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Abstract

Background: Parents of seriously ill children are at risk of psychosocial morbidity, which may be mitigated by
competent family-centered communication and role-affirming conversations. Parent caregivers describe a
guiding desire to do a good job in their parenting role but also depict struggling under the intense weight of
parental duty.

Objectives and Design: Through this case study, the Communication Theory of Identity (CTI) provides a
framework for conceptualizing how palliative care teams can help parents cope with this reality. CTI views
communication with care teams as formative in the development and enablement of parental perceptions of

their ‘‘good parenting’’ role.

Results: Palliative care teams may consider the four frames of identity (personal, enacted, relational, and
communal) as meaningful dimensions of the parental pursuit to care well for an ill child.

Conclusion: Palliative care teams may consider compassionate communication about parental roles to support
the directional virtues of multilayered dynamic parental identity.
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Case Description

OBY IS A 16-YEAR-OLD BOY with recurrent Ewing’s

Sarcoma. Toby’s dad, Jacob, utilized all his family
medical leave earlier in the year to accompany Toby to
chemotherapy and radiation appointments. Jacob, a single
dad, returned to work two months ago to maintain the health
insurance coverage for Toby’s ongoing care. Jacob calls
Toby’s nurse each morning and afternoon for updates
and spends the nights with Toby at the hospital. Toby’s in-
tensive care room decorations include photographs of father
and son playing baseball, eating ice cream, fishing, and
camping. The family recently learned that Toby now has lung
metastasis and although there is a Phase 1 trial available, it
would require transfer to a hospital out of state. In meeting
with the palliative care team about care options, Jacob states:
“I just want to be a good dad to Toby. What is a good dad
supposed to do?”’

Introduction

This story captures the challenges of parents of children
with serious illness who, themselves, are at risk of significant
stress and distress.! Parents struggle with the weight of their
sense of parental duty in the context of their child’s heavy
medical needs.” A descriptive study of 118 parents of
children receiving care in the pediatric intensive care unit
revealed half of parents have symptoms indicative of major
depression and one-quarter of parents have significant deci-
sional conflict, although these were mitigated by social support
and family-centered communication.> Human connection, in-
cluding a recognition of family member roles, is a crucial
support mechanism for parents of seriously ill children.* In
particular, bereaved parents recognize memories of commu-
nication with their child’s care providers, which honored pa-
rental identity and the parent’s relationship with the child as the
most supportive form of communication.”
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Parents repeatedly affirm that their guiding goal is to be the
best parent they can be to their loved child.® Parents recog-
nize a hard felt impact of having a seriously ill child with the
direct outcome of a strong awareness of the deeply personal
unique definition each parent carries of “‘being a good par-
ent” to the ill child. Parents have shared that their internal
““good parent” definition is very much affected by their in-
terpersonal interactions with the ill child’s care team. This
case report focuses on how pediatric palliative care teams can
communicate with parents in ways that support their personal
identity as a ““good parent.””®

The ““good parent’ construct is not yet embedded within a
larger theory or placed within a context of an established
theory.” The advantage of placing this initial parental con-
struct within a larger theory include being able to ask more
and different questions that are theory guided. This case re-
port explores the fit of the Good Parent Beliefs Construct
within the Communication Theory of Identity (CTI) with
consideration of clinical application.

Honoring Parental Roles

Palliative teams looking to support parents of chronically
and critically ill children should focus on the ways parents
personally describe their parenting relationship with their child
and parenting roles. The behaviors of and communication from
health care team members can support parents’ ability to live
into a personal “good parenting” definition.'® An extensive
research base has explored the ways that Good-Parent Beliefs
impact parental identity, support parental coping, influence
family relationships, guide decision making, and affect be-
reavement.”'*~'? Decisional conflict in medical care or ethics
consults are more likely to arise when there are communication
gaps, including misunderstanding about parental sense of duty
and family values.'*'* Parental sense of decision making for
their child may be ‘“‘rooted more firmly in emotion and per-
ception and ‘desire to be a good parent to a child’ than in
medical facts.”'> A communication approach that fosters
parents sharing their definition of ‘““good parenting” with
trusted care team members at key time points in a child’s care
(times surrounding diagnosis, key medical decisions, and
meaningful changes in clinical status) has potential to improve
parental perceptions about their own roles, quality of com-
munication, and parental psychosocial well-being.”

The Communication Theory of Identity

Communication strategies and guides are essential in
palliative care. Palliative care teams may consider adding to
their existing communication frameworks in caring for par-
ents of critically ill children. One such framework may be
provided by the Communication Theory of Identity (CTI).
CTI predicts that ‘‘our identities emerge in social interaction
and are meaningful and influence how we communicate.”'®
CTI upholds the idea that ““when we talk with others we are,
in a sense, performing our identity.”'” Thus, investing the
time within the context of a therapeutic relationship with a
parent to inquire about their sense of parental identity, family
roles, and goals is an impactful moment. Palliative care team
members gently and humbly asking a parent to describe her
sense of parental roles and her fears or hopes about these
parental roles is not just a talking moment. The exchange
actually serves to honor the ongoing development and for-
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mation of parental relational identity, a multilayered identity
that changes and shifts during and after a child’s illness. This
also empowers parents to make sense of competing goals and
enables collaborative decision making between the family
and the care team.

CTI is grounded in the idea that identity is co-created in
relationships with others and identity emerges in communi-
cation.'® Using the lens of CTI, parental role identity comes
into existence through communication. Thus, a communi-
cation intervention that fosters parents sharing reflections
about their relationship with their child actually impacts
the formation of parental identity. CTI focuses on mutual
influences between identity and communication.'® The co-
conceptualization of identity and communication helps
palliative teams recognize parental identity is formed and
enabled through caring communication.

Defining the Frames of Parental Identity

Conceptually, CTI defines four frames of identity: (1)
personal frame that involves how individuals conceptualize
themselves and feel about themselves (parent’s self-concept),
(2) enacted frame that represents the behaviors parents en-
gage in or the decisions parents make that layer parental
identity (parent’s communication with the care team on be-
half of a child’s needs), (3) relational frame that involves
defining self in terms of roles (parent to ill child) and social
interactions with others (parent updating co-parent on child’s
condition), and (4) communal frame that represents social
norms and society’s ascription of a collective identity (parent
as member of parent support group). Table 1 offers a con-
sideration of these four frames as related to communication
with the child’s palliative care team.

Relationships between Frames of Parental Identity

The four frames of identity defined by CTI are inter-related
rather than independent, even to the extent that the term
“interpenetration” has been applied (Fig. 1).>° A parent’s
personal identity of how he or she relates to the ill child and
makes decisions on behalf of the ill child cannot be discussed
without considering how the parent’s culture or community
defines parental identity. Even how the medical team views
parental identity impacts a parent’s identity as a parent, such
as whether the hospital provides space for parents near the
child’s hospital bed, whether parents are invited to participate
in medical rounds each morning, and the level of parental
hands-on care of the child fostered by the medical team. A
palliative care team may consider how the hospital culture
has defined ‘‘good parenting’’ and how this may cause either
supportive benefit or judgment burden for parents.

Recognizing Gaps within Parental Identity

Inconsistency or discrepancy among or between the four
layers of identity is real for parents, termed ‘‘identity gaps™
by CTL" Identity gaps result from dissonant beliefs and
practices (such as personal and relational identities may feel
dissonant or personal and enacted identities may be in con-
flict). An example of an *“identity gap’’ for Jacob included his
definition of “‘being a good dad” as staying near Toby
physically (paternal relational identity) in conflict with his
perception of a duty to financially provide for Toby through
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TABLE 1. FRAMES OF PARENTAL IDENTITY IN CONTEXT OF PALLIATIVE CARE TEAM COMMUNICATION

Identity layer exemplary

quote Definition

Description Defining inquiry

How individuals define
themselves as parents of a
child with serious illness

Personal layer
“I am a good parent to my
child”

Enacted layer

“The way the palliative team
included me in decision-
making reinforces my sense
of being a good advocate
for my child”

Relational layer

“The inclusion of my co-
parent in palliative care
meetings fosters our
relationship with each
other, our child, and the
care team’’

Communal layer

“The provision of a family
leave policy which allows
flexible working hours
allowed me to meet the
expectations of being a
present parent’”’

How parents experience
communication and
express social behavior

How communication within
and across relationships
impacts parental identities

How collectivity, cultural
practices, and group
dynamics impact parental
identity

Self-image, feelings
about self, and self-
concept

How does the parent define herself
in a broad sense and in the
context of parenting a seriously
ill child?

How does the timing, context, tone,
and content of conversations with
the palliative team impact the
experience of parental identity
formation?

Identity formed in
social interactions
and communication
exchanges

How does the nature of the
relationship with the child’s
palliative team influence the
parent’s identity with the child,
the other family members, and
the medical team?

Social interaction,
relationships with
others, and
relational identity

The collective and
normative
agreement about
what defines good
parenting

How does society’s ascription of
parenting and the medical team’s
normative perspective on
parenting impact parental
identity?

Refs.!”1?

employment that required working in a location away from
Toby’s hospital room (paternal provider enacted identity).
CTI encourages identifying ‘‘identity gaps’’ to acknowledge
and address perceived role conflict. The palliative care team
helped Jacob explore and understand the good intention he
brings to the various layers of his fatherly identity to try to
help him feel less role conflict. The palliative team offered
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FIG. 1. Communicated theory of identity conceptual model.

to play voice recordings of Jacob reading to Toby in Toby’s
room to represent a virtual presence, to coordinate Toby’s
hands-on medical cares timed in a way to enable Facetime
calls between father and son during Jacob’s work breaks, and
to affirm Jacob’s love for Toby to his son when Jacob cannot
be physically present. The palliative care team helped Jacob
address his sense of ‘‘identity gap” by together recognizing
with him the ways that he is physically present for Toby and
also providing for Toby.

For some parents, ‘‘identity gaps’’ may occur when the
family’s public image within a large extended family or a
support group is established in a way that feels less congruent
with the family’s evolving goals as the child’s treatment tra-
jectory changes. A visual example would be wearing ““Cancer
Fighters” family T-shirts initially but when curative-directed
options narrow, this type of bold public identity becomes
historic compared with the quieter priority of comfort.

Palliative Team Communication Fostering
Positive Parental Identity

CTI lends itself to communication interventions by rec-
ognizing the parents of an ill child not just as stagnant unidi-
mensional “‘parent to child in Room 218 but as multilayered
vibrant individuals possessing multiple layers of identity. When
a trusted member of the palliative care team gently asks
about personal, relational, enacted, and communal identities
that parents may be experiencing either compatibly or in
conflict; palliative care teams may then better understand
ways to support the parenting experience. Suggested ways for
this inquiry have included the open-ended question: ‘“How do
you define your role as a parent?”” and ‘“How can your child’s
care team best support you in your parental role?”.° CTI
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considers these role-defining questions foundational to both
communication support and identity formation.

Communication builds, sustains, and modifies parent iden-
tity. CTI honors the idea of communication about parental
identity impacting parental relationships with the self, with the
ill child, and even with the child’s care team. Sometimes pal-
liative teams underappreciate the parent’s relational identity
with the palliative team members as part of their overall sense of
parenting identity. When humble and curious care team mem-
bers invest the time and energy to communicate with parents
about ways to support the parental role even in times of deci-
sional conflict, parents receive benefit to their parental identity.
Parents describe the encouragement and affirmation of their
parental role by care team members as sustaining and identity
affirming.*"*? According to CTI, communication with the
palliative team may be co-forming parental identity. Benefits to
the medical team include better understanding of potential pa-
rental role conflicts, improved capacity to identity gaps in care,
and insight into ways to provide personalized family care.

Conclusion

Toby’s palliative care team, known to Toby and Jacob for
many years, responded to Jacob’s questions by humbly asking
Jacob ““How do you define being a good dad to Toby?”” Jacob
was able to share his personal definition as “‘being there for
Toby even on the hard days, allowing Toby to share his
preferences and trying to respect his preferences, always
showing Toby I love him, and being strong for my son.” The
palliative team offered to support Toby and Jacob sharing their
personal preferences together in an interdisciplinary family
care conference. Before the family meeting, the chaplain and
social worker met with Jacob and Toby individually to review
their personal hopes, fears, and goals in preparation for sharing
with one another. Toby expressed wanting to go home, to be
with his dad and dog, and to make more memories with Jacob.
The team worked together with Toby and Jacob to ensure that
symptom support would be in place in the home setting and
helped to transition Toby home. The child life specialist
worked with Toby to create a ““What I Love Most About My
Really Amazing Dad” picture poster, which the team provided
to Jacob as a legacy gift three months later when Toby reached
a natural end of life at home in the arms of his father. In
bereavement, Jacob remains able to voice his sense of pride in
having been a good and loving parent.

Ultimately, parents of seriously ill children want and need
to know that they are parenting their loved child well. Parents
possess multiple layers of parental identities, including their
interpersonal relationship when communicating with their
child’s palliative care team. CTI offers an exploratory
framework to help parents’ identity their dynamic multifac-
eted parental identities through personal, relational, enacted,
and/or communal lenses. CTI may help palliative care team
members foster parental goals of obtaining their desired
“good parent” identity by communicating supportively
about parental hopes, identity gaps, and roles.
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