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ABSTRACT

Background

Guidelines from professional societies recommend that,
in situations of critically ill neonatal patients, goals-of-care
decisions be approached jointly by physicians and parents
and be based on medical information and parents’ values.
How to effectively engage in shared decision making in this
context is debated, however, and emerging evidence sug-
gests that clinicians and parents perceive these decisions
and their roles in decision making very differently.

Methods

Semistructured interviews were conducted with parents
(n=15) who had been given a critical antenatal diagnosis
and faced difficult decisions about their child’s care goals.
Parents of infants with a broad range of diagnoses, expected
poor prognoses, medical/surgical therapies, and medical

outcomes were enrolled. A coding scheme was developed
through an iterative process of reading transcripts and team
meetings. Each transcript was coded by two team members
who met to reconcile discrepancies.

Results

Parents reported many considerations when they made
goals-of-care decisions, including weighing the chances of
survival and acceptable quality of life, avoiding suffering,
ensuring all options were tried, remaining hopeful, and be-
ing a good parent. Although most parents trusted their care
team, many reported their values were in conflict with their
clinicians’ and that impacted their decision-making experi-
ence and generated negative emotions and distrust.

Conclusions
Parents of critically ill neonates consider a number of
values when making goals-of-care decisions for their infants.
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When parents’ and clinicians’ values differ, conflicts arise
that can result in negative experiences and distrust. Better
understanding of parents’ values by clinicians may reduce
conflicts and support shared decision making.

INTRODUCTION

Technological advances in newborn critical
care have improved survival among infants with
complex, life-threatening conditions, but con-
tinued difficulty remains in predicting which
infants will not survive, or will survive with
lifelong developmental impairments. When
outcomes are uncertain, professional guidelines
recommend that goals-of-care decisions be
made jointly by physicians and parents, based
on medical information and parents’ values.!
How to best achieve this in practice remains
unclear, and neonatologists struggle to effec-
tively engage in shared decision making in these
contexts.? Evidence suggests that clinicians
and parents perceive these decisions and their
roles in decision making differently,® and that
clinicians are poor at gauging parents’ prefer-
ences for how much responsibility for decisions
parents wish to bear.* Likewise, clinicians and
parents may hold starkly different personal
values that frame whether or not they perceive
a possible medical outcome as acceptable.

Because goals-of-care decision making in the
neonatal intensive care unit (NICU) is stressful
and emotionally charged, conflict within and
between families and clinicians often occurs.®
Disagreements about which course of action
aligns with the best interests of the infant can
be escalated by poor communication.” Failure to
listen and engage in discussion about differing
perspectives and values not only negatively im-
pact parents’ NICU experience—perhaps their
only memories of their child’s time alive—it
can lead to mistrust of the care team. Addition-
ally, when a care decision does not align with
parents’ values, a plan may be implemented
that fails to prioritize the outcomes they find
most important.® This can lead to serious long-
term implications for parents, including grief,
decisional conflict, and regret.®

To expand on the body of evidence regard-
ing parents’ perspectives on, and experience

with, complex decision making in the NICU, we
sought to investigate the values parents said af-
fected goals-of-care decisions when their infant
was hospitalized after a poor antenatal progno-
sis. We also characterized parents’ perceptions
of how the medical team elicited, understood,
and incorporated parental values into decision
making and how perceived parent/clinician
disagreements affected parental decision mak-
ing, experiences, and trust in their clinicians.

PATIENTS AND METHODS

Recruitment

We conducted semistructured interviews,
until thematic saturation was reached, with 15
parents from 2017 to 2018. There were 14 in-
terviews in total (including one wife-husband
dyad). Participants were identified through the
University of Michigan Health System parent
host email list, a voluntary list of parents who
have had infants in the NICU in the past and
are open to receiving correspondence; this ap-
proach was selected to reduce the possibility of
harm to potential participants by exacerbating
the emotional distress they experienced with
their child’s NICU hospitalization. Parents
were emailed, and those interested responded
with details about their child’s case and NICU
stay. Parents who met inclusion criteria were
contacted to schedule an interview. Participants
signed an informed consent form at the time
of the interview and received a $50 gift card.
This study was approved by the University of
Michigan Medical School Institutional Review
Board (HUMO00118383).

Semistructured Interviews and Materials

The interviews were in person, except
for three conducted via telephone because of
travel constraints. Given the variation in clinical
course and how long the participants wanted
to discuss their experience, the duration of
interviews varied substantially, ranging from a
half hour to almost three hours. The interview
guide was developed and refined with input
from of the all authors and focused on events
surrounding the parents’ NICU stay, how deci-
sions regarding their infant’s care were made,
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the values that informed those decisions, and
how they felt about the experience in retrospect.
The interviews were audio recorded and tran-
scribed.

Data Analysis

De-identified interview transcripts were
imported into Microsoft Excel (2016) for coding,
and descriptive statistics were completed by
authors CK and SK (see table 1). Construction-
ist thematic analysis of the data was conducted
using Braun and Clark’s approach.'® This type of
analysis considers themes robust when they are
distinct, coherent, and cohesive, relative to the
coded extracts and the entire data set.”* Codes
and themes were identified and refined by the
primary researchers (CK and SK) and refined
through discussion with all team members. All
interviews were independently read and coded
by two researchers (CK and SK); discrepancies
were reconciled at regular intervals by these
team members, with any remaining inconsisten-
cies resolved through discussion with the full
research team.

Research Team and Reflexivity

To ensure reflexivity, the research team
was comprised of interdisciplinary members,
including a practicing neonatologist and bio-
ethicist (SK), a lawyer and bioethicist (KSB), a
professor of learning health sciences and expert
in qualitative research (RDV), and a research
associate in bioethics with a background in
sociology (CK).

RESULTS

Participants’ demographics and summary
case data are presented in table 1. Additional
context and overviews of case details (as de-
scribed by parents) are provided in table 2.
Many parents were transferred to, or from,
another health system and shared their experi-
ences across multiple health systems. We identi-
fied several themes when parental values played
a central role: chance of survival, quality of life,
avoiding suffering, ensuring all options were
tried, and being a good parent. We also detected
themes related to the friction between parents

TABLE 1. Demographics and case details (n = 15)

Demographic n %
Gender
Parent females (by parent) 14 93
Neonate females (by neonate) 7 33
Age (by parent); mean = 34; SD = 5.4
21-30 4 27
31-40 8 53
> 40 3 20
Race (by parent)
White 14 93
Multi-racial 1 7

Education level (by parent)

Some college/associates degree 2 13
College degree 5 33
Advanced degree 1 7
Studying for college or advanced degree 3 20
Not disclosed 4 27
Employment status (by parent)
Employed 6 40
Not employed 2 13
Not disclosed 7 47
Weeks of pregnancy at birth (by case)
23-24 3 21
25-26 4 28
27-28 3 21
29-30 1 7
31-32 1 7
37-40 1 7
C-sections (by case) 11 79
Singleton versus twin (by case)
Singleton 7 50
Twins 7 50
Outcomes (by case)
Singleton—survived 3 21
Singleton—died 4 29
Twins—both survived 2 14
Twins—1 survived, 1 died 5 36
Home medical needs (by surviving infant)
Tracheostomy with home mechanical ventilation 3 25
G-tube feeds 2 17
Ages of surviving children (by surviving infant)
<1 year 3 25
2 years 2 17
3 years 1 8
4 years 3 25
6 years 1 8
> 10 years 1 8
NOTE

There were 14 cases/interviews, including one wife and husband pair, 21
neonates, and 7 pairs of twins. There were 12 surviving infants.
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and clinicians caused by perceived differences
in values and in the (un)cer-tainty of progno-
ses. Many parents felt that their opinion on the
role their values should play in the decision-
making process differed from the opinion of
the medical team. Parents reported feeling that
their clinicians focused too narrowly on chance
of survival, quality of life outcomes, and suffer-
ing, and dismissed the importance of the other
values parents held in making decisions. This
difference led to conflict, mistrust, and negative
experiences for parents. Additionally, parents
often felt judged by their medical team. Several
recalled clinicians labeling them as “selfish,”
“in denial,” and “inhumane” for making choices
different than what were recommended. Major
themes are depicted in figure 1.

Parents’ Values Around Chance of Survival
Parents often described wanting to know

their infant’s chance of survival when faced

with goals-of-care decisions:
As a data person, that’s the first thing I
wanted to hear. Like, what is the data? What
are the statistics? What are the outcomes?
And the outcomes were very poor. . . . They
gave us a 3 percent chance [of survival]. And
even with that, it would have been [with]
catastrophic disabilities. [ . . . ] And so, I
read the studies, and I also just met with a
lot of women who were in the same experi-
ence as I was with early water breaking, or
PPROM [preterm premature rupture of the
membranes], and some of them had posi-
tive outcomes and so we decided to move
forward. [Parent 7]

Although some parents acknowledged that
outcome data were an important consideration,
many reported that a low probability of sur-
vival did not dissuade them from choosing to
continue the pregnancy or opting for a trial of
therapy. They reported valuing outcomes like
meeting their baby alive, having time with their
baby, and pursuing an opportunity that offered
a chance of survival. Parents also described
making decisions to maximize the chance of
these outcomes even when it incurred risk of
maternal health complications:

And I said, “I get your reasoning, [a C-sec-
tion is] a major surgery and whatnot, but I
want the best possible chance to meet him
alive.” [Parent 1]

Values Conflicts Around Chance of Survival
When parents chose to pursue therapies
that offered the opportunity for survival and
the chance to meet their child alive when phy-
sicians recommended comfort care, parents
were frustrated when they felt their physicians
misattributed their goals to poor comprehen-
sion of survival probabilities. When there were
disagreements, parents reported that physicians
exhibited behaviors that were dismissive, rude,
and interfered with the therapeutic relationship:
The doctors were not supportive of the
decision [to continue the pregnancy], no.
They were very clear that we should termi-
nate. That that’s what the protocol stated.
[ ...] Based on the data they had and the
survivability of both of us, or either of us, I
understand logically where it was, but it felt
more like, just check the box. “Okay, she’s
[ruptured at] 18 weeks, this is protocol, just
go.” And that part, I think, felt dismissive.
[Parent 7]

Parents’ Values Around Quality of Life

All parents discussed quality of life as a
factor in their decisions around goals of care at
delivery and in the NICU, but held varying per-
spectives on what they considered acceptable.
Some parents expressed that they just wanted
their child to be happy, or a part of their family,
even if they had significant deficits:

I just said to God . . . I don’t care if he is

a baby that drools the rest of his life, and

that’s all I get to do. I want to care for him.

[Parent 5]

Other parents had clear limitations on what
neurodevelopmental outcomes or long-term
technology needs they prospectively considered
to be a substantive quality of life, although the
thresholds they described varied between par-
ents:

We made the conscious decision of we

didn’t want a child that was dependent on
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machines to live their life because in our
opinion that was no way to live. [Parent 9]

Values Conflicts Around Quality of Life
Parents generally said that they believed the
medical team’s predictions and had realistic
expectations for their child’s quality of life, and
emphasized that these aspects were carefully
weighed as they made decisions. Thus, parents
were distressed when they felt that their clini-
cians assumed that they failed to understand,
acknowledge, or thoughtfully consider quality
of life:
Two weeks after [Baby 2] died, we were sat
down at one of our meetings and we were
told that we were being selfish. That [Baby
1] would have no quality of life. That . . . the
only reason [Baby 1] was still on a ventila-
tor in the NICU was because we didn’t want
to feel the pain of losing another child. . . .
At the time there was a 35 percent chance
of survival at 23 weeks and there was a 95
percent chance of life-altering disability. We
were told “never walk, never talk, never see,
never hear.” Furthermore, he will never be

out of a medical facility, off of a ventilator
ever in his life . . . we were just being self-
ish to not [choose comfort care]. [Parent 5]

Parents’ Values Around Avoiding Suffering
Parents described the desire to avoid suffer-
ing as one of many value-laden considerations
they had to balance in their decision-making
process:
I think right then we were put into that mo-
ment of this might not be a survivable thing
and if it’s not, do we want to just draw it out
if he’s suffering? I think almost from day one
we were thinking about we don’t want him
to suffer. [Patient 6]

Notably, in most cases, when parents ob-
served or believed that their infant was in pain,
they made decisions to not pursue additional
intensive therapies to avoid prolonging suffer-
ing:
My friend had said, “When they start doing
things to your son and you cry because it
bothers you or your child cries in pain, then
you know,” and that time had come. I just

FIGURE 1. Values-based considerations, and emphasis by parents in clinicians, as reported by parents for goals-of-care decision mak-

ing for their critically ill infant

Values Parents Perceived
to be Emphasized
by the Medical Team

Persanal/
Professional

Chance of
Survival

Experiences,
Beliefs, and
Preferences*

Quality of Life

Outcome
Data

Avoiding
Suffering

Values Parents Perceived
to be De-emphasized
by the Medical Team

Ensuring all
Options were
Tried

Personal
Experiences,
Beliefs, and
Preferences

Remaining
Hopeful

Being a Good
Parent

* Experiences, beliefs, and preferences that affect values around “chance of survival,” “quality of life,” and “avoiding suffering” differ

between clinicians on the medical teams and parents.
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knew more poking, prodding, and dialysis;
it just was not the right thing. . . . [Patient 1]

Values Conflicts Around Avoiding Suffering
Parents also often felt that the clinical team
did not realize how seriously they had consid-
ered their child’s suffering. Parents felt judged
when they felt that clinicians chastised them for
making decisions that did not prioritize their
child’s comfort:
One of the surgeons came in and said, “I
have kids, and I would never do this to my
child if I knew [ was gonna put them through
a painful open heart surgery, and they were
gonna die anyways. I think I would do the
humane thing.” [Parent 1]

Parents’ Values Around Ensuring
All Options Were Tried
Many parents expressed that they wanted to
ensure that all reasonable options to give their
child a chance of survival were tried.
I felt like if there was any kind of chance, it
was worth trying. [Parent 4]

Parents sometimes pursued these options to
avoid any lingering doubts. This helped parents
when they were making decisions to focus on
comfort care goals and allowed them to man-
age regret:
So we have no regrets, we did everything
we could. . .. We didn’t say, “Oh, I wonder
if we would’ve done that [surgery]?” There
is none, we are 100 percent solid. [Parent 1]

Values Conflicts Around Ensuring
All Options Were Tried
Many parents reported conflicts arose when
members of the care team did not understand or
honor their request to ensure all options were
tried. At times, parents perceived that their phy-
sician’s excessive focus on the low probability
of survival signified that they were no longer
trying to achieve the same care goals. This af-
fected parents’ trust in the medical care team:
And they just kept saying, “We just don’t
think she’s going to make it.” [ ... ] My
problem is that they never—because they

thought she was going to die—they did not
fight hard to find out why her CO, was 200.
[Parent 12]

Likewise, they became frustrated when
members of the care team pushed for redirection
of care before all options had been tried:

So T just flat out asked him. I'm like, so are

you at the point that if we don’t agree to

take him off the ventilator, that he’s dying
anyway? . . . if we say, no, are we at a point
that you could take us to court and get him
removed? . . . This doctor leans back and
goes, “oh no, we’re not there, but we just
need you to know.” I'm like, “don’t you ever
come back to me again and tell me to take
him off the ventilator until we are there.”
[Parent 5]

Parents’ Values Around Remaining Hopeful
Nearly all parents described that continu-
ing to remain hopeful for their child was very
important to them. Often, parents hoped that
their child would have a good outcome even
if they were told it was unlikely or impossible.
Parents articulated that this hope was not rooted
in misunderstanding or denial of the prognosis,
but rather in loving their child:
Hope is all you have. I will never regret, even
if she had passed, neverregret having hope
that she wouldn’t. [Parent 12]

Values Conflicts Around Remaining Hopeful
Several parents described negative inter-
actions with the medical team when they felt
their clinicians were not engaging in, or were
actively discouraging, their hopefulness. They
felt clinicians misattributed their continued
hope to denial:
They did not want to talk about [Baby 2].
They kind of made me feel like I was in de-
nial about him surviving, so I forced them
into the conversation anyway, even though
they didn’t want to talk about it . . . they
kind of entertained it a little bit, but not
really. I remember specifically saying, you
know, when [Baby 2] shocks you all, and
pulls through this, and I had said something
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about [his life] in the future. They just kind
of chuckled and then went back to [Baby
1]. [Parent 4]

Parents’ Values Around Being a “Good Parent”

Interwoven with many of the values men-
tioned above were reports that being a “good
parent” to their child was important in making
medical decisions around goals of care. Parents
described what a parents’ role for a critically
ill newborn entailed, including advocating for
their child as an individual; loving, caring, for
or sacrificing for their child; and not “giving
up” on their child (see table 3).

Values Conflicts Around Being a
“Good Parent”

Several parents remarked that when they
perceived values differences between them-
selves and clinicians, it was their responsibility
as “a good parent” to advocate for their child’s
best interest. They recalled these interactions
as tense and sometimes adversarial.

I think I made a name for myself in that

NICU a little bit, because I got very edgy

at that point. [ . .. ] I didn’t care anymore,

and I didn’t hold back and I didn’t let them
shut me down on my ideas anymore. I really

fought for him. [Parent 4]

DISCUSSION

Our study eliciting parents’ values on com-
plex decision making for infants in the NICU
who were anticipated to have poor prognosis
adds to the growing body of literature on this
topic. Additionally, it characterizes how clini-
cians’ failure to understand and acknowledge
the importance of parents’ values creates con-
flict and hinders shared decision making in
goals-of-care decisions. These themes provide
a unique window into how parents bring their
values to these decisions and how they perceive
values conflicts with clinicians. For example,
parents reported feeling dismissed or judged
when their values did not align with those of
their child’s clinicians, and that this impacted
their trust in the team and experience in the
NICU. These findings have broad implications

for how neonatal clinicians may better engage
parents in shared decision making for goals of
care in these situations.

Parents in our study reported they weighed
a variety of factors when they faced making
decisions, including chance of survival, quality
of life, avoiding suffering, ensuring all options
were tried, having as much time with their child
as possible, remaining hopeful, and being a
good parent. Prognostic predictions regarding
survival and long-term morbidity were appreci-
ated by parents in our study, but their decisions
often were ultimately guided by other consid-
erations. A systematic review of parents’ com-
munication needs for antenatal counseling for
extreme prematurity by Kharrat and colleagues
noted that multiple studies of parents reported
that parents expect to receive this morbidity
and mortality risk information.'* Decisions to
provide resuscitation at delivery or to continue
supportive therapies and interventions were
often made even when prognosis was poor, and
parents noted that their consideration of a low
chance of survival was tempered against their
values of “remaining hopeful” and “ensuring
all options were tried.” A qualitative study by
Arnolds and colleagues noted that when parents
were optimistic and hopeful, it did not reflect a
failure to understand their child’s risk of death.*?
A feeling that it is unacceptable to give up a
chance at life has been reported in other stud-
ies of parents of critically ill children. Brooten
and colleagues found that parents whose child
had died were comforted by the knowledge that
“everything” was tried.”® Our data further sup-
port the observation that outcome data may be
more helpful to parents in framing expectations
than in making decisions.®

Quality of life was noted as influential in de-
cision making by all of the parents in our study,
although parents differed in what they consid-
ered to be acceptable. When they perceived
conflicts with clinicians, it was generally that
they found potential outcomes more acceptable
than their clinicians did. This is consistent with
the findings of Saigal and colleagues, who noted
that clinicians rated disabled states worse than
death more often than parents did.” Ferrand
and colleagues found that parents project a good
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quality of life for their infants that is indepen-
dent of the risk of disability, and that attending
school, building friendships, and building a
family were more important considerations
than physical illness, neurodevelopmental im-
pairment, or decreased life expectancy.'® While
parents in our study valued avoiding suffering
for their infant, this was balanced against their
desire to have more time with their infant.

TABLE 3. Quotes on being a “good parent”

Advocating for child as an individual

You know, the medical staff all had the statistics and the
numbers and the data and the protocols, but our kid was unique
and we just wanted to make sure we were representing him as an
individual.[ ...] It just goes back, like | said, you are your child’s
advocate. And being present. [Parent 7]

Loving, caring for, and making sacrifices for child

[The doctor] said, “You just be mom. That’s all you need to
be is be mom and love him and kiss him and touch him.” | think
that was great advice to give to any parent. Just be mom and dad.
You'll never regret that. [Parent 6]

[Mother on bedrest]: Just sit still. Just don’t do anything. Like,
just sit, like never again. You are going to be nursing; you're going
to be bottle feeding [ ... ] youre going to take them to school; you're
going to go to basketball. That's what shifted my mind. Like | can
lay here, I can lay there for them, like this is going to be what
| do for them. [Parent 5]

Not giving up on child

They said there’s only a 15 percent chance of them coming
out with no issue after a grade four [brain bleed)], that’s relatively
low. How do you make a decision like that? [ . . .] If someone
can't tell us [definitively] that she’s going to be a vegetable, [ ...]
and there’s still hope that she can relatively have somewhat of a
normal life, how do you make a decision and say pull the plug?
I’'m your child, how do you do that? [Parent 10]

So the day went on, and around 8:30 PM, they told us it was
time to come in and say goodbye. We would have to tell them,
basically, when to turn the machine off, which was something | was
not ready or willing to do. But we did get to hold him.We had some
family with us. We actually did not have to turn the machine off.
He passed on his own while he was on the ventilator. So we felt
really lucky for that. Very, very lucky. [Parent 13]

Parents in our study described the impor-
tance of being a good parent when they faced
complex decisions in the NICU, which included
“loving, caring, and sacrificing for,” “advocating
for,” and “not giving up on one’s child.” While
these subthemes overlap with similar ones
identified in studies of good-parent beliefs in
parents of seriously ill pediatric patients,'® there
are some nuanced differences between those
and our findings. Loving and caring for their
seriously ill child was emphasized by parents as
important in fulfilling the parental role, similar
to the parents in other studies.?® While these
studies have noted “putting my child’s needs
above my own when making healthcare deci-
sions” as a consideration, this differs somewhat
from the situations described as “sacrificing for
one’s child” described by parents in our study.
Since only limited studies have focused on
parents’ fetal and neonatal decision making,
rarely have the parents faced situations when
they could make decisions to imperil their own
health for the sake of their children. Expectant
parents may face decisions during pregnancy,
such as whether to pursue fetal interventions
and surgery, or when and how to deliver, in
which risks to the pregnant person’s own health
may be weighed against potential benefits to
their unborn child. The impact of good-parent
beliefs on these decisions warrants further study
in this population.

The subtheme of “not giving up on one’s
child” was emphasized by parents in our study
as an obligation of being a good parent to their
child, distinct from their desire “to ensure all
options were tried” for their own piece of mind
or for their ability to cope with the death of
their child in the long term. This has similari-
ties to the attribute of “focusing on my child
having as long a life as possible,” which was
identified in previous studies of good-parent
beliefs,* but not ranked among the highest
priority good-parent attributes by parents.*?
Lastly, “advocating for one’s child” has been
noted in the past as central to the good-parent
role,” but in our study parents described their
advocacy role less in terms of getting the medi-
cal team to fulfill their child’s wants and needs,
and more ins regard to pushing for their values
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and considerations to be central in goals-of-care
decision making, especially when they felt the
medical team imposed conflicting values. For
this reason, the importance of good-parent be-
liefs and their relationship to parental coping in
situations of values conflicts between families
and medical care teams in the NICU should
be further explored. Clinicians may give such
factors—more informed by parents’ individual
values than clinical data—relatively little con-
sideration, making them a possible locus of
values conflicts. Several studies of parents and

decision making, and lend support for an indi-
vidualized, values-based approach to counsel-
ing. Counseling should consider the unique
characteristics of the infant and the specific
circumstances of the pregnancy/delivery and
hospitalization and use sensitive and support-
ive language and behaviors with families in the
NICU.*®

Our study has limitations, particularly
regarding potential recruitment and participa-
tion biases in our methods. We recruited from
parents who were willing to stay engaged in the

Our findings reinforce the importance of
collaborative communication centered around
values in decision making, and lend support
for an individualized, values-based
approach to counseling.

clinicians have observed that physicians pro-
vide information in counseling that focuses on
the medical outcome of the infant rather than
values about those impacts within the context
of the family.** Additionally, clinicians focus
on outcomes derived from research studies that
evaluate the efficacy of therapies that may not
be meaningful to parents.?®

Parents who perceive that their clinicians
are withholding information, or are presenting
unfounded, overly optimistic, or pessimistic
survival predictions, feel manipulated and
lose trust in their care team.*® Each of these
problems—and efforts to resolve them—may
be exacerbated if parents believe clinicians
have dismissed their goals as the product of
ignorance or selfishness (as reported by several
parents in our study). Although there has been
limited exploration of the role of values conflicts
on parents’ experiences with decision making
in the NICU, several past studies have noted
that trust can be undermined or facilitated by
communication around decision making.*” Our
findings reinforce the importance of collabora-
tive communication centered around values in

hospital’s parent host program, and enrolled
those willing to speak with us about their
experiences and values in an effort to protect
vulnerable patients. Despite this, we were able
to achieve our recruitment goal of parents of
infants with diverse diagnoses with serious
prognoses. Nearly half of the infants died, and
several of the survivors were unaffected or less-
affected twins; 10 of the 15 parents interviewed
experienced death of at least one of their new-
borns, and three of the 12 survivors went home
on mechanical ventilation. This recruitment
strategy, however, may have limited our abil-
ity to enroll patients of diverse backgrounds.
Participants in our study were largely White,
educated at a college level or higher, and all Eng-
lish speaking. Although our participants were
demographically similar to our hospital NICU
patient/family population, which more than 70
percent White, the growing body of evidence
regarding how clinician/family relationships
impact neonatal outcomes,* coupled with barri-
ers to building collaborative relationships® cre-
ated by the complex relationship between race,
language, and other demographic factors, make
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itimperative to identify whether value conflicts
are escalated in situations when families differ
from their clinicians racially or culturally. Our
finding that parents experience values conflicts
that resulted in mistrust in the care team, even
when they were not of racially minoritized or
historically marginalized background, is per-
plexing, and we speculate that these barriers
to collaborative care may be worse in other
populations. Additionally, all but one of our
participants were mothers, which limited our
findings’ generalizability to shed insight into the
experiences of men/fathers in these situations.

For some participants, considerable time
had elapsed since their hospitalization, and
their recollections from their NICU experi-
ence may be inaccurate and altered by their
reflections since their child’s discharge or
death. Ultimately, it is parents who must live
with the memories of their child’s time in the
NICU, and how they recall decision making
and their interactions with the medical team
around decision making may be more impor-
tant to understanding the experience of parents
in these situations than objective specifics of
what actually happened. We also did not query
the perspective of the clinicians who worked
with these patients to better understand their
perceptions of the conflicts that were reported
by parents. If parents—the ones who must
live with these decisions and memories—feel
unsupported, that is a problem whether or not
clinicians contest the etymology of this feeling.
A larger, multisite recruitment and recruitment
of parent-clinician dyads may address some of
these challenges in future research. Additional
research is also needed to gain insight into cli-
nicians’ perspectives and how they align with
those of parents and to examine how parents’
values may change over time—prior to, during,
and after their experience in the NICU.

While we cannot generalize these explorato-
ry qualitative findings to the broader population
of parents who have had critically ill neonates,
we did find that, despite having diverse expe-
riences, our participants converged on many
of the same values and themes, and that these
themes reflected previous findings in the litera-
ture about parents’ values.

RECOMMENDATIONS FOR PRACTICE

Based on these findings, we recommend
that clinicians who engage in counseling and
goals-of-care decision making for critically ill
neonates antenatally and throughout the NICU
course should:

1. Self-reflect to identify their own values and
consider how these values may bias how
they perceive possible outcomes, counsel
about these outcomes in decision making,
and make recommendations to parents in
goals-of-care decisions.

2. Recognize the plurality of values and per-
spectives considered in decision making
and the broad range of what outcomes in-
dividuals may consider acceptable in care
decisions for critically ill neonates.

3. Acknowledge uncertainty and limitations
to prognostic prediction with humility and
provide honest counseling that encourages
parents to consider the possibility that cer-
tain outcomes will occur, and what these
possible outcomes might mean for their
child and family.

4. Offer parents all ethically permissible treat-
ment options as warranted by the situation
and accept their decisions, even if they are
counter to medical recommendations.

5. Communicate respectfully, with empathy,
and support parents’ hope and their ability
to feel they are being “good parents.”

CONCLUSION

Parents identify chance of survival, qual-
ity of life, avoiding suffering, ensuring that all
options were tried, and being a good parent as
important in considering medical decisions for
their infants. While parents will have different
perspectives on what outcomes are acceptable
based on their values, nearly all of the parents
we interviewed considered a similar set of
values when they made decisions. Conflicts
arose when parents felt their clinicians failed
to understand, acknowledge, or incorporate
their values in goals-of-care decision making.
Medical decisions for critically ill neonatal
patients must align with parents’ values. A
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thorough understanding of parents’ values, as
well as identification and self-reflection about
clinicians’ own values and how they impact
these conversations, are necessary to support
engagement in these challenging situations.

CONTRIBUTORS’ STATEMENT

Dr. Kukora conceptualized and designed
the project, codeveloped the interview guide
and coding scheme, performed qualitative
analysis, wrote the initial draft, and revised the
article. Mr. Krenz interviewed the majority of
participants, codeveloped the coding scheme,
performed qualitative analysis, and revised
the article. Professors Spector-Bagdady and De
Vries interviewed participants, codeveloped the
interview guide and coding scheme, assisted
with qualitative analysis, and critically revised
the article. All of the authors approved the final
article as submitted and agree to be accountable
for all aspects of the work.

NOTES

1. A.A. Kon et al., “Shared Decision Making in
ICUs: An American College of Critical Care Medicine
and American Thoracic Society Policy Statement,”
Critical Care Medicine 44 (2016): 188-201.

2. ].D. Lantos, “Ethical Problems in Decision
Making in the Neonatal ICU,” New England Journal
of Medicine 379 (2018): 1851-60.

3. M.E. Lemmon et al., “Neurologic Outcome
After Prematurity: Perspectives of Parents and Clini-
cians,” Pediatrics 144 (2019): e20183819.

4.].A.F. Zupancic, “Characterising doctor-parent
communication in counselling for impending pre-
term delivery,” Archives of Disease in Childhood—
Fetal and Neonatal Edition 87 (2002): 113F -7; U.
Guillén et al., “Evaluating the Use of a Decision Aid
for Parents Facing Extremely Premature Delivery: A
Randomized Trial,” Journal of Pediatrics 209 (2019;):
52-60.el.

5. S.K. Kukora and R.D. Boss, “Values-based
shared decision-making in the antenatal period,”
Seminars in Fetal and Neonatal Medicine 23 (2018):
17-24.

6.]. Jasper, “Whose Child Is It Anyway? Resolv-
ing Parent-Physician Conflict in the NICU Setting,”
American Journal of Perinatology 20 (2003): 373-

80; A.E. Kopelman, “Understanding, avoiding, and
resolving end-of-life conflicts in the NICU,” Mount
Sinai Joural of Medicine 73 (2006): 580-6; L.A. Laing,
“Conflict resolution in end-of-life decisions in the
neonatal unit,” Seminars in Fetal Neonatal Medicine
18 (2013): 83-7.

7. J. Jasper, “Whose Child Is It Anyway?” see
note 6 above.

8. A.G. Mulley, C. Trimble, and G. Elwyn,
“Stop the silent misdiagnosis: Patients’ preferences
matter,” British Medical Journal 345 (2012): 345,
d0i:10.1136/bmj.e6572.

9. L. Caeymaex et al., “Living with a Crucial
Decision: A Qualitative Study of Parental Narratives
Three Years after the Loss of Their Newborn in the
NICU,” PloS One (2011): 6: €28633; R.L. Hickman,
B.J. Daly and E. Lee, “Decisional conflict and regret:
Consequences of surrogate decision making for the
chronically critically ill,” Applied Nursing Research
25 (2012): 271-5.

10. V. Braun and V. Clarke, “Using thematic
analysis in psychology,” Qualitative Research in
Psychology 3 (2006): 77-101.

11. Braun and Clarke, ibid.; M. O’Reilly and N.
Parker, “ ‘Unsatisfactory Saturation’: A critical ex-
ploration of the notion of saturated sample sizes in
qualitative research,” Qualitative Research 13 (2013):
190-7.

12. A. Kharrat et al., “ Antenatal Consultations at
Extreme Prematurity: A Systematic Review of Parent
Communication Needs,” Journal of Pediatrics 196
(2018): 109-15.e7.

13. M. Arnolds et al., “Worth a Try? Describing
the Experiences of Families during the Course of
Care in the Neonatal Intensive Care Unit When the
Prognosis is Poor,” Journal of Pediatrics 196 (2018):
116-22.e3.

14. B.T. Edmunds et al., “Prospective parents’
perspectives on antenatal decision making for the
anticipated birth of a periviable infant,” Journal
of Maternal-Fetal & Neonatal Medicine 32 (2019):
820-5; R.D. Boss et al., “Values parents apply to
decision-making regarding delivery room resuscita-
tion for high-risk newborns,” Pediatrics 122 (2008):
583-9; C.I. Roscigno et al., “Divergent Views of Hope
Influencing Communications Between Parents and
Hospital Providers,” Qualitative Health Research 22
(2012): 1232-46; B.S. Brinchmann, R. Fgrde, and P.
Nortvedt, “What matters to the parents? A qualitative
study of parents’ experiences with life-and-death
decisions concerning their premature infants,”
Nursing Ethics 9 (2002): 388-404; P. Schlomann and
S. Fister, “Parental perspectives related to decision-
making and neonatal death,” Pediatric Nursing 21



Volume 3, Number 2

The Journal of Pediatric Ethics 59

(1995): 243-27, 254; C.L. Wraight, J. McCoy, and W.
Meadow, “Beyond stress: Describing the experiences
of families during neonatal intensive care,” Acta
Paediatrica 104 (2015): 1012-7.

15. D. Brooten et al., “The parent perspective:
‘Being a good parent’” when making critical deci-
sions in the PICU,” American Journal of Hospice &
Palliative Care 30 (2013): 40-9.

16.].D. Lantos, “What is the Purpose of Antenatal
Counseling?” Journal of Pediatrics 196 (2018): 8-10.

17.S. Saigal et al., “Differences in preferences for
neonatal outcomes among health care professionals,
parents, and adolescents,”Journal of the American
Medical Association 281 (1999): 1991-7.

18. A. Ferrand et al., “Resilience Rather than
Medical Factors: How Parents Predict Quality of Life
of Their Sick Newborn,” Journal of Pediatrics 200
(2018): 64-70.e5.

19. J. Hellmann et al., “Withdrawal of artificial
nutrition and hydration in the neonatal intensive
care unit: Parental perspectives,” Archives of Disease
in Childhood—Fetal and Neonatal Edition 98 (2013):
F21-5.

20. C. Feudtner et al., “Good-Parent Beliefs of
Parents of Seriously Ill Children,” Journal of the
American Medical Society Pediatrics 169 (2015):
39-47; M.S. Weaver et al., “ ‘Good-Parent Beliefs’:
Research, Concept, and Clinical Practice,” Pediatrics
145 (2020): e20194018; T.W. October et al., “The
parent perspective: ‘Being a good parent’” when
making critical decisions in the PICU,” Pediatric
Critical Care Medicine 15 (2014): 291-8; P.S. Hinds
et al., ““Trying to Be a Good Parent’ As Defined By
Interviews With Parents Who Made Phase I, Ter-
minal Care, and Resuscitation Decisions for Their
Children,” Journal of Clinical Oncology 27 (2009):
5979-85.

21. Feudtner et al., “Good-Parent Beliefs,” see
note 20 above; October et al., “The parent perspec-
tive,” see note 20 above; Hinds et al., “‘Trying to Be
a Good Parent,” see note 20 above.

22. Feudtner et al., “Good-Parent Beliefs,” see
note 20 above.

23. October et al., “The parent perspective,” see
note 20 above; Hinds et al., ““Trying to Be a Good
Parent,” see note 20 above.

24. Lemmon et al., “Neurologic Outcome After
Prematurity,” see note 3 above; R.D. Boss et al., “Family
Conferences in the Neonatal ICU: Observation of Communi-
cation Dynamics and Contributions,” Pediatric Critical Care
Medicine 17 (2016): 223-30.

25. E.M. Weiss, S. Kukora, and K.J. Barrington,
“Use of composite NICU research outcomes for goals

of care counselling creates ethical challenges,” Acta
Paediatrica 110, no. 12 (December 2021): 3251-4,
doi: 10.1111/apa.16018.

26. Brooten et al., “Parent’s Perceptions of Health
Care Providers Actions Around Child ICU Death:
What Helped, What Did Not,” American Journal of
Hospice and Palliative Medicine 30. no. 1 (February
2013): 40-9. doi: 10.1177/1049909112444301; V. Xaf-
is, D. Wilkinson, and J. Sullivan, “What information
do parents need when facing end-of-life decisions for
their child? A meta-synthesis of parental feedback,”
BMC Palliative Care 14 (2015): 19; L.D. Wocial, “Life
support decisions involving imperiled infants,” Journal of
Perinatal & Neonatal Nursing 14, no. 2 (September
2000): 73-86.

27. Roscigno et al., “Divergent Views of Hope
Influencing Communications,” see note 14 above;
Brooten et al., “Parent’s Perceptions of Health Care
Providers Actions,” see note 26 above; T.T. Moro
et al., “Parent decision making for life support for
extremely premature infants: From the prenatal
through end-of-life period,” Journal of Perinatal &
Neonatal Nursing 25 (2011): 52-60.

28. T. Daboval, S. Shidler, and D. Thomas,
“Shared Decision Making at the Limit of Viability:
A Blueprint for Physician Action,” PLoS One 11
(2016): doi:10.1371/journal.pone.0166151; M.F. Ha-
ward et al., “Personalized Decision Making: Practi-
cal Recommendations for Antenatal Counseling for
Fragile Neonates,” Clinical Perinatology 44 (2017):
429-45; K. Kavanaugh et al., “Supporting Parents’
Decision Making Surrounding the Anticipated Birth
of Extremely Premature Infant,” Journal of Perinatal
& Neonatal Nursing 23 (2009): 159-70: J. Guon et
al., “Our children are not a diagnosis: The experi-
ence of parents who continue their pregnancy after
a prenatal diagnosis of trisomy 13 or 18,” American
Journal of Medical Genetics Part A, 164 (2014): 308-
18; F. Miquel-Verges et al., “Prenatal Consultation
With a Neonatologist for Congenital Anomalies:
Parental Perceptions,” Pediatrics 124 (2009): e573-
e579; M.F. Haward, J. Lantos, and A. Janvier for the
POST Group, “Helping Parents Cope in the NICU,”
Pediatrics 145 (2020): e20193567.

29. R.D. Boss, “Building Relationships in the
Neonatal Intensive Care Unit to Improve Infant
Outcomes,” Patient Education and Counseling 104,
no. 7 (2021): 1503-04, https://doi.org/10.1016, j.pec.
2021.05.004.

30. J.J. Miller, J.R. Serwint, and R.D. Boss,
“Clinician-family relationships may impact neonatal
intensive care: Clinicians’ perspectives,” Journal of
Perinatology 41 (2021): 2208-16.



