demonstrate the capacity to enact their right of
autonomy with decision-making. Multiple adverse outcomes
may ensue when clients can not participate in decisions af-
fecting their care. Lack of capacity for autonomy must not
be assumed to exist. Rather, it is the duty of the interprofes-
sional team to determine a client’s capacity for autonomy
and if it is determined to be present, it is their duty to assist
the client to enact that capacity. Capacity for autonomy can
be determined by use of a variety of standardized and non-
standardized assessment tools. The Occupational therapist is
in a unique position to assist in determining autonomy due
to their expertise in assessing cognition and how it relates to
an individual’s capacity for decision making.

When capacity for autonomy can not be demonstrated, a
surrogate decision maker must be found. In all cases, the
client’s multiple needs will be served best by a collaborative,
interprofessional approach.

Recommendations

An interprofessional approach to assessment and treatment is
beneficial to members of the healthcare team and the aphasic
clients. Family members may be involved to assist people
with aphasia navigate access to health care. However, every
effort must be made to involve clients in decision-making
including assessing their executive functioning and support-
ing them as necessary to make informed decisions in the
course of their care. Although all members of the healthcare
team play a vital role in assessing persons with aphasia in a
variety of areas, OT’s provide a unique contribution to inter-
professional teams because of their expertise in assessing for
executive function and decision-making capacity. A variety
of standardized and informal performance-based assessments
are appropriate and may be used by occupational therapists
to assess executive functioning in aphasic clients.
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