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Abstract

Parents of children with serious illness must find a tolerable way of living each day, while
caring for their child and making decisions about their treatments. Sometimes clinicians
worry that parents don’t understand the seriousness of their child’s illness, including
possible death. This can lead to tension, disagreement, and even conflict. Such situations
continue to occur despite expanding literature to help clinicians understand drivers of
parental behaviour and decision-making. Some of this literature relates to the role of hope
and how parents characterise being a ‘good parent’. This article will summarise some of the
applications and limitations of the hope and ‘good parent’ literature, as well as frameworks
to understand grief and loss. We propose however, that there is at least one missing link in
understanding potential dissonance in views between parents and clinicians. We will make a
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case for the importance of a richer understanding about if, and how, parents ‘visit’ the
‘reality’ that clinicians wish to convey about their child’s diagnosis and prognosis. We
propose that clinician understanding about the benefits and burdens of ‘visiting’ this ‘reality’
for an individual family may help guide conversations and rapport, which in turn may
influence decision-making with benefits for the child, family and clinicians.
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Dissonance in views between parents and clinicians of children with serious
iliness: How can we bridge the gap?

Through unimaginable grief, parents of children with serious illness must find a tolerable
way of living. Although the circumstances (e.g., congenital versus acquired) and nature (e.g.,
malignant versus non-malignant) of the illness may vary, parents find themselves ‘members
of a club’ they never wished to join. The stakes are high; how parents process their situation
has significant implications for their child, and entire family. Crucially, it influences decisions
about what clinical interventions the sick child will undergo, and aspects of family life such
as schooling, finances and employment. Clinicians are tasked, often in a brief window of
time, with understanding how individual parents get through each day, and how they think
about their child’s illness in the context of their broader values, culture and psychosocial
background. The relationship between clinicians and families is paramount and is at risk of
being fractured when parents and/or clinicians feel misunderstood or unheard.

The purpose of this article is to review some of the applications and limitations of existing
literature that may be helpful when there is a dissonance in understanding, wishes, or plans
between parents and clinicians of children with serious illness. We will outline practice
implications, and conclude with a call for the importance of further empirical work to
understand how parents ‘visit’ the ‘reality’ that clinicians wish to convey about their child’s
illness. Suggested communication strategies will be outlined throughout the article, and are
summarised in Table 1.

The importance of ‘bridging the gap’ between parents and clinicians

The 2017 Charlie Gard case illustrates what conflict can look like at the extreme with media
and community involvement, legal proceedings and opinions expressed by world leaders
such as the Pope and the President of the United States.(1) While this represents very
severe and entrenched conflict, the potential for lesser forms of tension or disagreement
between clinicians and parents exists at any point in the course of an illness.(2) Contributing
factors may include communication breakdown, conflicting information from different
clinicians, disagreements over treatment, and unrealistic parental expectations.(2, 3)
Medical advancements and ready access to online information about unproven treatments
can add fuel to fire.(4)

We suspect that we are not alone in seeing families who are trying to take a ‘positive’
approach to their child’s iliness feel disappointed or angry because clinicians:
1. Repeatedly engage in efforts to convince them of the ‘reality’ of their child’s
situation;
2. Do not join in their pursuit of any or every possible investigation or intervention; or,
3. Do not seem to join in their unwavering hope for a cure or miracle.

These phenomena, which we will refer to in this article as a dissonance in understanding,
wishes or plans between clinicians and parents, or simply as dissonance, may occur
together, or in isolation. In our experience, dissonance may result in families feeling uncared
for, clinicians feeling helpless or frustrated, and children being exposed to conflict or



burdensome interventions. In response, there is expanding literature to try to understand
the worlds of parents of children with serious illness like cystic fibrosis, cancer, and
neurodegenerative diseases.(5-12) This includes conceptual and empirical work around
hope(13-24) and the concept of what it means to be a ‘good parent’.(16, 25-31)

US ethicist, Abram Brummet differentiates between metaphysical and moral claims as they
relate to clinical processing and decision-making.(32) Metaphysical claims focus on how
individuals see the world, and cover phenomena such as religion, identity, causation and
free will, while moral claims focus on the ‘right’ or ‘good’ path forward.(32) We see
examples where parents’ views are seen as metaphysical and even emotionally driven,
while clinicians’ views are seen as grounded in evidence and correct. However, this is flawed
thinking as clinicians are not immune to cognitive biases or ‘rules of thumb’ that may be
subconsciously adopted and result in medical or processing error.(33) In this article, we will
focus on situations where there is dissonance in views between clinicians and parents of
children with serious illness as this can be a source of distress. We acknowledge that neither
clinicians nor parents universally hold ‘the truth’, and we will therefore use inverted
commas when referring to ‘reality’.

Why might parents not see things as the clinician does? What factors might contribute to an
apparent dissonance or disconnect? While many factors contribute to parental behaviour, in
this article we will focus on the role of hope, the importance of being a ‘good parent’ and
models of grief and adjustment to illness. We will use existing literature and anecdotal
experience to highlight how these concepts may help clinicians avoid assumptions about
how parents make decisions, which can help bridge gaps, build trust and enhance the
parent-clinician relationship. This has potential benefits for the child, family and clinicians
but unfortunately, in our experience, is not always enough to resolve disagreement or
conflict when parents feel misunderstood or unsupported in their processing and decision-
making.

We believe there is at least one missing piece to this puzzle and suggest that it relates to the
extent to which parents can ‘visit’ what clinicians wish to convey about their child’s serious
iliness, for example, a life of daily blood glucose monitoring, a life of never walking or
talking, or a life that will end prematurely. If, and how, parents ‘visit’ this ‘reality’ is
important because it affects decision-making, with significant implications for:

1. The child and the experiences to which they are exposed;

2. The parents, while the child is living, and in bereavement if that is the outcome; and,

3. The clinicians caring for the child and family.

Parental hope in the face of a child’s serious illness

Hope in the setting of living and coping with serious illness features prominently in the
literature.(11, 13, 14, 16, 19, 21, 30, 34-44) Hope can be used in different contexts, and
mean different things to different people. We have seen parents hope for a possible but
exceedingly unlikely outcome, such as cure in the setting of an incurable illness. We have
also seen parents hope for an outcome that has some small possibility of occurring, but is
highly unlikely to occur such as response to chemotherapy for a relapsed solid organ cancer.



Hope may carry less “inaccuracy of belief about the desired outcome” than denial or
unrealistic optimism, which is considered important because inaccurate beliefs have
potential to compromise informed decision making.(45) However, it can be difficult to
distinguish between hope, denial and unrealistic optimism, and furthermore, unrealistic
beliefs may not always be harmful.(45)

We now know that hope is dynamic, helpful, associated with improved quality of life and a
means to allow individuals to live in the present.(46, 47) Individuals can hope
simultaneously for more than one thing ... “from the miraculous to the mundane”.(13)
Prognostic awareness refers to awareness or understanding of the incurable nature of a
disease or limited life expectancy,(48, 49) and this can co-exist with hope for a cure.(22, 50-
52) For the purpose of this article, prognostic awareness refers to parents being able to see
the possible or likely ‘reality’ of their child’s illness in the same way that their treating
clinician does. This ‘duality’ is possible for some parents who may hope until the end for
their child to beat the odds and survive, and at the same time, hope for a comfortable and
dignified death.(13, 17, 22)

We read with interest recent work by Kaye et al. about bereaved parents’ reflections on
their experiences of hope and realistic thinking across their child’s cancer illness.(53) They
challenge the idea that parents swing like a pendulum between hoping for the best and
preparing for the worst.(53) Kaye et al. argue that the pendulum model risks clinicians not
appreciating that hope and prognostic awareness can co-exist; that is that parents may
hope for a cure, and at the same time be able to ‘visit’ the ‘reality’ of the child’s prognosis.
By understanding this, clinicians may avoid feeling compelled to repeatedly attempt to
convince already-aware parents of the ‘reality’ of their child’s illness. This is particularly
relevant as clinician misunderstanding or assumptions about how parents navigate hope
and realism can contribute to conflict between families and clinicians. We have seen
examples of this in our practice where, albeit with the best of intentions, clinicians
(mis)diagnose hope for cure as a pervasive inability to acknowledge a serious illness or
possibility of death. As a result, repeated conversations about the ‘reality’ of the situation
may then be imposed on an already understanding family.(53) This may also cause harm to
clinicians who can worry that they are failing in their responsibility to ensure families ‘get it
and feel bad for the distress they may cause by repeatedly trying to achieve this. Clinicians
and parents can both feel frustration and suffering, but for different reasons. Improved
understanding of parental hope and ‘realism’ could avoid unnecessary and unproductive
tension or conflict.
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Exploring the breadth of parental hopes can be very helpful.(13, 17) Asking (potentially a
few times), ‘what else do you hope for?’ may help families articulate and reflect upon co-
existing hopes that traverse various potential future realities. Clinicians can also help
parents to re-frame or broaden hopes by asking: ‘in the face of everything your child is up
against, what are you hoping for now?’ This may help families to ‘get off the train’ of hoping
for cure or seeking experimental therapies. However, this approach has some limitations. It
will not work for all families. Not all parents are able to re-frame or hold multiple hopes, and
some may struggle to ‘get off the train’ despite sensitive conversations. This approach also
leaves unanswered the practical question of how to tell whether parents who express hope
for cure also have accurate prognostic awareness, and what to do if they don’t. These



conversations may be complicated by the existence of experimental therapies. Even raising
the possibility of an unproven therapy may imply to parents that they should pursue it, so
the discussion must be carefully handled. Balanced and transparent communication about
the goals and intent of any therapy is vital.(54)

A more fundamental question about hope concerns the implicit idea that allowing one’s
mind to go to the undesired outcome (i.e., ‘visiting reality’), and hope for the desired
outcome, are in opposition to each other. A quote from a parent in Kaye et al.’s study
speaks to this: “hope is the antithesis of despair, not reality”.(53) Seneca, the Roman Stoic
philosopher, wrote: “fear follows hope... each alike belongs to a mind that is in suspense, a
mind that is fretted by looking forward to the future.” This ties in with Feudtner’s suggestion
that “to be a master of hope, one has to become well acquainted with the fear of darkness
that hope helps us surmount, to become comfortable and capable of confronting this
darkness directly”.(14) Exploring fears may actually be equally or more important than
exploring hopes. And so, the hope literature may be helpful but also has its limitations.

Being a ‘sood parent’ to a child with a serious illness

Studies show that parents of seriously ill children are often thinking about how to be a ‘good
parent’.(25-27, 29, 55) How parents characterise a ‘good parent’ varies, and may shift over
time; for example, from “making informed decisions” to “ensuring my child feels loved”.(26,
29). Parents are comforted and receive strength from striving to achieve their personal
definition of what it is to be a ‘good parent’, and bereavement outcomes are affected by the
extent to which parents feel this was achieved.(29) Parents must live with their decisions for
the rest of their lives. In bereavement, regret (for example, about treatment decisions) and
unfinished business (for example, about not having conversations with their child about
death) can be associated with distress related to caregiving while the child was alive, and
prolonged grief symptoms.(56) Clinicians can support parents to feel like they are being
good parents, for example, by helping them feel that “all that can be done is being done”,
supporting them to seek additional opinions and allowing them to feel respected and
supported in advocating for their child.(29)

Insights from the ‘good parent’ literature can be applied in a number of ways. One is to use
language and themes to explore, support and affirm parents in their quest to navigate
heart-wrenching decisions for their child. Naming the predicament can normalise the
impossible decisions families face. A clinician may say: ‘Many parents tell me they feel
caught on the horns of a dilemma: how do | leave no stone unturned in the search for a cure
and also protect my child from treatments that might be harmful? Do you ever have
thoughts like this?’. Responses such as ‘Il can’t just sit back and wait for the cancer to get us’,
can provide openings to important and rich conversations. For example, a response such as
‘I imagine that so much of your child’s experience must feel out of your control’ may open
an ‘emotional’ space with an opportunity for expression of grief and helplessness. For
parents to feel safe and supported, it is important that clinicians are equipped to respond to
such emotions. Alternatively, clinicians may involve disciplines such as social work or
palliative care to support a space for grief and loss.



Another application of the ‘good parent’ literature, is to provide validation and affirmation,
for example, ‘I can see how [child’s name] is at the centre of every decision you make’. This
may help foster the parent-clinician relationship as a parent feels that they are viewed by
their child’s clinician to be a ‘good parent’. Again, however, in our experience, these
approaches will not be effective for all families and are not always enough to shift parents
away from potentially harmful decisions such as burdensome and physiologically futile
treatments. While the ‘good parent’ literature can help clinicians better understand the
lived experience of parents, it too has its limitations.

A potential gap: understanding how a parent ‘visits’ the ‘reality’ of their
child’s illness

The hope and ‘good parent’ literature offer helpful frameworks to assist clinicians in
bridging gaps with parents of children with serious illness, but is not always sufficient. In our
experience, a missing piece of the puzzle may be the extent to which parents contemplate
what clinicians perceive to be the ‘reality’ of their child’s illness, including the potential or
likely death of their child. Some parents seem to spend a lot of time thinking about these
concepts, some can only ‘visit’ them from time to time, and others cannot think about them
at all. Clinicians’ motivation for parents to ‘visit’ such ‘reality’ stems from the desire to
emotionally and intellectually prepare them for the future, and facilitate informed decision-
making. However, this may be at odds with some families’ avoidance of ‘reality’ as a
protective measure. Clinicians may find themselves talking at cross purposes with parents
who are not able to contemplate ‘reality’ in that moment but on another day, the
conversation may be very different. A challenge in these situations is to consider and assess
whether parents have co-existing hope for a cure and prognostic awareness as suggested by
Kaye et al, even if prognostic awareness is not apparent at the time.

As clinicians, we may impose our view of how much time parents should spend ‘visiting
reality’, without appreciating the contextual needs of each unique family. How do clinicians
establish the processing style and needs of a family? Is it always appropriate for clinicians to
impose ‘reality’ on parents? There may be situations where the benefits for a family of not
‘visiting reality’ outweigh the burdens.



Frameworks for understanding adjustment to a potential or actual unwanted
‘reality’

Looking to the adult literature, the Dual Framework to Focus on Living Well and Tolerate the
Possibility of Dying and Dual Process Model of Coping with Bereavement may be helpful.(57,
58)

We have discussed literature that describes how hope and prognostic awareness can co-
exist. This notion of two things being held simultaneously is articulated in a different way by
Jacobsen et al. as an existential developmental process of integrating two seemingly
contradictory ideas of “living well” with “the possibility of dying”.(57) Jacobsen et al.
describe that for many people with advanced illness, contemplation about the future, let
alone the possibility of dying, is overwhelming. They suggest therefore, that some
individuals instead focus exclusively on hope and cure, and others maintain “an emotional
equilibrium... by swinging, like a pendulum, between moments of realism... and moments of
optimistic hope...”.(57) In order to help individuals achieve this ‘dual framework’, clinicians
should start by holding hope with the patient, while acknowledging the seriousness of their
disease, and then expand conversations to living well. Jacobsen et al. explain their
experience that the ability to focus on living well enhances patients’ ability to tolerate the
possibility of dying, which allows rich and important conversations about the future,
including planning for possible deterioration and death. While this framework may be
helpful in some situations, in our experience, some individuals may never be able to think
beyond cure and living, while those who can, may not always be able to stay in this space.
And so, hoping to live well while simultaneously tolerating the possibility of dying, which is
the goal of the Dual Framework, may not work for everyone and therefore has limitations.

In 1999, Stroebe and Schut revolutionised understanding of grief and bereavement, with the
Dual Process Model of Coping with Bereavement. They capture the dynamic nature of
processing and suggest that adaptive grieving occurs in ‘doses’, through oscillation between
loss and restoration-oriented coping.(58) This oscillation may actually be very important for
adjustment and function, providing there are not unhealthy or unhelpful behaviours such as
extreme or persistent denial. Loss-focused coping can be viewed as ‘grief-work’, while
restoration-focused coping can be seen as ‘life-work’ that provides a break from grieving or
a way to participate in activities that allow ‘getting on with it’. While clinicians must be
ready to respond to or discuss challenging topics such as clinical deterioration, an important
communication strategy may be to ensure some consultations focus on positive aspects of a
child’s progress or experience. This may allow families to feel that clinicians are not simply
focused on potentially painful or difficult outcomes, and that there is a space to focus on
‘living’.

While grief, fear and sadness related to a child’s illness is embedded in a family’s existence,
parents must still get up each morning and attend to the practicalities of life, such as taking
the rubbish out, buying groceries, working, and taking other children to school. We suggest
that if in bereavement individuals need to grieve in doses, perhaps this is the same when
the sick person is still alive. And so, attempts by clinicians to impose ‘reality’ on parents may
not actually achieve the desired outcome, or may even be harmful.



If this is the case, clinicians have the task of assessing whether an expression of hope for
cure represents healthy and temporary grief-avoidance, or a more pervasive inability to
contemplate the possibility of death. This area needs to be further explored.

Where to from here?

We suggest that there is a need to better understand how, or if, parents can manage and
want to ‘visit’ the potential ‘reality’ of their child’s serious illness or prognosis, and how this
may influence coping and decision-making. This is likely not a linear or binary process and
parents are likely to ‘visit reality’ to varying degrees, for variable amounts of time, and
perhaps not on-demand. These patterns may change over the course of a child’s illness, and
both parents of the same child are likely to have individual needs and patterns. We suggest
that attempts to force a parent to ‘visit reality’ may be harmful. In addition, there are
dangers in making an assessment about whether parents ever ‘visit reality’ based on what is
ascertained from a single consultation. We propose that the next step is to explore parental
perspectives about this concept. A richer understanding of how parents ‘visit reality’ may
facilitate sensitive and productive conversations between clinicians and parents, and
enhance outcomes and well-being for the child, parents and clinicians.

We propose a series of questions that may help clinicians when faced with dissonance in
views between parents and clinicians, and suggest it may be helpful to solicit parental
reflections on these concepts. Our intention in articulating these questions is to provide a
framework for clinicians to evaluate the value, benefits, and burdens of progressing
conversations about ‘reality’. This is a starting point, as more research needs to be done in
this area, and these questions may need refining.

Textbox:

1. Does this family ever ‘visit reality’ with me?

2. If not, do they ‘visit reality’ with other members of their child’s care team (e.g.,
occupational therapist or social worker)?

3. If this family spends little or no time ‘visiting reality’, what are the benefits for them,
and their child (e.g., able to live in the day to day from a practical and emotional
perspective)?

4. |If this family spends little or no time ‘visiting reality’, what are the actual or potential
burdens of avoiding ‘reality’:

a. Forthe child (e.g., exposure to burdensome interventions)?
b. For the parents (e.g., lack of preparation for the future, regret in
bereavement)?

5. Is my desire to have a conversation about ‘reality’ for my benefit (e.g., so that | do
not feel like | am colluding with an avoidance of ‘reality’) or the family’s benefit?



Conclusion

Conceptual frameworks about hope and ‘good parent’ beliefs can help clinicians think and
speak with families when their child is seriously ill, providing ways to avoid
misunderstanding, disagreement or conflict. An example of this is when parents appear to
not comprehend that their child is going to die. However, these frameworks do not explain
and provide a way forward in all circumstances. A much richer understanding of parental
perspectives about if and how they ‘visit’ what clinicians believe to be the ‘reality’ of their
child’s serious illness is needed, including the benefits and burdens of ‘visiting’ or avoiding
this ‘reality’ for a family. This in turn will further guide clinicians in their conversations with
parents, influencing decision-making and the child’s experience. There is a need to better
understand these ideas, primarily by obtaining parents’ views in future studies.
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