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Abstract To address the risks of aspiration pneumonia,
patients with dysphagia may be prescribed a modified diet.
The goal of diet modification is to decrease the risk of
patients aspirating food due to their diminished swallowing
reflex. Some patients may not accept diet modification or
may not adhere to the treatments identified by the inter-
disciplinary team. Such scenarios may result in important
moral uncertainty and concern for clinicians. As a result of
several ethics consultations related to this issue, a working
group of the Clinical Ethics Committee at the Jewish
Rehabilitation Hospital in Laval, Quebec, Canada, devel-
oped a framework for responding to situations when
patients do not adhere to recommended diet modification.
The goal of this tool is to facilitate discussion and collab-
oration between clinicians and patients, to clarify assumed
versus real risk, and to promote shared decision-making in
dysphagia care. In this article we examine the clinical
context of diet modification for patients with dysphagia in
rehabilitation hospitals, explore ethical aspects of this
topic, present the clinical algorithm, and discuss our
experience with developing and piloting this tool.
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Dysphagia, described as a combination of symptoms
affecting a person’s ability to swallow, is a frequent finding
in patients admitted for intensive rehabilitation, particu-
larly among those admitted following acute stroke. In a
review of the literature, Martino et al. [1], reported fre-
quencies of dysphagia following stroke ranging from 19 to
81%, depending on study design, patient characteristics,
and stroke type. Many patients regain their swallowing
abilities shortly after the onset of the stroke [2], but some
have persistent difficulties upon being transferred to reha-
bilitation. Other conditions with associated dysphagia
include multiple sclerosis, Guillain-Barré, head and neck
cancer, and Alzheimer’s disease. A range of potential
complications of dysphagia has been documented and
includes chest infections, malnutrition, and increased
mortality [3]. Patients with dysphagia tend to have
decreased functional status, slower recovery [3], and,
subsequently, longer lengths of stay in hospital. These
findings have prompted health-care professionals to
develop dysphagia management strategies to minimize
these adverse outcomes.

The dysphagia management process begins with an
interdisciplinary assessment from which a treatment plan is
developed with the goal of minimizing the risk of aspira-
tion pneumonia, malnutrition, and dehydration. Treatment
recommendations may include postural adjustment, swal-
lowing manoeuvres, and modifications in food consistency.
Diet modification of liquids, solids, or both is a common
strategy used in the management of dysphagia. The success
of these recommendations requires considerable patient
participation and compliance.

Many patients capable of self-feeding follow the rec-
ommendations developed by the treatment team. However,
the results of one study [4] suggest that as many as 40% do
not. Low et al. [5] note that there is a correlation between
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the level of compliance and the type of advice given. In
their study, patients were more likely to adhere to recom-
mendations regarding modification of solids than with
recommendations of liquid modification. Other research
has demonstrated that stroke patients with dysphagia rarely
perceive that they have a swallowing problem [6], a situ-
ation that adds to the challenge of patient education and
the promotion of adherence with recommended diet
modifications.

Noncompliance with recommendations about dysphagia
management is associated with adverse outcomes [5].
Numerous studies have examined reasons for noncompli-
ance; however, most of these studies, conducted in acute
care and nursing home settings, considered that the sources
of noncompliance with the diet modifications prescribed
for hospitalized patients were hospital staff [7-9]. These
findings showed that the reasons for failure by hospital
nursing staff to adhere to diet modifications included lack
of knowledge regarding dysphagia, lack of time, and dis-
agreement with the recommendations.

Patients in an active rehabilitation setting are often faced
with numerous challenges and experience many significant
changes and losses. Some patients struggle to understand
the nature and implications of changes that may include
increased dependence, uncertainty regarding return home
or to work, changing social and family roles, and reas-
sessment of life plans. Patient participation and engage-
ment in the decision-making process are key to ensuring
the most successful outcome of rehabilitation care possible.
Clinicians aim to support and promote the decision-making
of patients. However, challenging situations arise when
patients, for a variety of reasons, do not follow the rec-
ommendations made by the treatment team. In such situ-
ations, institutional and policy supports can assist clinicians
in their work with patients. To date, however, there has
been limited discussion of practical approaches in the lit-
erature when hospitalized patients (and their families)
refuse or do not adhere to diet texture modifications.

Ethical Considerations

An important source of ethical concern for health-care
professionals in rehabilitation institutions is when patients
wish to make choices that clinicians assess as unduly risky
[10]. The refusal of treatment recommendations by patients
with dysphagia admitted to a rehabilitation hospital is a
prominent example of such issues. Such situations may be
sources of moral unease or distress for health-care pro-
fessionals [11]. These concerns may be elevated if health-
care professionals feel that they are active participants in
an activity that places the patient at risk of serious harm.
For example, hospital staff may need to facilitate feeding
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that they feel is unsafe. Some health providers may feel
responsible if negative consequences result for the patient.
On the other hand, patients and families may feel that they
are being forced to follow a dysphagia management plan
that they do not understand or agree with. This issue can
also create divisions among family members who hold
different views on what the best course of action is for their
loved one. Divergent views regarding diet modification can
strain the therapeutic relationship between patients/families
and the treating team, and hamper efforts toward shared
decision-making. Sharp notes that the “clear link between
dysphagia and the potential for serious complications or
death can produce intensely emotional responses among
team members and the patient’s family” [12]. This situa-
tion is compounded due to the challenges associated with
risk assessment and communication of risk in health-care
settings [13, 14].

A primary ethical consideration that is relevant to the
refusal of treatment recommendations by patients with
dysphagia is the principle of respect for autonomy.
Autonomy is typically understood as an individual’s right
and ability to make choices and practice self-determination
[15]. Respect for autonomy also places a negative duty on
others not to interfere in the exercise of an individual’s
autonomy without compelling reasons for such interfer-
ence. In health care, autonomy is closely linked to the
doctrine and practice of informed consent. Informed con-
sent is a process by which a competent patient, or the duly
identified surrogate decision-maker for an incompetent
patient, is provided with the opportunity to receive relevant
information regarding a medical decision, ask questions,
weigh options, and enact decisions that are consistent with
their goals and values, and free from coercion. In a range of
circumstances, respecting a competent patient’s informed
refusal of an offered treatment is consistent with the prin-
ciple of autonomy.

Commentators on autonomy have also focused on the
important roles that health-care providers play in seeking to
support and promote the autonomy of patients [16]. Fem-
inist bioethicists encourage a broader conception of
autonomy that acknowledges and accounts for interde-
pendencies and relationships [17, 18]: this approach
emphasizes that individuals are embedded in social and
relational webs of significance and support. A relational
conception of autonomy suggests that efforts be made so
that treatment decision-making does not result in further
isolating the patient but rather, to the extent possible,
health-care professionals, family members, and friends
should support patients to make choices that are consistent
with the patient’s sense of what is important to her or him
and what makes sense for her or his life.

Autonomy does not capture the entirety of what is ethi-
cally important in such situations. Health-care professionals
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also seek to promote the well-being of the patient and are
guided by the principle of beneficence—to act for the benefit
of others, specifically to do good for patients in their care.
Furthermore, health-care professionals endeavour to mini-
mize the likelihood of harm for patients. In regard to treat-
ment decisions, health-care professionals provide education
to patients regarding the implications of different options and
seek to guide patients toward decisions that are most likely to
result in benefit and minimize the risk of harm. Shared
decision-making involves active participation of the treat-
ment team in working with patients (and sometimes family
members or friends) to make decisions. In situations where a
patient wishes to make a choice that is understood by the
clinician to be unduly risky (such as to forgo treatment that
has a high likelihood of benefit and without which harm is
likely to result), it is consistent with this approach for health-
care professionals to begin to clarify the implications of a
decision for the patient and attempt to understand the issue
from the patient’s perspective. In addition, taking into con-
sideration the patient’s rationale for a decision and the
meaning it holds for him or her, health-care professionals are
justified in seeking to actively dissuade patients from making
choices or performing actions that expose the patient (or
others) to harms which are not offset by potential benefits and
are inconsistent with the goals of care. Health-care profes-
sionals should be careful to avoid using coercion or imposing
their own values and assumptions on the evaluation of risk
and potential benefit.

This brief sketch is intended to highlight some key
ethical considerations related to decision-making regard-
ing diet modification for patients with dysphagia. In the
following section we describe our experiences at a reha-
bilitation hospital in creating supports for shared decision-
making in dysphagia management.

Dysphagia Management at the Jewish Rehabilitation
Hospital

The Jewish Rehabilitation Hospital (JRH) is a 126-bed
rehabilitation hospital in Laval, Quebec, affiliated with
McGill University. Rehabilitation programs include Neu-
rology, Traumatic Brain Injury, Geriatrics, Pulmonary,
Oncology, and Orthopaedics. There are approximately
1,100 patients admitted each year for inpatient rehabilita-
tion. As many as 41% of patients admitted to the Neurol-
ogy Program are identified as having a swallowing
disorder. Other programs admit patients with dysphagia,
with rates from 5 to 17%.

In 2002 the hospital created an interdisciplinary dys-
phagia management committee to develop practice guide-
lines and support clinicians in the management of patients

with dysphagia. The goals of dysphagia management at
the JRH are (1) to identify clients with swallowing and
chewing disorders; (2) to prevent complications such as
aspiration pneumonia, malnutrition, and dehydration; (3) to
help the patient achieve safety, adequacy, and indepen-
dence in swallowing, chewing, and overall oral feeding;
and (4) to educate staff, family, and patient about the
nature and management of swallowing disorders. The
core JRH dysphagia team consists of a dietician, nurse,
occupational therapist, physician, and speech language
pathologist. Other team members (e.g., a pharmacist, phys-
iotherapist, psychologist, respiratory therapist, and social
worker) are involved in dysphagia management as
needed.

Dysphagia management at the JRH has evolved over the
past two decades. This has occurred in response to a sig-
nificant increase in the number of patients with dysphagia
treated at the hospital. Alongside clinical developments,
the team has also addressed questions related to confiden-
tiality, autonomy, patient/family wishes, quality of life, and
adherence. In our experience, questions related to non-
adherence have been an important source of discussion and
sometimes discomfort for the team. Concerns have been
related to the patient’s well-being, feelings of professional
ineffectiveness or inadequacy because recommendations
were not followed, and concern about their own profes-
sional and legal obligations in the event that the patient has
important medical complications because of their non-
adherence. There have also been situations when individual
team members experienced an enormous sense of guilt and
responsibility when they participated in treatment activities
that challenged their own personal and professional values.
For example, a nurse fed a non-recommended texture to a
patient (following refusal of the modified diet by the
patient) despite her strong conviction that this action was
wrong because it might have negative consequences on his
health. Unfortunately, in many situations clinicians felt that
they were unable to share their feelings and experienced
isolation and anxiety.

Initially, the team looked for quick fixes to these issues,
such as requesting that the patient/family sign an informed
refusal form or a waiver of responsibility. However, it
became clear that the treatment team needed a systematic
and structured approach to assist them in dealing with
issues of patient/family non-adherence in an efficient
manner. This is consistent with Sharp’s assertion that
institutional policies for the refusal of diet modification
will assist patients, families, and clinicians to respond to
such situations [12].

Following discussion with the Clinical Ethics Commit-
tee, a working group was formed to create a clinical
guideline entitled “Clinical Decision Making Process for
Dysphagia Diet Modifications” (Fig. 1). The objective of
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Fig. 1 Clinical decision
making process for Dysphagia
diet modifications

Interdisciplinary Evaluation

Diet Modification

No Yes

A - Education (patient / family / verbal / written information)

Patient / family understands and agrees

Yes No

B - Repeat education
(Explore patient / family concerns / reasons)
(Re-explain benefits / risks / consequences)

Patient / family understands and agrees

N

Yes No

C - Team meeting
(discussion to evaluate level of risk - assumed vs real)

Assumed risk Real risk

Team plan which may include:
1. Altering diet modification
2. Maintain diet modification knowing
patient / family are not respecting it
3. Teaching & reinforcing safety precautions
4. Shared responsibility of team and family

Team meet with patient / family to
explain consequences of non-
compliance including premature
discharge

this tool was to provide structured guidelines for the clin-
ical teams to follow when patients and families refused to
follow recommendations. This tool aimed to support team
members in developing, modifying as necessary, and fol-
lowing through on treatment plans.

Development of Dysphagia Algorithm to Promote
Shared Decision-making

At an early stage of developing this tool, agreement was
sought on underlying principles and approaches. A range of
principles and key considerations was identified: The tool
needed to reflect the collective and shared values of
the team and the hospital and also be consistent with
patient rights and responsibilities, a patient-centered care
approach, and the rehabilitation goal of maximizing the
patient’s functional autonomy. The tool needed to be clear,
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Team meets with patient / family to develop action plan

|

Follow-up

concise, readily accessible, and relevant for the clinical
teams. Finally, it was noted that the guidelines should
facilitate team discussions in a structured and guided
manner, promote improved dysphagia management,
enhance support amongst the team, and promote effective
communication.

An important consideration addressed in creating the
tool was the concept of what quality of life meant to dif-
ferent people involved in the process of managing dys-
phagia, including the patient and his or her family and
individual team members. The significance of eating in
relation to quality of life varies from individual to indi-
vidual. Cultural and social values and expectations may be
important factors in how individuals view decisions related
to diet modification. Such considerations are critical com-
ponents of discussions leading to the development of a
treatment plan. Upon completion, the algorithm was
reviewed by the Clinical Ethics Committee and several
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clinical teams. Feedback and comments were integrated
into the final version of the document.

The tool that was developed provides a framework for
considering the needs, interests, and perspectives of indi-
vidual patients in their particularity, and avoids viewing
cases in an abstract or inconsistent manner. A key element
of the tool is a focus on eliciting and considering the rea-
sons why a patient refuses or does not adhere to the
treatment recommendations.

In addition, the tool was designed to promote reflection
around evaluations of risk. A distinction is drawn between
real and assumed risks. Real risk is defined as situations in
which there are clinical, measurable signs that non-adher-
ence to the dysphagia recommendations are negatively
affecting the patient’s health. These signs include history or
presence of aspiration pneumonia, weight loss, chronic
obstructive pulmonary disease (COPD), reduced oxygen
saturation, signs of dehydration, or fever. Assumed risk is
defined as the potential for a negative outcome that may
seriously impact on the person’s health status. Distin-
guishing real and assumed risk has proven to be very
beneficial. This aspect of the tool assists clinicians in
objectively basing their decision about risk for aspiration
on clinical signs.

The Dysphagia Algorithm

The dysphagia algorithm is reproduced in Fig. 1. Once the
interdisciplinary dysphagia evaluation is complete and a
recommendation for a modified diet texture is made, a
designated team member meets with the patient and family
to explain the evaluation results and recommendations.
Patient and family education has always been an element of
clinical practice; however, the guidelines provide a struc-
tured approach to teaching and education (A). Providing
simple and clear written educational material in addition to
verbal communication regarding recommendations is
encouraged. Whenever possible, the team must seek to
ensure that the information is not only heard but under-
stood. Discussions with the patient and family address
issues such as benefits, risks, and consequences of dys-
phagia diet modification as well as alternatives. This
practice permits the team and the patient/family to discuss
issues, answer questions, share concerns, and negotiate an
acceptable common ground that promotes adherence to the
treatment plan.

With this approach, it is insufficient to inform the patient
of the recommended diet texture and document that the
patient is noncompliant should they refuse. Rather, the
guidelines call for repeated and ongoing exchanges
between the team members and the patient and family.
During this process, it is critical that the team examine why

the patient is refusing or not adhering to the treatment
recommendations made by the team (B).

If after these initial steps the patient and/or family
continue to refuse the recommended diet modifications,
additional efforts are to be made to explore patient/family
concerns and understand the situation and the rationale for
their decision. The importance of involving the family
cannot be underestimated. Many patients with dysphagia
do not understand and have difficulty following recom-
mendations due to cognitive impairments, and stroke
patients with dysphagia are often not aware that they have a
swallowing problem [6]. If the patient continues to refuse
the diet modification, a team meeting is organized (C), with
the objective of deciding whether to maintain the recom-
mendation knowing that the patient is not complying, or
consider modifying the recommendations in view of the
level of risk. Distinguishing assumed versus real risk plays
an important part in this discussion. In situations when the
patient’s health and rehabilitation potential are being seri-
ously compromised due to real risk of harm, elevated in
both likelihood and magnitude, the guidelines allow for
premature discharge. Following the team meeting, the team
meets with the patient/family to share the proposed treat-
ment plan and outline any changes, again emphasizing
safety precautions. The team reinforces the notion of
shared responsibility in the development of the final
treatment plan.

Documentation is an integral component of the tool at
each stage in the process. In addition to helping assure that
all the steps of the algorithm are followed, ongoing docu-
mentation provides a valuable mechanism for communi-
cation required amongst all team members.

Implementation

The tool was presented to the health-care professionals
involved in the treatment of dysphagia. There was phased
implementation over the summer of 2007, starting with the
Neurology unit, where most of the patients with dysphagia
are admitted.

During the period 2008-2010, 258 patients were treated
for dysphagia and subsequently discharged from the hos-
pital. Of those, 16 were identified as having some issues
related to compliance during their hospitalization. We
conducted a review of these 16 charts. What was evident
from the review was the extended negotiation and discus-
sion that took place in each of these cases. There were three
types of outcomes following education, discussion, and
negotiation as outlined in the algorithm: reluctant accep-
tance of the team’s recommendation by the patient and
family (9 cases), minor modification of the treatment plan
(compromise) with close supervision and frequent bedside
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re-evaluation (4 cases), and continued refusal to adhere to
recommendations (3 cases). One patient, though deemed
competent for decision-making, presented with cognitive
problems and categorically refused the team’s recommen-
dations to not drink thin liquids. This patient was ambu-
latory and frequented the cafeteria on his own. The team
monitored him closely with frequent bedside re-evaluations
until he progressed to being able to safely drink thin lig-
uids. The second patient presented with a severe dysphagia
and a feeding tube had been inserted prior to his admission
to the rehabilitation hospital. Upon evaluation, the team
recommended no oral feeding. His wife insisted on feeding
him orally despite repeated education regarding the ele-
vated risks. Trials of food were done and unfortunately the
patient developed aspiration pneumonia and was trans-
ferred to acute care. Upon the patient’s readmission to
rehabilitation, a meeting was held with the patient’s wife.
Following detailed explanations and discussions (as out-
lined in level B of the algorithm), she was more accepting
of the team’s recommendations. The third patient insisted
on drinking water despite repeated education and categor-
ically refused the team’s request to include his wife in
discussions about his swallowing difficulties. The patient
insisted that he was willing to accept the risks associated
with not following the recommendations. Following a new
bedside swallowing evaluation and team discussion, the
team accepted the patient’s decision regarding his diet,
monitoring closely with frequent re-evaluations. He even-
tually progressed and was considered able to drink regular
liquids safely upon discharge. In these three cases issues of
compliance were not resolved; however, following the
algorithm ensured that the team’s approach was thorough,
substantial teaching and discussion were conducted, the
process was well-documented, and the clinician’s felt
supported despite the challenging nature of these cases.
Although premature discharge is a possibility allowed for
in the guidelines, to date it has not been implemented at the
JRH. Alternatives and compromise have always led to
other ways to resolve concerns.

The introduction of the dysphagia algorithm has brought
about a change in clinical practice. With an increased
emphasis on patient education throughout the process of
evaluation and treatment and the concept of shared
responsibility, clinicians report that they are more com-
fortable in providing their recommendations and that they
receive less resistance from patients and families.

As seen in 13 of the 16 charts reviewed, issues of
compliance were resolved using the principles and steps
outlined in the algorithm. At this time it is not possible to
determine how many patients would have presented
with issues of compliance or adherence had the algorithm
not been in place. Since implementing the algorithm,
greater detail in documentation of discussions and

@ Springer

decision-making processes has now become standard
practice for dysphagia management. Comparison with how
decisions were made in cases prior to the implementation
was not feasible from chart review because documentation
of these cases was less detailed. In this article we have
presented our experiences using the algorithm with 16
patients with dysphagia admitted to a rehabilitation hos-
pital. Systematic evaluation of the use of the algorithm
with a larger number of cases would support assessment of
the tool’s effectiveness.

Conclusion

Shared decision-making is an important principle of reha-
bilitation practice. This approach is consistent with patient-
centered care. The management of dysphagia, and in
particular the refusal of diet modification by patients with
dysphagia, can create challenges for implementing shared
decision-making. To support clinicians and promote shared
decision-making, an algorithm was created to address sit-
uations of refusal or non-adherence to diet modification
recommended for patients with dysphagia admitted to an
inpatient rehabilitation unit.

We note that the guidelines have become integrated into
standard practice as the team refers less to the tool but
incorporates the principles and steps when elaborating a
dysphagia treatment plan involving diet modifications. In
our experience, the utilization of the algorithm has
improved team communication with the patient and family
and provided a means for team members to feel supported
and guided when dealing with non-adherence issues in
dysphagia.
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