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From the Editor

Everyday Ethics and Partnering
with Families in Children’s Hospitals

Ian D. Wolfe

ABSTRACT

Partnering with families is everyday ethical work. We meet
families where they at in their life and rarely is this a place that was
ready to take on a hospitalization. Rather than focusing on difficul-
ties, we ought to provide equitable work at partnering with families
where they are at, not where we might want them to be. Partnering
with families begins at the point of entry into the hospital and ex-
tends to building partnerships in departments and units. Recog-
nizing that this is ethical work and providing this to families within
a pluralistic society is often the unspoken hard work of clinicians
and hospitals. This issue of the Journal of Pediatric Ethics is fo-
cused on this space that greatly impacts the ethical climate within
the hospital walls.

Partnering with families is an integral part of
caring for children. Every child and family are
unique, bringing their own strengths, values, strug-
gles, and perspectives. Clinicians must meet these
families where they are at in the world, which is
sometimes not the ideal place we might like them
to be. Schopenhauer wrote, “the present is always
inadequate, but the future is uncertain, and the past
irrecoverable.”! Envisioning ideal situations dis-
tracts us from the task in front of us. The present
situation is always inadequate if we are constantly
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trying to avoid accepting the past and hoping for
some certain solution in the future. Rather, we
should accept where we are and start from there.

The families of children who become ill may
already be facing challenges and stressors, and the
hospitalization of their child adds to this. How well
we meet families in these situations can have sig-
nificant impacts on the children we are caring for.

Partnering with families isn’t only done through
clinicians at the bedside, it starts at the first point of
entry into the healthcare environment. Families en-
ter hospitals with their children through emergency
departments or transfers from other institutions.
Families may enter by way of a front desk in a clinic
or a welcome center in a hospital. First impressions
can make significant impacts that can resonate
through communities.

Partnering with families in an ethical manner
starts at the institutional level through visitation
policies, equitable welcoming environments, and
community engagement. These continue in the de-
partmental level in how each department meets the
needs of and works to build relationships with the
families they serve. Individual clinicians and health-
care staff must learn to be skillful in connecting with
families from a multitude of backgrounds, cultures,
and faiths.

This is ethical work, and how well these pieces
fit together impacts the ethical climate. In this issue
of the Journal of Pediatric Ethics, we present an im-
portant and novel investigation into visitation poli-
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cies in a children’s hospital. Shim and colleagues
investigate visitation policies through the practice
of exceptions to restrictive visitation COVID-19-era
protocols.? COVID-19 necessitated visitor restric-
tions for reasons beneficial to all patients and staff
in hospitals. It also provided a look at how struc-
tural racism may insidiously affect families with hos-
pitalized children. While there has been consider-
able discussion around racism in visitation policies
in the COVID-19 era, the authors point out while
COVID-19 provides a visible and measurable case,
policies such as these exist in “normal” times in
hospitals in the United States.

clinicians and families never consider the nuances
of parental rights, nor do they consider the different
ways that ethical and legal rights might intersect.
The authors point out that there is an important dif-
ference in how we conceptualize a parent who has
lost legal rights and a parent who has not legally
established parental rights. It is easy for clinicians
to consider these to be synonymous, but this easily
comes at the peril of the parent.

Finally, our “Family Voices” provide two im-
portant narratives from the parent perspective in
partnering with clinicians. A mother, Amanda
Bekric, writes about the importance of a care team

Clinical ethicists are often faced with difficult situations,

in which parents find themselves in awful scenarios with

no good choices; clinicians who are trying to do their best

to balance what they see as their professional obligations

to patients, to their family, and to the team sometimes feel
the stress of seemingly competing obligations.

Shim and colleagues provide a systematic de-
scriptive analysis of the nature of requests for ex-
ceptions to pediatric visitation policies, as well as
an analysis of the demographics associated with re-
questing and receiving these exceptions. Their ma-
jor findings highlight an important aspect of how
institutional policy can impact partnerships with
families. They found that families of younger pa-
tients who identified as either White or Hispanic/
Latino were more likely to request exceptions to
visitation policies. They also found small but sig-
nificant evidence of this same bias in critical care
units where Black families were less likely to have
their request for an exception granted. A major fac-
tor the authors point out is that the granting of these
exceptions is disparate, but, more importantly, the
requests were as well. They offer some thoughtful
discussion as to why this might be, and it has direct
implications for the ethics of how we partner with
families.

Also in this issue of JPE, Wolfe and Turk pro-
vide a clinical report that highlights the complex
intersection of social policy, law, and institutional
policy and the pitfalls that can have real ethical im-
plications in how we partner with families.® Many

having transparent conversations and building a
strong partnership.* A cancer diagnosis sparked a
journey through the complex world of healthcare.
As the journey progressed, it became increasingly
difficult. Having a strong partnership with the team,
as well as the team’s continuing to center parents in
the space with the child, helped the family and team
understand one another and navigate difficult ethi-
cal and moral spaces that arose in the child’s course.
Beth Wakefield writes about an experience in
which even experienced parents of a medically com-
plex child felt overwhelmed and stressed.® This
space she writes about is one that often goes unno-
ticed: when members of the same care team give a
family differing opinions. Parents are unfortunately
often stuck between difficult choices in children’s
hospitals, and how teams partner with families and
how they approach communication, both with the
family and between the rotating clinicians, can have
significant impacts on the family and the child.
Clinical ethicists are often faced with difficult
situations in which parents find themselves in aw-
ful scenarios with no good choices; clinicians who
are trying to do their best to balance what they see
as their professional obligations to the patient, to
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the family, and to the care team sometimes feel the
stress of seemingly competing obligations. Often, as
many things go in ethics, there are no good solu-
tions, or what is “best” is in dispute. Recommenda-
tions in these situations often take a more pragmatic
approach that focuses on how we engage and ap-
proach the situation. This approach recognizes the
parents’ narrative while it validates the clinical dif-
ficulty of the situation, while it seeks to reframe the
situation as partners in care, rather than as adver-
saries. A focus on “everyday ethics,” sometimes
called micro ethics, is a recognition of the ordinary
but integral factors involved in everyday clinical en-
counters.® An everyday ethics approach to partner-
ing with families might start with the following as-
sumptions and questions.

Parents want what is best for their child, clini-
cians do as well, and most people we interact with
on a daily basis are not walking around doing un-
ethical actions. We meet parents where they are at,
not where we might want them to be. They come
with their own grief experience, their own trauma,
and their own ways of coping. Clinicians want to
provide what they feel is good care. How can we
partner with this family going forward, even if we
disagree with their choices, recognizing (assuming)
that their choices are within an ethical zone of pa-
rental discretion? What are our obligations to the
patient and family in this partnership? How can we
satisfy these obligations and be there for the family
and patient, allowing them grace and compassion?
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