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Parents and clinicians caring for premature infants face high-stakes and timesensitive decisions about care. We aimed to characterize how parents and clinicians discuss
outcome in the context of decision-making for premature infants.

BACKGROUND:

abstract

In this qualitative descriptive study, we used a case-based, prospective design. Cases
of extreme prematurity were targeted. Parents and clinicians completed semistructured
interviews about care decisions longitudinally in the ﬁrst year of life. Interview data were
analyzed by using directed content analysis.

METHODS:

Sixteen parents and 53 clinicians of 10 infants completed 178 interviews (n 5 115
parent; n 5 63 clinician). Two primary themes emerged. First, parents and clinicians
discussed prognostic information differently from each other. Parents focused on whether
their infant would survive, whereas clinicians concentrated on neurologic outcome and the
potential for life with disability. Parent discussion of the future was broad and rooted in hope
and spirituality. Clinician prognostic language was narrowly focused and probabilistic. Second,
we identiﬁed barriers and facilitators to a shared understanding of infant outcome. Clinicians
perceived that parents were unaware of or unable to process important information about the
big picture. Parents valued consistent therapeutic relationships; transitions of care and
underused roles of the care team undermined this consistency. Clinical uncertainty forced
parents and clinicians to “wait and see” about the future.

RESULTS:

Parents and clinicians discuss and weigh information about the future differently
from each other as they consider choices for extremely premature infants. Future work should
characterize the impact of these differences on prognostic communication and decisionmaking.

CONCLUSIONS:
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WHAT’S KNOWN ON THIS SUBJECT: Parents and
clinicians of premature infants often face life-anddeath decisions. Little is known about how parents and
clinicians discuss, understand, and weigh prognostic
information when making high-stakes and timesensitive choices.
WHAT THIS STUDY ADDS: Parents and clinicians
discuss and weigh prognostic information differently
from each other as they consider choices for
premature infants. Whereas parents focus on survival,
hope, and spirituality, clinicians concentrate on future
neurologic outcome and the potential for disability.
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ARTICLE

Parents and clinicians caring for
premature infants are often faced
with high-stakes and time-sensitive
decisions about care: whether to
place a gastrostomy tube, when to
consider withdrawal of life-sustaining
treatment, or how to balance the
possibility of death with the potential
for life with disability. These
decisions often hinge on parent and
clinician understanding of infant
outcome; however, little is known
about how parents and clinicians
discuss, understand, or weigh
prognostic information as they make
decisions.
Despite advances in neonatal care,
many extremely premature infants
die or experience
neurodevelopmental impairment.1–3
The range of neurodevelopmental
impairment can vary dramatically,
from children with isolated
impairment in a single domain to
children with profound intellectual
disability and quadriplegic cerebral
palsy. Despite a growing literature in
prognostication for premature
infants, it remains challenging to
provide tailored prognostic estimates
to families. It is also unclear if and
how parents use information about
the future to make decisions or
what outcomes matter most as they
do so.4,5
Studies of decision-making in adult
critical care suggest that surrogates
and clinicians do not always have
a shared understanding of a patient’s
prognosis.6–9 Although this
discordance may sometimes be
related to misunderstanding medical
information,6 caregiver perception of
a prognosis is inﬂuenced and guided
by personal values, hopes, and
spiritual beliefs.6,9,10 In the NICU
setting, a study of family conferences
about prognostication showed that
prognostic disclosure was typically
broad and optimistic and lacked
detail regarding implications for
future infant health or quality of life.
At the end of these conferences,
parents and clinicians shared

a concordant understanding of future
infant outcome in only 2 of 19
cases.11 Other qualitative studies
report that mothers of infants in the
NICU may underestimate the severity
of their infant’s illness compared with
clinician estimates,12,13 and whereas
clinicians may focus on the delivery of
medical information, parental
decision-making is guided by religion,
spirituality, and hope.14 Parents and
clinicians bring valuable,
complementary perspectives to
caring for premature infants;
understanding how these
perspectives differ is necessary to
inform how to best align parentclinician understanding of an infant’s
future.
Here, we aimed to characterize the
ways parents and clinicians describe
neurologic prognosis when discussing
treatment decisions in the NICU and
to identify factors that helped or
hindered a shared understanding of
infant outcome.

METHODS
We used a qualitative descriptive
design to evaluate how parents and
clinicians discussed prognostic
information. Data for this analysis
were taken from a prospective, casebased, longitudinal, qualitative study
of the decision-making process of
parents and clinicians caring for
infants with chronic life-threatening
conditions. To be considered a case
for study inclusion, a minimum of 1
parent, the attending physician, and 2
additional clinicians had to agree to
participate. Approval was obtained
from the Duke University
Institutional Review Board.

Setting and Participants
The larger study used a purposive
sampling technique to select infants
with 3 speciﬁc complex, lifethreatening conditions, including
extreme prematurity (,26 weeks’
gestation), complex congenital heart
disease, and genetic disorders.
Patients were identiﬁed by daily

screening of NICU admission logs.
Parents were approached for
recruitment within 24 to 48 hours
after birth or admission to the NICU.
Inclusion criteria for parents included
the ability to speak and understand
English. When 2 parents were
enrolled, data were collected
separately from each parent. Across
the study, a total of 35 infants, 60
parents, and 202 providers were
enrolled with an average of 5 health
care providers per case and a 92%
rate of complete data collection
across all time points. Two sets of
parents who were approached
declined participation; 3 additional
sets of parents enrolled but withdrew
before data collection. There were no
cases in which parents consented and
a clinician declined. Within each
diagnostic category, sampling
continued to include infants of varied
race and socioeconomic status. A
purposive sampling technique was
used to provide an informationally
representative sample. Data for this
analysis included 9 cases of infants
born prematurely.

Study Procedures
Semistructured interviews were
conducted with parents at study
enrollment, at least monthly until
death, or 1 year after enrollment, as
well as within 1 week after a lifethreatening event. Clinicians caring
for the infant, including bedside
nurses, advanced practice
practitioners, social workers,
consultants, and neonatologists, were
interviewed at study enrollment,
within 1 week of a life-threatening
event, and at infant death or 1 year
after enrollment. After lifethreatening events, data were
collected from clinicians caring for
the infant at the time of the event. All
interviews were conducted in English.
Questions targeted information about
parent and clinician perceptions of
previous or anticipated decisions.
Prognostic content primarily emerged
during discussions of decisions made
and rationale for decisions, for
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example, with the prompt, “What
were you thinking about when you
made that decision?” Interviews were
audiotaped and transcribed. Process
notes were made after each interview,
including the context of the interview
and any interruptions or important
observations. Interviews were
completed by 2 research nurses and 1
social worker; training included mock
interview sessions supervised by 2
study team members (S.L.D. and D.B.),
weekly joint review of transcripts,
and regular debrieﬁng.

TABLE 1 Infant and Maternal Characteristics
Characteristics

Data Analysis
Descriptive statistics were used to
summarize quantitative data. A
directed content analysis was
performed to identify prognostic
language.15 A codebook was
developed and reﬁned iteratively,
informed by existing frameworks for
coding prognostic language.16,17
NVivo 11 was used to organize and
index codes. All cases were double
coded by 2 study team members, and
discrepancies were resolved in
consensus with the lead author. After
coding and review, the analysis
involved discussion of the key themes
and subthemes characterizing the
content, language, and context of
prognostic discussion. These themes
and subthemes were discussed until
saturation was reached.

RESULTS
We studied 178 interviews (n 5 115
parent interviews; n 5 63 clinician
interviews) from 9 cases (16 parents
and 53 clinicians of 10 infants; 1 case
included twins) with extreme
prematurity. Infant, parent, and
clinician characteristics can be found
in Tables 1 and 2. Prognostic codes
were more common in clinician
interviews than parent interviews,
with a median of 6 and 1 prognostic
codes per interview, respectively.
Here, we present 2 primary themes
and relevant subthemes. Supportive
quotations can be found in Tables 3
and 4.

n (%) or median (range)

Infant (N 5 10a)
Gestational age, wk, median (range)
Sepsis, n (%)
Intraventricular hemorrhage, n (%)
Necrotizing enterocolitis, n (%)
Death, n (%)
Parent (N 5 16)
Mother, n (%)
Father, n (%)
Age, y, median (range)
Race and/or ethnicity, n (%)
White
African American
American Indian
Level of education, n (%)
High school or less
Some postgraduate education
Annual income, $, n (%)
,15 000
15 000–25 000
26 000–50 000
51 000–75 000
a

23 (23–26)
6 (60)
4 (40)
2 (20)
3 (30)
9 (56)
7 (44)
26 (19–35)
5 (31)
9 (56)
2 (13)
12 (75)
4 (25)
2 (12.5)
6 (37.5)
4 (25)
4 (25)

One case included a set of twins.

Theme 1: Parents and Clinicians
Discuss and Value Neurologic
Prognosis Differently From Each
Other When Considering Care
Decisions for Infants
Parent Discussion of the Future Focused
on Survival, Whereas Clinician
Discussion of the Future Focused on
Neurologic Outcome and the Potential
for Disability
Parent discussion of their infant’s
future was represented by 3 primary
topics: future development and
survival, future therapy needs, and
future equipment needs. Within
prognostic discussion, a large
majority of prognostic codes (327 of
369) were devoted to discussion of

future development and survival,
with the remainder primarily being
devoted to discussion of technology
or equipment, including gastrostomy
tubes, tracheostomies, and
ventriculoperitoneal shunts. At some
point during the study, parents from
all cases discussed infant survival,
including worries about potential
infant death or discussion of their
infant’s survival despite poor
prognostic predictions by clinicians.
Discussion of survival occurred not
only at study entry and after lifethreatening events; parents generally
discussed survival throughout the
hospital course and beyond. Those
parents who did discuss information

TABLE 2 Clinician Characteristics
Characteristics (N 5 53)

n (%)

Attending physician
Fellow
Social worker
Nurse practitioner
Registered nurse
Race and/or ethnicity
White
African American
Hispanic
Sex
Male
Female

16 (30)
5 (9)
10 (19)
7 (13)
15 (28)
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46 (87)
1 (2)
6 (11)
13 (25)
40 (75)

3

about future outcome emphasized
infant survival or quality of life:
“We’re hoping that even with all of
this, if she pulls through, that she will
have a normal life,” (mother, case 1).
Although the overwhelming majority
of parents discussed worries about
infant survival, parents in only 2
cases discussed concerns about
future neurologic development or
made any comment about whether
their child would walk or talk. Many
parents described sentiments like,
“We’ll love [him or her] no matter
what happens.” Other families felt
that outcome was out of their control
and that “whatever is going to happen
is going to happen.” The ways in
which parents thought about
prognostic information was often
connected to their role as a parent.
Some parents envisioned what life
would be like after discharge: “I
imagine dressing her and taking her
to church, and that’s what keeps the
hope alive,” (mother, case 1). Others
had pragmatic considerations about
how to navigate an uncertain
prognosis: “It’s so foreboding, I got to
thinking the other day…I haven’t
even sent out birth announcements,”
(mother, case 2).
Conversely, the majority of clinician
prognostic discussion was explicitly
related to infant development and
concrete developmental milestones
(for example, walking and talking). In
all cases, clinicians discussed an
individual infant’s prognosis within
the context of their clinical experience
and discussed similar cases or
existing literature. Clinicians
emphasized concerns about disability
in most cases (n 5 7). Many clinicians
divided concerns for developmental
problems into 2 categories: (1)
expected neurodevelopmental risk
associated with prematurity and (2)
added neurodevelopmental risk in
the setting of neurologic injury. Some
clinicians described neurologic injury
as “devastating” or “catastrophic.” For
many clinicians, especially bedside
nurses, concerns about a poor

neurologic prognosis were tied to
concerns about infant suffering.

Parent Discussion of the Future Was
Broad and Intertwined With Hope,
Spirituality, and Exceptionalism;
Clinician Discussion of the Future Was
Probabilistic and Speciﬁc
Throughout all cases, parent
prognostic discussion was broad,
with nearly every parent using
language like, “[She or he] will get
through this,” or hoping their child
would “make progress.”
Developmental or clinical concerns
were also described in broad terms
like, “I know [she or he] will be
behind” or worries that “things will
go downhill.” Prognosis was rarely
discussed in probabilistic terms.
Whereas prognostic discussion was
vague, discussion of daily medical
care was not. Within each case,
parents adopted medical jargon over
time, especially as it related to
bedside care.
Parents used exceptionalism in their
discussion of individual infants;
individual infants were called
“ﬁghters” by a parent in most cases
(n 5 7). Some parents described
individual children as “miracles” or
a “miracle baby.” In later interviews,
some parents described their child’s
unexpectedly reassuring
development in ways such as, “You’d
never know [he or she] was
a ‘preemie.’” Many parents described
that their child would or did “pull
through” medical complications.
Across cases, parent discussion of
prognostic information almost always
co-occurred with discussion of hope
or spirituality.
Clinician discussion of outcome
across cases targeted the individual
infant and referenced speciﬁc
outcomes. Clinicians often discussed
population-based estimates and used
statistics to provide context for
individual infants. Although clinicians
did reference hope in their
interviews, references to hope were
often followed by a caveat: “To me,

hope means...is different than
prognosis. So, my hope might be a lot
higher than my prognosis,” (nurse
practitioner, case 7). Although less
common, some clinicians also used
exceptionalism (for example, “ﬁghter”
or “miracle”) to describe an infant’s
course.

Theme 2: Barriers and Facilitators to
a Shared Understanding of Infant
Outcome
Clinicians Perceived Parents Did Not or
Could Not Understand Information
About Prognosis
Clinicians articulated concerns that
parents were not able to internalize
important information about their
child’s status. These concerns were
sometimes concrete; for 1 case,
multiple clinicians were concerned
that a language barrier prevented
parents from receiving consistent and
clear information. For 5 cases,
concerns were raised that parents did
not understand how sick their infant
was or the potential for signiﬁcant
disability. This ﬁnding was best
illustrated in 2 cases in which the
infant had a grim neurologic
prognosis. With both of those cases,
nearly all clinicians voiced concern
that parents were not able to process
information about outcome; bedside
nurses voiced signiﬁcant moral
distress. Concurrent interviews from
parents revealed that, in fact, longterm outcome weighed heavily on
their minds, as highlighted by one
mother’s worry (case 7):
I wonder, will she be able to walk, or
crawl, or what will we have to do for
her? … and all aspects of trying to get
her to walk, or help her to walk … or
will we have to push her around in
a wheelchair? … I do think about how
[the] overall outcome will be.

Parents Valued Consistent Therapeutic
Relationships; Transitions of Care and
Underused Roles of the Care Team
Undermined This Consistency
Parents from all cases referenced
gratitude toward clinicians, with
several parents referencing a given
provider’s compassion. Parents
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described receiving much of their
communication about their infant’s
course from the bedside nurses. Some
parents and nurse clinicians
referenced a desire for nurses to be
involved in major discussions with
the team. Despite the frequent
discussion of spirituality by parents,
discussion of chaplain involvement
was rare, occurring with only 2 cases.
Parents expressed frustration when it
appeared that members of the health
care team were not on the same page.
Parents described several ways in
which they perceived a lack of
consensus: disagreement between the
primary and specialty teams,
switched plans as a team member
changed, and different approaches to
bedside care among varied nurses or
units. In nearly all cases (n 5 7),
clinicians referenced being unsure of
who had previously discussed the
neurologic prognosis with families
and what had been said.
Parents appreciated when there was
continuity of care, especially
regarding those clinicians who had
been with them throughout their
infant’s hospital course. For many
cases, the patients received follow-up
in a clinic staffed by the same
providers who cared for their infant
in the hospital; parents were proud to
share with clinicians what their child
had achieved since discharge. Several
parents speciﬁcally commented on
the value of the primary nursing
model. One mother (case 4)
articulated the following:
It’s just a relief to know that there’s
someone there who knows what he does,
how often he does it, what’s considered
normal, what’s considered abnormal. I
just feel that the primary care you
receive from the primaries is just above
and beyond. They’re all good, but you
can see a difference in the primary care.

Clinical Uncertainty Forced Parents and
Clinicians To Wait and See About the
Future
Throughout all cases, parents
discussed the difﬁculties of the daily
uncertainties that made up their NICU

experience. Many of them felt as
though they had to wait and see or
take things day by day. Some parents
described the difﬁculty of waiting for
information and feeling unsure of
what to expect. Most parents
expressed that the uncertainty was
stressful. For many parents, concerns
about uncertainty continued
throughout the study, even once the
child was doing well after discharge.
Prognostic uncertainty, and the
difﬁculty with providing precise
estimates, was also voiced by
multiple providers. Across cases,
multiple clinicians described the
sentiment, “Kids can surprise you.”
Many clinicians (such as the social
worker in case 9) discussed previous
cases and experiences, often with an
emphasis on an unexpected, positive
outcome:
I’ve seen some amazing things over the
years, amazing things…in babies that
are truly just miracles. And so, I tell
families, ‘I’m never going to take away
your hope. What I want to hopefully
achieve through the medical team is that
you have a realistic understanding of
what’s going on, that you know what the
issues are and what we’re doing for your
child,’ but that I’ll always walk with them
being very hopeful about what’s
going on.

DISCUSSION
Our results suggest that clinicians and
parents think about future infant
outcome differently from each other
as they consider choices for critically
ill infants. Whereas clinicians framed
developmental outcome as central to
decision-making, parents focused
overwhelmingly on hope for survival
and the reasons why their child might
beat the odds. We identiﬁed factors
that helped or hindered a joint
understanding of the big picture.
These ﬁndings can be leveraged to
help clinicians align prognostic
communication with those outcomes
valued most by parents and families.
Here, we suggest 4 ways in which
these ﬁndings can be translated into
intervention development.

First, parent discussion of prognosis
nearly always intersected with
discussion of hope. It is possible that
clinicians may misperceive parent
expression of hope as a lack of
understanding, especially when the
prognosis is poor. In parent
interviews, it was clear that parents
could concurrently understand
medical reality and maintain hope.
This ﬁnding supports existing data
that parents do not view hope and
realism as mutually exclusive, even
when the prognosis is grim.18,19
Parent expressions of hope for
a miracle may further represent
a deeper grasp of reality than that
perceived by clinicians; parents may
have understood that a “good”
outcome would be unlikely, on the
order of a miracle.20 To help align
parent and clinician understandings
of outcome, clinicians should
recognize that hope is central to how
parents understand prognostic
information and their role as
a caregiver21 and provides an
important means of coping with
a poor or uncertain prognosis.22
When clinicians perceive that hope is
a barrier to a shared understanding of
infant outcome, it may be appropriate
to reorient, rather than take away,
hope.23 Other strategies might
include asking parents about their
understanding of their child’s
prognosis and talking with families
about “hoping for the best yet
preparing for the worst.”21
Second, parents and clinicians may
value the importance of future
outcome differently when they think
about making decisions. Although
these interviews aimed to target
similar content between clinicians
and parents, clinicians were 6 times
more likely to discuss future outcome
than parents were. Our data also
suggest that whereas clinicians may
focus on future infant disability,
parents are primarily focused on
infant survival. This ﬁnding supports
existing literature that it is difﬁcult
for parents to think concretely about
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TABLE 3 Theme 1: Parents and Clinicians Discuss and Value Prognostic Information Differently From Each Other When Considering Care Decisions for
Infants
Parent discussion of prognosis
“That it is a hard road. It is a journey. And she could have a point where she just goes downhill, which, that’s okay. She [the clinician] tells us the outcome,
what to expect. From her, you know it’s going to be a hard road, you know that this isn’t going to be easy, and she believes that [the child]’s going to make
it.” (Mother, case 7)
“I can’t get cocky, and be like, ’This is going to be ﬁne,’ because whatever is going to happen is going to happen, no matter how I feel. I realize that. I don’t have
control over what’s going to happen to her.” (Mother, case 2)
“I’m just going to keep the faith and keep praying that what’s supposed to happen is going to happen. I know my little girl is going to be here. I’m just hoping
my little girl continues her ﬁght and she wins. Regardless of how everything looks to the naked eye, my baby girl is ﬁghting. You hear me?” (Mother, case 3)
“[I hope] that she can catch up with the babies her age. Some babies catch on; some babies take longer than others. And just, that’s it. Basically, ain’t nothing
really.” (Mother, case 6)
“I know they’re [the medical team] here to do what they can, but deep down, He’s [God] the only one that can save her. I just left everything in His hands from
here on out because whatever happens, happens. But I feel really good that she’s going to come home in December. She’s going to come home.” (Mother,
case 9)
Clinician discussion of prognosis
“She may not hear, she may not see, she would end up with cerebral palsy more than likely, or she would not be able to move at all. He [the neonatologist]
gave them the worst possible scenario. He gave them percentages with the kind of brain damage that she had. …I think he said somewhere in the
70%–80% would have severe neurologic deﬁcits.” (Nurse practitioner, case 7)
“It’s a combination of things, I guess. Twenty-two to 23 [weeks’ gestational age] under the best of circumstances have a difﬁcult time. The mortality is high,
and the side effects are also high, a 22- to 23-weeker with a grade IV bleed, hypotension requiring dopamine, epinephrine, vasopressin, hydrocortisone… I
think it puts that child at, the chance[s] of that child having a normal or near-normal neurologic outcome are dismally small…30% mortality rate in that
group here.” (Neonatologist, case 1)
“When some of these babies have bilateral grade 4 bleeds, they have no hope of having any kind of real quality of life, and we know this, the literature
supports this. One hundred percent of kids with bilateral grade 4 bleeds long-term don’t do well.” (Neonatologist, case 6)
“I just hope that [the child] continues on as well as she has. I mean she’s really almost…I hate to say, ‘miracle baby,’ but you know, really, I mean, from what
the anticipated outcome was, she’s really exceeded a lot of expectations.” (Social worker, case 8)

outcome when faced with the
possibility that their child could die.24
For parents of critically ill infants, it
will sometimes be necessary to
discuss the possibility of infant death
or survival with disability in the same
conversation. When possible,
however, discussion of decisionrelevant information should occur
outside of periods of infant and family
crisis. Added family support, in the
form of the palliative care service,
pastoral care, and social work, may
help families manage fear of infant
death while processing information
about what life might look like should
their infant survive.

physician assignment for all critically
ill patients.25 When continuity is not
possible, teams can enlist the help of
consulting services, including
palliative care teams, for added
consistency.26 Despite frequent
references to spirituality throughout
parent interviews, use of the
chaplain service was rare. Future
work should focus on how to
incorporate chaplaincy programs
meaningfully into the care team.
After discharge, families valued the
care model in which early
developmental follow-up was
provided by clinicians who knew the
infant and family in the NICU.

Third, parents valued longitudinal,
consistent relationships with team
members. These ﬁndings provide
additional support to the primary
nursing and team models, in which
a single bedside nurse and/or
clinician takes primary leadership of
longitudinal patient care. This
ﬁnding aligns with existing
guidelines for patient-centered care
in critical care settings that
recommend consistent nursing and

Finally, both parents and clinicians
noted that prognostic uncertainty
and the daily complexity of life in the
NICU undermined their ability to see
and discuss the big picture.
Prognostic uncertainty can be
a source of short- and long-term
distress for families caring for
critically ill infants.24 Uncertainty is
also difﬁcult for clinicians. For health
professionals caring for adults with
advanced illness, uncertainty about

illness trajectory affects whether,
when, and how clinicians discuss
prognosis and end-of-life care.27
Clear communication about
prognostic uncertainty throughout
the clinical course can help families
strike a balance between hope for
the future and the potential for poor
outcomes.28 Discussions about an
uncertain prognosis can be framed
around parents’ wishes for the best
but include acknowledgment of the
worst possible situations, allowing
parents to make informed decisions
about care without having to accept
a scenario as inevitable.29
Interventions that enable families to
prioritize and organize medical
information, such as journals and
question-prompt lists, may further
help guide discussions about the big
picture.30
This study was performed at
a tertiary medical center, and
ﬁndings may not be generalizable to
other health systems and hospital
types. The use of audio recordings
limits our ability to understand the
nonverbal cues of participants.
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TABLE 4 Theme 2: Barriers and Facilitators to a Shared Understanding of Infant Outcome
Clinicians perceived parents did not or could not understand prognostic information
“My impression of them was that they were in shock. It just seems like nothing was real to them. They seemed in shock. You would tell them something, and
you could see that you were telling them something, but deﬁnitely the message wasn’t always getting through.” (Nurse, case 1)
“I think the staff, generally, here gets concerned if they feel that the plan of care, either that the parents aren’t informed or that the parents don’t understand,
which is a different thing and that may not be true, the parents may understand and be choosing differently than we wish they would choose.” (Social
worker, case 3)
“Even if I tell parents it’s going to take 4 or 5 months of them being in the hospital, it’s very hard to conceive. [The mother is] focusing a lot on small things,
and I was telling her today, the sodium being down, ’Well, the sodium is down today, it’s up tomorrow, it’s down the next day.’ …I think they’re not
concentrating on the big picture because they don’t understand the degree of this, what’s going on. And they’re concentrating on the sodium.”
(Neonatologist, case 7)
Parents valued consistent therapeutic relationships
“I think, to her, the primaries [are] important ‘cause they know [the child]; they’ve been working with her long enough, and they know what she needs and
what makes her comfortable.” (Father, case 7)
“For the most part, when you get the same nurses all the time that we’re happy with, it’s good. …And they know her. They know she doesn’t like to lay this
way or that way…and all the little things about her.” (Father, case 2)
“Now he’s on the [other] team, and the advantage of that is that the attending will also be the one that does his follow-ups, so I think it’s good that they get to
know him now because that’s who he’ll be seeing with his follow-ups.” (Mother, case 4)
Clinical uncertainty forced parents and clinicians to wait and see about the future
“We’ll never feel secure until we’re home with him…and probably then won’t even feel secure until he’s bigger. You know? It’s just, it’s very scary. He’s doing
well, he’s stable, but to me, that doesn’t mean anything. So, it’s a scary place to be very uncertain. And [there is] nothing that I can do can change it.”
(Mother, case 4)
“They said it looks pretty good for her, that we have to take 1 day at a time. You never know what can happen. …You get nervous walking back there to see
what they’re going to say today.” (Mother, case 1)
“They just, you know, they said it’s going to be a rocky road over the next bit of time. So, you know, it’s hour by hour, day by day.” (Father, case 2)
“It’s very hard to predict the future. That’s why I try to stay away [from] that. …And I think the fellows, for instance, I was telling them that you cannot apply
that. You cannot guess because…kids are miracles walking, grade 4 that you see in the follow-up clinic that are perfect, go to school and learn. So, you can
never predict. There are some cases, though, that are devastating.” (Neonatologist, case 1)
“There’s always a little bit of uncertainty. You can’t say 100%, ‘I know he’s not going to survive,’ you have to say, ‘I’ve never seen a baby in his condition survive.
Even if he did survive, he would have to go through a huge amount, and is it worth putting him through that for, you know, a 1%, or 2%, or 10% chance of
survival?’ And that’s hard.” (Neonatologist, case 8)

Clinicians were primarily
interviewed around the time of lifethreatening events, whereas parents
were interviewed both at the time of
life-threatening events and times of
relative clinical stability. Although
interviews were performed in close
proximity to events of interest, they
remain subject to recall bias. Sample
size limitations did not allow for the
stratiﬁcation of ﬁndings along
demographic variables, including
educational attainment, which varied
among participants. This study
sample included 9 cases; smaller

samples obtained by using purposive
sampling techniques are used in
qualitative studies and are oriented
toward informational representation
to allow for in-depth study of the
phenomenon. The number of
interviews and participants, as well
as the breadth of participant roles,
strengthens our ﬁndings.

CONCLUSIONS
This study highlights that parents and
clinicians consider information about
the future differently from each other

as they make choices for infants born
extremely premature. Parents and
clinicians must partner to make
complex decisions about infant care;
misunderstandings or differences in
beliefs between parents and clinicians
around the value of prognostic
information threaten shared decisionmaking. Future work should
characterize what type of prognostic
information is most valuable to
families, how prognostic information
is best communicated, and the impact
of neurologic prognosis on decisionmaking for infants.
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