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Purpose: This article explores the challenges of risk feeding
from an Australian Paediatric Palliative Care perspective.
There is currently limited evidence to guide risk feeding
in pediatric clinical practice. Therefore, this article uses
evidence from the adult palliative and end-of-life care
context (extrapolating to pediatric application), in addition
to the authors’ clinical experience in supporting children
and their families with risk feeding. Recommendations
for the clinical management of pediatric risk feeding are
discussed, including the suggested focus for families and
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the interprofessional team along the different phases of
the palliative care continuum.
Conclusion: There is currently limited information to guide
decision making regarding risk feeding in pediatrics. Overall,
in the absence of evidence-based practice guidelines, it
is the authors’ recommendation that a risk feeding plan is
developed in consultation and collaboration with the family,
treating physician, and interprofessional team. Further
research is required to support guidance for clinicians
working in this area.
The topic of risk feeding has gained momentum
over recent years, particularly in the field of adult
palliative care and geriatrics, where discussions

primarily focus on the end-of-life phase. For children
with life-limiting conditions or who are palliative, pedi-
atric risk feeding presents a different set of challenges for
health professionals. Families often want their children
to be able to eat and drink without tube feeding to
support quality of life, and where children have known
dysphagia or oropharyngeal aspiration, oral feeding in
this context is considered as risk feeding. This article
explores the ethical and practice challenges of pediatric
risk feeding as well as the role of the speech-language
pathologist (SLP) in the context of pediatric palliative
care (PPC).
Understanding PPC
PPC for children and young people can be defined

as “an active and total approach to care…embracing (sic)
physical, emotional, social and spiritual elements, and
focusses on the enhancement of quality of life” (Together
for Short Lives, 2018, p. 9). PPC is not just limited to the
provision of supportive care for symptom management
but also includes the simultaneous provision of active
treatment, targeting a cure or quality of life (CareSearch
Palliative Care Knowledge Network, 2017). At its core,
PPC is child focused, family centered, and goal directed
(Himelstein, 2006) and should involve the child and family
members in all care planning and decision making.

As a result of advances in emergency medicine,
critical care, and medical technology, many children and
young people with life-limiting conditions are now living
longer than in previous years with increasingly complex
care needs, and it can be difficult to predict the duration
and nature of their clinical journey (Waldman & Wolfe,
2013). Together for Short Lives (2018) outline four catego-
ries of life-limiting conditions, which is a helpful frame-
work for considering clinical cases (see Table 1).
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Table 1. Categories of life-limiting conditions.

Category Definition Example conditions

1 Life-threatening conditions for which curative treatment may
be feasible but can fail

Children with cancer when treatment fails (e.g., Stage 4
neuroblastoma), irreversible organ failure, and cardiac
anomalies

2 Life-limiting conditions, where premature death is inevitable, but
where there may be long periods of intensive treatment aimed
at prolonging life and allowing participation in normal activities

Complex cardiac disease, cystic fibrosis, and Duchenne
muscular dystrophy

3 Life-limiting, progressive conditions without curative treatment
options, where treatment is exclusively palliative and may
commonly extend over many years

Neurodegenerative conditions (e.g., Batten disease),
metabolic conditions (e.g., mucopolysaccharidoses),
and neuromuscular conditions

4 Irreversible but nonprogressive (stable) life-limiting conditions
causing severe disability, leading to susceptibility of health
complications and likelihood of premature death

Severe cerebral palsy or multiple disabilities (e.g., following
brain or spinal cord injury)

Complications that may cause death include severe
recurrent pneumonias or intractable seizures

Note. Adapted from A Guide to the Development of Children’s Palliative Care Services (4th ed., p. 11), by Together for Short Lives, 2018,
Bristol, England: Publisher. Copyright 2018 by Together for Short Lives. Adapted with permission.

SIG 13 Swallowing and Swallowing Disorders (Dysphagia)
The role of the SLP in PPC is an emerging area of
practice. Krikheli et al. (2018) conducted a systematic
scoping review, and while there was limited literature spe-
cific to PPC, the authors describe the scope of the SLP in
the broader palliative care context. They include cognitive-
communication management, augmentative and alternative
communication, feeding/dysphagia management, dyspha-
gia management in end-of-life care, oral health care and
secretion management, and respiratory and upper airway
management as within SLP scope, all of which are applica-
ble to the PPC space.

Dysphagia management is a challenging area for
SLPs working in PPC. Dysphagia can be a symptom of
many different life-limiting conditions (Vesey, 2013) and is
often described as a natural step in the progression of dis-
ease (Kelly et al., 2018). Dysphagia may be immediately
life threatening with an occlusive asphyxiation event (chok-
ing). Alternatively, dysphagia may present as nonimmedi-
ately life threatening or chronic, as with oropharyngeal
aspiration, characterized by coughing, wet breathing, wet
voice, some distress, face reddening, eye watering, increased
work of breathing, and fremitus (DeMatteo et al., 2005;
Frakking et al., 2016; Weir et al., 2011). Additionally, oro-
pharyngeal aspiration may be silent (entry of material into
the airway without a cough response), which is particularly
associated with neurological conditions (Weir et al., 2011).
Potential adverse health outcomes associated with dyspha-
gia include malnutrition, dehydration, pneumonia, and re-
spiratory sequelae (Vesey, 2013; Weir et al., 2005), all of
which may contribute to more rapid disease progression or
premature end of life. The goals of care for the child and
family may change and adapt depending upon where the
child is along the continuum of phases of palliative care
(diagnosis, stable, unstable, deteriorating, terminal, and be-
reavement; see Figure 1), as will the role of the SLP.

What Is Risk Feeding?
“Risk feeding” is one of several terms used to describe

a situation when a person continues to eat or drink orally,
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despite the known risk of aspiration or choking (Royal
College of Speech and Language Therapists, 2005; Univer-
sity of Auckland & Hutt Valley District Health Board,
2016). Other terms used in the literature include “comfort
feeding” (Hansjee, 2013; Mater Misericordiae Health
Service, 2012a), “feeding with risk” (Hansjee, 2013), “feed-
ing at risk” (Gallagher, 2015), “careful feeding” (Trottier
& Miller, 2013), or “careful hand feeding” (Gallagher,
2015).

There is much debate about the use of the term “risk”
in this context. In clinical practice, “risk” may imply a neg-
ative values judgment, place undue burden or guilt upon
decision-makers, and encourage a risk-averse attitude in
health professionals (Murray et al., 2019) in what is essen-
tially an informed choice made by a person and/or their
guardian. Given it is the most consistent term used in
the literature to date, “risk feeding” will be the term used
for the purpose of this article, with the acknowledge-
ment that other terms may be preferred in specific clinical
contexts.

Reasons for Risk Feeding
It is important to recognize that the act of eating

and drinking provides more to a person than just nutrition.
While serving a physical function, the pleasure of tasting
food and drink and the social closeness achieved from sit-
ting down to a meal with loved ones are described as im-
portant aspects of quality of life (Gallagher, 2015; Hanners
et al., 2012; Mater Misericordiae Health Services, 2012a).
Food may have specific religious, cultural, or spiritual
significance to families, and in the case of children, it may
symbolically represent the role of maternal nurturing
(Maillet et al., 2002) and contribute to parent–child attach-
ment. Taking all of this into account, it is evident that the
decision to stop a child eating or drinking orally is not
one taken lightly.

In cases where clinically assisted nutrition and hydra-
tion (CANH) is not suitable nor appropriate, risk feeding
may in fact be the only option for a family. There are clinical
21 • April 2020
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Figure 1. Phases of palliative care over the trajectory of illness (Masso et al., 2015; Myatra et al., 2014). Adapted from “End-of-Life Care Policy:
An Integrated Care Plan for the Dying,” by S. N. Myatra, N. Salins, S. Iyer, S. C. Macaden, J. V. Divatia, M. Muckaden, P. Kulkarni, S. Simha, &
R. K. Mani, 2014. Indian Journal of Critical Care Medicine, 2014, 18, p. 619. Adapted with permission.

SIG 13 Swallowing and Swallowing Disorders (Dysphagia)
examples where a child does not tolerate any enteral feed-
ing options (nasogastric, gastrostomy, or jejunostomy tube
feeding) and others where a child is deemed too great an
anesthetic risk for feeding tube placement (Hauer, 2017;
Siden et al., 2009). In such cases, families and health pro-
fessionals need to consider whether the risks of CANH
outweigh the benefits (Hansjee, 2013), and thus, risk feed-
ing may potentially be the safest option for the child’s
nutrition and hydration requirements. Looking specifi-
cally at adults receiving palliative care, there is no evidence
in the literature to demonstrate that CANH prevents aspi-
ration pneumonia or malnutrition nor provides comfort
in the end-of-life phase (Finucane et al., 1999; Sherman,
2003). Therefore, once again, risk feeding may be the most
appropriate option for the person’s comfort and care, and
it is reasonable to assume this would also apply to children
at end of life. The issue of forgoing or withdrawing CANH
in PPC will not be addressed in this article, although it is
acknowledged by the authors as an ethically challenging
and important area for further discussion and debate
(Diekema & Botkin, 2009).

Informed Decision Making and Consent
There is overall agreement in the literature that any

legally competent adult can choose to continue eating and
drinking, accepting the risk of swallowing-related health
complications that may follow (Mater Misericordiae Health
Services, 2012b; Speech Pathology Australia, 2019; University
of Auckland & Hutt Valley District Health Board, 2016).
A requirement of informed consent is that the person (or
substitute decision-maker) is provided with adequate
medical information, has a clear understanding of the op-
tions available to them with the associated risks and bene-
fits, and the opportunity to ask questions (Kaizer et al.,
2012), all of which are consistent with the ethical principle
of autonomy.

Informed consent for children (often defined as those
less than 18 years old) can vary greatly depending upon
the child’s developmental age, cognition and individual/
family circumstances, and the relevant legislation in effect.
Downloaded from: https://pubs.asha.org 60.242.0.244 on 06/02/2020, T
Health professionals have a responsibility to apprise
themselves of the law operating in their specific jurisdiction
(Kelly et al., 2018). In Queensland, Australia, the parent/
guardian is the primary decision-maker for the child, includ-
ing making decisions about risk feeding. Variances exist,
however, in cases where the parents themselves are aged
under 18 years, the child is under the care of child protection
services, or when the Queensland Supreme Court or the
Family Court are involved (Queensland Health, 2017).
Considerations should be made for adolescents, in partnership
with their families and the health care team, about whether
they are Gillick Competent (also known as a mature minor)
and thus are assessed as having sufficient understanding,
intelligence, and maturity to appreciate the nature, conse-
quences, and risks of the treatment options available to them
(Larcher & Hutchinson, 2010; Queensland Health, 2017).

Professional Dilemmas
The professional dilemma that can arise for many

SLPs working in PPC is: How do we proceed when a parent/
guardian wishes for their child to continue oral feeding (or
consume a specific texture/consistency) when assessment
has indicated that it is not safe for the child? It can be an
uncomfortable space to occupy, rife with potential for intra-
and interpersonal conflict (Kelly et al., 2018). The Speech
Pathology Association of Australia (2010) Code of Ethics
contains a set of biomedical ethics principles to help guide
professional practice; however, in cases of pediatric risk
feeding, these principles may appear to be contradictory to
further complicate one’s professional dilemma, as demon-
strated in Table 2.

A number of different approaches to such ethical chal-
lenges have been discussed in the literature (Gray et al., 2016).
The “best interests” approach is frequently used; however,
critics argue that, in many cases, only the “medical best
interests” are considered, ignoring the social, emotional,
cultural, and spiritual factors (Gillam, 2016). Gray et al.
(2016) also point out that the burden of care for a child with
a life-limiting condition will impact on many facets of
family life, and thus, all treatment decisions should consider
Radford et al.: Pediatric Risk Feeding 517
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Table 2. Outlining the potential contradictory applications of bioethical principles to pediatric risk feeding scenarios.

Ethical principle Application to pediatric risk feeding

Autonomy: We respect the rights of our clients
to self-determination and autonomy.

The SLP should respect the rights of parents/guardians to make an informed choice for
their child to continue oral feeding, accepting the risk of swallowing-related health
complications that may follow.

Beneficence and nonmaleficence: Our actions
will benefit others, prevent harm, and will not
unknowingly cause harm.

The SLP should not support oral feeding if they perceive it will cause harm to the child.
The SLP should not prevent oral feeding if it provides benefit, quality, or comfort to

the child and their family.
The SLP should not abandon (discharge) the family to pursue risk feeding without

professional support to minimize the harm.

Note. SLP = speech-language pathologist.

SIG 13 Swallowing and Swallowing Disorders (Dysphagia)
the “best interests” of the family as a whole, including par-
ents and siblings.

As another option, the “harm principle” is an ethical
tool that focuses on whether the child will be “harmed” by
the course of treatment chosen by the parents (Diekema,
2004), not whether it is “optimal” for the child (Gillam,
2016). If there is proven evidence that the treatment course
will place the child at risk of serious and immediate harm,
then the parents’ choice of treatment should be overruled
by health professionals (Gray et al., 2016).

Gillam (2016) explores this idea further by describing
the “zone of parental discretion,” which is an ethically and
legally protected “space” where parents make decisions for
their children (see Figure 2). In this space, parents have
discretion to make decisions that are “good enough”, though
potentially not optimal, but that there is no concrete evi-
dence indicating the decision would directly lead to harm
or serious setbacks for the child (Gillam, 2016).

Applying this framework to pediatric risk feeding,
there is now a distinction between “real risk” and “assumed
risk.” With real risk, there are clear and measurable clini-
cal indicators that the child will be seriously harmed
from risk feeding (Kaizer et al., 2012). Examples of this
may include an identified risk of choking on a specific
texture (immediately life threatening), reduced oxygen
Figure 2. The zone of parental discretion (McDougall et al., 2016).
From When Doctors and Parents Disagree (p. 20), by R. McDougall,
C. Delany, & L. Gillam (Eds.), 2016, Sydney, Australia: The Federation
Press. Copyright 2016 by The Federation Press. Adapted with
permission. ZPD = zone of parental discretion.
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saturation during feeds, where oral feeding consistently
results in distress for the child, or where repeated aspira-
tion events result in life-threatening respiratory sequelae.
“Assumed risk” refers to the potential to cause a negative
outcome (Kaizer et al., 2012) and potentially contribute to
a shortened life, but definitive or causal evidence is not
able to be provided. An example of this is the potential for
aspiration to result in a diagnosis of aspiration pneumonia.
As Langmore et al. (1998) demonstrate, there are a num-
ber of factors that place a person at greater risk of de-
veloping aspiration pneumonia beyond of aspiration
alone. Therefore, in this example, unless there is definitive
clinical evidence for a specific child that aspiration pneu-
monia will directly result from aspiration during oral feed-
ing, aspiration pneumonia is only an assumed risk of oral
feeding, and thus, parents retain the responsibility to bal-
ance the benefits and burdens associated with this option.

In many ways, for a child in the deteriorating and
terminal phases of care (see Figure 1), the SLP’s ethical
dilemma is lessened. Where the goals of care are firmly set
in comfort and quality of life, it is more comfortable to sup-
port risk feeding, as although there may be risks of aspira-
tion, this is not likely to significantly change the ultimate
outcome or rate of deterioration/death. However, for children
in the stable and unstable phases of care (see Figure 1),
where goals focus on improving or maintaining health, an
adverse event as a result of risk feeding may impact recovery/
cure or potentially lead to deterioration.
Management of Risk Feeding in Clinical Practice
Management should always involve a comprehensive

interprofessional assessment, including medical, speech-
language pathology, dietetics, and physiotherapy input
(Mater Misericordiae Health Services, 2012b; Royal College
of Physicians, 2010; Royal Hospital for Neuro-disability,
n.d.; Speech Pathology Australia, 2019; University of
Auckland & Hutt Valley District Health Board, 2016). As
part of this assessment process, health professionals should
explore the child and family’s preferences, values, and beliefs
(University of Auckland & Hutt Valley District Health
Board, 2016) as well as the risks and benefits to the child’s
health if risk feeding is implemented (Mater Misericordiae
Health Services, 2012b).
21 • April 2020
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SIG 13 Swallowing and Swallowing Disorders (Dysphagia)
The Royal College of Physicians and British Society
of Gastroenterology (2010) suggest four key questions that
should be answered during the assessment phase to assist
families and health professionals with complex and multi-
faceted decisions around risk feeding:

1. What is the underlying diagnosis?

2. What is the mechanism of the oral feeding problem?

3. Can the child (sic) eat and drink and, if so, at what
risk?

4. What are we trying to achieve?

To fully explore the benefits and burdens of risk feed-
ing, the family and interprofessional team need to consider
both the category of life-limiting condition for the child
(see Table 1) and their phase along the palliative care con-
tinuum (see Figure 1). Following assessment, health profes-
sionals should partner with families to discuss the results
and goals of care. All appropriate feeding management
plans should be explored, with specific discussion about
the risks, benefits, and viability of each option so as to
ensure parents/guardians can provide informed consent
(University of Auckland & Hutt Valley District Health
Board, 2016). It is recommended that written or visual
information is shared with families as part of the education
process to help guide and support informed decision mak-
ing (CareSearch Palliative Care Knowledge Network, 2017;
Royal Hospital for Neuro-disability, n.d.; Speech Pathology
Australia, 2019). For example, this might include reviewing
a videofluoroscopic swallow study with the family (and
child if appropriate) and interpret the child’s corresponding
clinical signs. The importance of using clear, jargon-free,
and nonambiguous language was also highlighted in the
literature as an important component of the informed con-
sent process (Hanners et al., 2012; University of Auckland
& Hutt Valley District Health Board, 2016). Novice clini-
cians may benefit from scripting out discussion points
prior to meeting with families to maintain clear and concise
communication, particularly for potentially emotionally
Table 3. Suggested focus for the family and interprofessional team in man

Phase of palliative care Foc

Deterioration and terminal phases Prevention of choking risk (including f
and distressing event (e.g., suppor
or avoiding chokable textures)

Ensuring that oral feeding remains a p
or force feeding)

Advocating for parenting/nurturing tas
the child (e.g., mouth cares, oral ta
citrus flavors, tastes of expressed b

Stable and unstable phases Identifying and preventing the impact
consistencies

Managing symptoms associated with
health/airway clearance, antibiotic

Hypothesizing the impact of assumed r
Implementing a range of harm minimiza
Establishing a review schedule and/or s

plan is required

Downloaded from: https://pubs.asha.org 60.242.0.244 on 06/02/2020, T
charged conversations (Hanners et al., 2012). Table 3 out-
lines the authors’ suggested focus of risk feeding manage-
ment with respect to the child’s phase along the palliative
care continuum.

The concept of harm minimization replaces absolute
safety in developing a plan to satisfy the family’s oral feed-
ing goals, maximize swallowing function, optimize oral
nutrition and hydration, and minimize the risk to pulmonary
health (Hanners et al., 2012; Langmore et al., 2009; Univer-
sity of Auckland & Hutt Valley District Health Board, 2016;
Trottier & Miller, 2013; Weir et al., 2005). SLPs are very
skilled in advocating for texture modification, positioning,
and specific feeding strategies as means of reducing the risk
of aspiration and associated respiratory sequelae.

The plan should also consider the significant risk
factors for the development of aspiration pneumonia, many
of which are frequently exhibited by children with pallia-
tive care needs. This includes dependency upon others for
feeding, poor pulmonary clearance and weak cough, re-
duced mobility, increased time lying down after eating,
poor oral health care (Langmore et al., 1998), suboptimal
management of reflux (Hanners et al., 2012) or excessive
secretions (Trottier & Miller, 2013), and consideration of
physiotherapy for chest health.

Maintaining excellent oral health care is integral to
maintaining pulmonary health in persons at risk of aspira-
tion (Hanners et al., 2012; Langmore et al., 1998; University
of Auckland & Hutt Valley District Health Board, 2016).
Unfortunately, this is often deprioritized in the context of
the child’s overall condition (Trottier & Miller, 2013). While
aspiration of food or fluid is not ideal, aspiration of plaque
or bacteria contained in oral secretions or residue places the
child at even greater risk of developing respiratory compli-
cations and systemic infection (Gibson & Nelson, 2000;
New South Wales Health, 2016; Whiteing & Hunter, 2008).
Early referral to an oral health care practitioner for an indi-
vidualized plan is highly recommended.

Finally, risk feeding is about promoting quality of
life, continuing to eat and drink despite the risks, so long
aging risk feeding along the phases of palliative care.

us of risk feeding management

ood and fluids pooling in the mouth), an immediately life-threatening
tive positioning and head support, feeding in a side-lying position,

ositive experience for the child (e.g., avoiding distress/discomfort

ks to replace oral feeding where it is not a positive experience for
stes, smelling preferred foods, oral stimulation/touch, tastes of
reast milk)
of “real risks” associated with oral feeding or for specific textures/

known oropharyngeal aspiration (e.g., physiotherapy for chest
regimen)
isks on current treatments to improve or maintain the child’s health
tion strategies to reduce the “assumed risks”
pecific triggers/thresholds to indicate that a review of the risk feeding

Radford et al.: Pediatric Risk Feeding 519
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SIG 13 Swallowing and Swallowing Disorders (Dysphagia)
as the experience is pleasurable and provides comfort
(Hanners et al., 2012; Trottier & Miller, 2013). Overt aspi-
ration can actually be uncomfortable (Hanners et al., 2012),
and it is important that the child and family are aware of
this. Forcing a child to eat or applying guilt should be
actively avoided (Langmore et al., 2009; Mater Misericordiae
Health Services, 2012a). This can be difficult to manage in
the context of family beliefs and values and can be espe-
cially complex when parents perceive their nurturing role
to be inextricably linked with feeding their child. In such
cases, beliefs and values should be sensitively discussed
with families along with clinical assessment of the child’s
experience. Health professionals can help parents to re-
frame perceptions and identify alternate means of nurturing
their child when oral feeding no longer represents a posi-
tive experience for them.

Documentation
Hanners et al. (2012) describe the use of primary and

secondary recommendations as a clear method for health
professionals to document the risk feeding plan. Using this
strategy, the primary recommendation is always the safest
option for the patient based on the results of the interpro-
fessional assessment (nil by mouth, nil fluids orally,
modified textures/consistencies, etc.). The secondary rec-
ommendation is the family’s informed choice of diet option
and agreed-upon harm minimization strategies, with a
clear shared understanding that aspiration will likely occur.
The risk feeding plan should be disseminated widely to all
professionals involved in the child’s care with the consent
of the family, including the acute resuscitation plan in the
event of asphyxiation. Recommendations for dissemination
include all relevant hospital and health services, primary
care physicians, discharge destinations, community services,
respite services, and day cares/schools (Speech Pathology
Australia, 2019; University of Auckland & Hutt Valley
District Health Board, 2016).

Conclusion
There is currently limited evidence in the literature to

guide risk feeding in pediatric clinical practice (Miles et al.,
2016), with the vast majority of the information pertaining
to adult palliative care and geriatrics. Further research
and the development of guidelines/resources to support
clinical practice specific to PPC and pediatric risk feeding
are needed. However, developing a risk feeding plan for
children in consultation and collaboration with the family,
treating physician, and interprofessional team with clear
documentation would be considered best practice in PPC
in the absence of clear evidence-based guidelines. SLPs
have a duty of care to provide a reasonable standard of
care and one that would be similarly provided by another
clinician with similar experience. Therefore, it is recom-
mended that SLPs discuss clinically and ethically complex
cases in professional supervision and actively seek a second
opinion when in doubt. Open and clear communication
520 Perspectives of the ASHA Special Interest Groups • Vol. 5 • 515–5
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with the family (and child where appropriate) is required,
including consideration of goals of care and a balance of
benefits and burdens of oral feeding in each specific case.
For many families and children, it will be appropriate to
support risk feeding when the goals of care are comfort
and nurturing, providing there are objective/subjective
indicators of comfort and limited harm. The interprofes-
sional team may also wish to seek formal advice from a
clinical ethics consultation service, if accessible, for clinical
cases where there is a significant difference between
parent/guardian preferences and the health professional
recommendations.
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