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Abstract

Background: Parenting confidence is an important factor in fostering optimal health and
development of infants with medical complexity. However, our understanding of how parents of
medically complex infants describe development of confidence is limited. The purpose of this
mixed-methods study was to describe the nature and development of parenting confidence.

Methods: A mixed-method design was used to examine how parents described their level of
confidence. Ten parents of infants with medical complexity. Quantitative measures provided
patterns of confidence and qualitative data focused on parent descriptions of confidence. Parents
completed online surveys at 3 time points: (1) study enrollment, (2) infant discharge from hospital,
and (3) 3 months after discharge. Parents were purposively sampled, using their confidence
patterns, for qualitative phone interviews.

Results: Our analysis of quantitative findings revealed 3 confidence patterns: (1) increasing, (2)
stable, and (3) varying. Parents described their confidence as either (1) a state of being confident
or (2) how they behaved in the parenting role. Parents felt both certain and uncertain in their level
of confidence and described confidence as being situationally dependent.

Implications for Practice: Parenting confidence needs to be cultivated through encouragement
and repeated exposure to parenting behaviors. Nurses are well-suited to help identify parents with
low confidence to support parents so that they can develop confidence.
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Implications for Research: Because there is variability in parent confidence during this critical
early period of life, future research should consider a larger cohort of parents that compares
confidence in diverse parent groups (ie, married vs living together couples, same-sex couples, and
single parents). Research should also examine effective strategies to promote confidence and
associated long-term health and developmental outcomes.

Keywords

medical complexity; mixed-methods; NICU; parenting; parenting confidence; parenting self-
efficacy

For any new parent, the progression from being a novice to an expert parent takes time and
practice.l Yet, when the transition to parenthood is challenged by hospitalization of a sick
infant, parents report feeling overwhelmed,? have difficultly feeling like a parent,3 and
experience emotional distress.*> The normal transition to parenthood allows for close,
frequent, and constant interaction with their infant®; however, during hospitalization there
may be limited interaction and separation from the infant. Parents must adjust to an
unfamiliar environment and modify their behaviors (eg, the caregiving tasks connected with
parenting an infant), attitudes, and expectations, which can make it difficult to feel like a
parent. Parenting behaviors include specific tasks connected to caring for an infant, which
allow them to become more confident in their parenting role.

Learning to parent an infant who is in an intensive care can be challenging for any parent,
but especially for parents who have an infant with medical complexity. Medically complex
infants have one or more chronic conditions, are often technology dependent (eg.
medication, oxygen requirements, and feeding tube), and have more severe functional
limitations.”:8 The medical complexity of the infant, rather than the condition itself, is a
more salient predictor of parenting confidence.®10 Medically complex infants demand that
their parents acquire new, unfamiliar healthcare-related skills and incorporate them into their
parenting toolkit. An infant with more technological dependence (eg, medication, feeding
tubes, and ventilation) requires greater adaptability on behalf of the parent. Confidence helps
to buffer parental demands and challenging situations, supporting parental adaptation to
unfamiliar and complex caregiving.

Parenting confidence is defined as one’s internal belief or judgment about their ability to be
successful in their parenting role and foster their child’s growth and development.11 A
confident or “expert” parent is more empowered to manage multiple parenting demands and
often perceives these demands as less stressful than other parents.12-14 A longitudinal study
found that mothers of infants with medical complexity had a significant increase in
confidence over time.1® Parents of medically complex infants need to have a certain level of
confidence with basic parenting skills as well as all aspects of complex medical caregiving.
Becoming an expert parent implies gaining confidence in managing any challenging
situations that might arise, especially those that are healthcare related. However, our
understanding of how parents describe the growth of confidence is far less understood.
Using a mixed-methods approach, the purpose of this analysis was to identify patterns of
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confidence and describe parents’ perspective about the nature and development of having
confidence in their parenting role.

A sequential mixed-method study was conducted to examine how parents of medically
complex infants report confidence in their parenting role. First, quantitative data were
collected related to parenting confidence and infant medical caregiving complexity across 3
time points (enrollment, discharge, and 3 months after discharge). After the data were
collected and analyzed, patterns were identified based on parenting confidence scores, and
these patterns were used to purposively sample parents for qualitative interviews. The
qualitative data were used to further elaborate and explain the development of parenting
confidence and interpret the quantitative findings. Institutional review board approval was
granted by the Duke University Medical System. Parents provided written consent prior to
the start of data collection.

A total of 10 parents (9 mothers and 1 father) who had an infant diagnosed with a complex
chronic condition were purposively selected for interviews. Eligibility was determined by
their infants’ medical diagnosis as listed in the Complex Chronic Conditions Classification
System developed by Feudtner et al.16 Parents with multiple gestation births, those younger
than 18 years, and adoptive or foster parents were not included in this study, given the
potential differences in parenting experiences within those contexts.

Quantitative Data Collection—Parents completed online surveys at 3 time points: (1)
study enrollment (admission to hospital), (2) infant discharge from hospital, and (3) 3
months after discharge. Parents were purposively sampled for phone interviews after they
completed all 3 surveys and their confidence pattern was identified.

Measures

Karitane Parent Confidence Scale.: The Karitane Parent Confidence Scale is a 15-item,
task-specific measure of parental confidence that can be used with mothers and fathers of
infants 0 to 12 months old. Items are scored O to 3, for total scores that range from 0 to 45,
with higher scores indicating greater confidence. This scale has a clinical index where scores
less than 39 might indicate parents at risk of having low confidence who need support in
their parenting role. Both internal consistency (a = 0.81, 0.84) and test-retest reliability (r=
0.88) are strong.1” Scores from parents over the study period were used to identify
confidence patterns for the purposive sampling.

Technology Dependence Scale.: The Technology Dependence Scale (TDS)18 is a validated
measure of technology dependence that captures the degree of medical caregiving
complexity. This scale was created by neonatal and pediatric experts at the authors’
institution to identify change in technology dependence (ie, illness severity) over time, in
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different settings and across phases and types of illness. The TDS is a cumulative
quantitative measure of an infant’s daily technological requirement in the hospital or home
environment, which includes location of care, type of feeding, respiratory support, invasive
lines, and medications. In total, there are 11 categories of technology support. The more
frequent monitoring or greater amount of technological support, the higher the TDS score.
Each point increment indicates increasing severity, with higher scores representing a greater
dependence on technology, giving a continuous range of possible scores. Scoring was based
on a retrospective chart review of the infant’s record.

Demographics.: Parent and infant demographic data were collected in the online survey.
Information included parent age, sex, race/ethnicity, education, income, marital status,
parent role, number of children, social support, prenatal diagnosis of infant illness, and
previous experience with hospitalization. Infant data included gestational age, primary
diagnosis, birth height and weight, type of feeding, and technology requirements.

Qualitative Data Collection.: During the consent process, parents were informed about the
selection process for a phone interview after completion of the third and final survey and
asked whether they were interested in participating. Parents had the option to express
interest or decline participation in the phone interview again via a question in the final
survey. We used a purposive sampling strategy to select parents for the interviewing from
those who had expressed interest in participating in the interview (n = 39). The authors
identified confidence patterns through visual inspection of confidence scores across data
collection time points and 3 patterns were identified: (1) stable (high or low); (2) increasing;
and (3) varying. Parents were then selected who were classified in each of these patterns and
reflected variability in infant diagnosis, marital status, and hospital unit to ensure
representative sample for interviews.1® The selection of parents was an ongoing, iterative
process as parents completed the final survey. Parents were selected until the sample
reflected all confidence patterns, had diverse demographic characteristics, and data
saturation was reached.

The interview was scheduled based on the parent’s availability and preference. They were
encouraged to find a comfortable setting to conduct the phone interview where they would
not be interrupted. Parents were reminded about audio recording prior to the start of the
interview. Interviews lasted an average of 30 to 40 minutes. Use of verbal cues (eg, use of
names, courteous and positive verbal language, and interested tone of voice) helped to
establish a rapport with parents during the interview. The interviewer had also met parents in
person during the course of data collection. Audio files and transcripts were secured on a
research-encrypted folder behind a firewall. Transcripts were completed by an independent
transcriptionist and reviewed by the first author against their audio files for accuracy.

To understand how parents developed a sense of confidence in their parenting role, parents
were asked the following questions: (1) Describe what being confident as a parent means to
you? (2) Was there a point in which you felt a change in your confidence? (3) What about
this experience has influenced you the most? Data were analyzed using directed content
analysis.29 Analysis was supported by NVivo qualitative data analysis software; QSR
International (12.2.0). Transcripts were read completely prior to the start of coding to
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become familiar with the interview content. Codes were reflective of general parenting
concepts (eg, parenting role, confidence, behaviors, and hospital experience) as well as data-
based codes reflecting the interview content (eg, acceptance, emotions, feeding, and
expectations).2! The authors developed a code list, including a definition for each code. The
first author coded all interviews and coauthors reviewed coded interviews as a check on the
accuracy of the coding. To ensure the validity of our analysis, we used recommended
strategies to strengthen the integrity, authenticity, and credibility.22 The following were
strategies used: use of computer software to support systematic review of coded data, regular
decision-making meetings, and memos of discussions were used to maintain record of
analytic decisions and processes throughout data management, coding, and analysis. An
audit trail recorded decisions about coding, themes, and interpretation of data.

Demographics

Nine mothers and 1 father (n = 10) were interviewed. Parent mean age was 33.7 (+2.8)
years, 70% were non-Hispanic white, 50% had a high school degree, 80% were married, and
50% had an income between $25,000 and $50,000. Infant diagnosis categories included
congenital birth defect (n = 4), complex heart (n = 3), and extreme prematurity (n = 2). Sixty
percent of infants were diagnosed prenatally and 45% of infants were the first child in the
family.

Confidence and Complexity Patterns

As previously mentioned, parents were purposively sampled based on their confidence
pattern across the 3 study time points: (1) stable (high or low) (n = 3); (2) increasing (n = 4);
and (3) varying (n = 3). Most of the parents in this study increased in their sense of
confidence over time or reported high, stable confidence in their parenting ability (h = 6).
There were also patterns associated with the medical complexity of infants identified from
the TDS scores (see Table 1). In general, medical complexity decreased over time, most
notably at 3 months after discharge. Parents who had infants with decreasing complexity had
a pattern of increasing parenting confidence over time (n = 3). For those parents whose
confidence patterns varied (n = 3), their infants were more likely to have higher medical
caregiving complexity (eg, more technology dependence) across all 3 times. Of note, several
infants (n = 4) had high complexity scores (>10) at 3 months, an indication of high medical
caregiving needs. Figure 1 compares parent confidence and complexity patterns.

Describing Confidence

During the qualitative interviews, parents were asked to describe how they developed
confidence in their parental role. Findings revealed that parents described their confidence as
either (1) a state of being confident (ie, a feeling) (n = 6) or (2) how they behaved (eg,
provided care) (n = 4) in the parenting role. Parents were coded into the 2 types based on
how they described confidence in the interviews. Parents who described how they felt about
being confident used more emotional language, whereas parents who spoke more about their
behavior described confidence in terms of the things they did as a parent for their infant.
Table 2 matches the confidence patterns with descriptions of confidence, with representative
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quotes. Most parents (n = 7) used feelings to describe their sense of confidence and they
were more likely to have an increasing confidence trajectory pattern (n = 4) than parents
who described their confidence in terms of behaviors.

Parents used words like certain, unsure, and/or comfortable to describe their sense of
confidence. Five parents specifically talked about feeling secure or certain in how much
confidence they had, / trust my own decision. I don’t second guess it (P8). It just came
naturally (P5). Feeling confident as a parent, knowing that | can do everything that needs to
be done without having to question myself (P7). Other parents described their confidence by
discussing how they accepted their situation or felt comfortable with it. / don’t know if you
become more confident or you become more comfortable. | don’t know if the two are the
same (P2). The confidence comes from just being comfortable in being in touch with your
child ... just being that person that knows your child better than anyone (P9).

Five parents described how being physically present with their child, learning more about
their infant, or caring for their child helped calm their fears and contributed to growth in
their confidence. The best way to keep him from coming back [to the hospital] /s to educate
the parent as best as you can ... | think they did a really good job on that because 1 did feel
confident. We did have some hiccups, but he hasn’t been hospitalized because of something
1 did wrong. He was hospitalized afterwards but it was getting to that time for him to have
his surgery (P10). Parents described being confident because they believed were doing their
best for their child.

Uncertainty and Growth of Confidence Regardless of whether parents described confidence
as an emotional state of being or how they behaved, often parents felt uncertain about their
level of confidence and described how confidence shifted depending on circumstances.
Parents could easily describe moments when they felt certain and uncertain in their level of
confidence. One mother talked about an upcoming appointment for her infant requiring
sedation for an MR, and although she had experience with her son undergoing surgery and
other procedures, she stated, there’s a lot of factors that are terrifying, so I don’t know If its
confidence or you just accept things as they come. You know we know the doctor and we
know the questions to ask (P2). Another parent wondered if the uncertainty she felt as a
parent resulted in a readmission to the hospital for her infant. Every day something new
happens. Like when he was in the hospital for the two months, 1 felt like | failed him
because 1 should have known something was wrong. | was like, “If | would have done
things, he wouldn’t be here.” And everybody'’s like, “No, you don’t know.” I have to remind
myself that he is not like every other kid (P4). Even though this mother expressed
uncertainty in her confidence, her confidence pattern reflected a stable high pattern
throughout the study. Her infant also had consistently high technology dependence scores.
Thus, this case example might be indicative of a mother who reports feeling confident in her
overall caregiving ability but questions her personal sense of confidence when faced with a
new challenge or stressor. Confidence for some parents may represent an overall feeling but
not a stable one, my confidence has improved but | don’t know if it’s going to be completely
be at 100%, ever (P2).
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There were other factors that parents felt contributed to their confidence that were not
indicative of their general feelings or behaviors. These included having other children, the
difference between the experience of parenting within the hospital and outside of the
hospital, and relationships with healthcare providers. Parents with other children expressed
how different parenting was in the context of having a child with medical complexity and
parenting in the hospital environment. Several noted they were comfortable with “basic”
parenting skills like diapering, feeding, and soothing, but learning how to perform these
skills in the hospital setting, or at home with additional equipment and technology,
necessitated new skills to competently perform the task. One mother noted, We weren’t
allowed to do whatever we wanted with her ... we knew it was coming but it was still a little
blindsiding cause you’re so used to being the absolute primary caregiving for your children
... there are those things you take for granted when you have normally gestated children, it’s
like co-parenting with eight other moms at the same time (P1). Parents described
remastering basic parenting skills because everything was so different, /t’s just as
overwhelming if not more than having your first child (P2). In addition to feeling
overwhelmed, the experience of hospitalization provoked a myriad of emotions such as fear,
worry, and feelings of failure.

Parents reported that gaining confidence in their parenting role within the context of medical
complexity was greatly improved with positive reassurance from nurses and opportunities
for engagement in care activities. Parents mentioned how important nurses were because
they answered questions, provided education, and helped parents feel comfortable in the
hospital environment. Parents believed being present with their infant contributed to the
infant’s progress. / really do believe that me being there, getting to know him and being a
part of his care, helped him progress (P5). A few parents talked about the relationship they
built with nursing staff. Parents were grateful for supportive relationships with nurses
because they provided hope, were a source of comfort during crises, and helped them
prepare for caring for their infant at home.

In addition to questions asked about confidence, parents were asked how the experience of
having an infant hospitalized influenced them. Parents recognized positive outcomes both
personally and for their family after the hospitalization. Parents expressed immense gratitude
for the lifesaving measures used to save their child and the providers that cared for their
child. Some parents saw their child as a source of strength and motivation to be the best
possible parent, Seeing the strength babies can have. Because he would come back from a
surgery with a smile on his face when he woke up. And seeing how strong he is helps me be
strong (P4). This experience, be it good or bad has taught me a lot about myself. It’s taught
me a lot about what 1’m capable of doing, how to control my emotions and strengthened me
to be stronger for [my baby] that I can do it. This is something that is not impossible (P6).
Other parents discussed the positive outcomes for their family and others, / learned to have a
lot more empathy for people (P3). Advocating and realizing that there’s healthcare needs
that need research and just raising awareness (P6). 7o take one day at a time, it really opened
my eyes to what others might be experiencing. | have learned to live each day like it’s the
Jast day (P8). Parents described learning how to manage daily challenges and do the
complex caregiving associated with their infant’s diagnosis. They found ways to incorporate
caring for their child’s special needs into their daily routine. They recognized their infant’s
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milestones and growth, even if on a delayed developmental trajectory. Several parents
described their experience as a positive one, this whole experience has taught me that every
aay Is a gift. It’s a gift with [my baby], it’s a gift for us ... this made me realize and
appreciate just how fragile every moment is (P6).

DISCUSSION

Our study revealed that a parent’s sense of confidence and their belief in their ability to be
successful in the parental role varies across situational challenges, especially with parenting
an infant with complex care needs. These findings are consistent with the self-efficacy
theory in that becoming an “expert” in parenting includes both belief in one’s own capacity
and repeated exposure to engage in behaviors that allow the parent to become confident.23
Parenting confidence is both the belief that they can manage a treatment regime successfully
and have the competence to engage in repeated caregiving behaviors. Confidence empowers
parents to persevere with ongoing challenges and complex caregiving behaviors associated
with unpredictable disease trajectories.

This study was one of the first to describe confidence patterns in a medically complex
population. The majority of parents reported stable-high or increasing confidence, which is a
normative parenting process, even in the midst of having a child with complex care needs.
This is consistent with findings from Troutman et al24 in which mothers of irritable infants
displayed higher levels of parenting self- efficacy over time. Therefore, a mother who
effectively responds to her distress-prone infant in ways that calms her child (ie, the desired
outcome) would in turn increase her sense of confidence. Parents whose confidence varied
across time were also more likely to have scores below the clinical index, indicating
clinically low confidence and in need of additional support. Despite reporting higher
confidence at time of discharge, 2 parents were below the clinical cut-off after being home
with their infant, even though their infant’s caregiving complexity scores had decreased
substantially. While the reason for their low confidence is not known, maybe these parents
experienced unexpected challenges in the first 3 months or there are other personal or family
factors influencing lack of confidence that is not related to the infant.

Parents of medically complex infants may also underestimate their level of confidence. One
study found that parents who focused more on their child’s health were less financially
stable, had less education, and their infant had a new complex chronic condition when
compared with parents who were more focused on spiritual well-being.2> This suggests
focusing on the condition and overall health helped them cope by attending to the immediate
needs of their child. Thus, it is important to consider that a greater sense of worry or
difficulties in family or social support might be affecting their perception of confidence.

Parents described positive aspects of parenting an infant with medical complexity even
though they sometimes felt uncertain about their level of confidence. Parents made meaning
out of their situation by giving a positive value or outcome to their traumatic experience.26
These parents used positive reappraisal as a way to reframe their stressful experience. They
attributed “meaning” to their experience by speaking about what they learned about
themselves or how they gained a new perspective. These coping mechanisms are useful and
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successful adaptation techniques to manage to stressful experiences,?’ and meaning-focused
coping can further enhance confidence. Beighton and Wills28 found that parents of children
with intellectual disability reported a greater sense of personal strength, more confidence,
and increased appreciation for life. Families become resilient and learn to normalize these
extra caregiving activities by incorporating them into daily routines.2® These findings offer
further evidence that parents develop resiliency in the midst of medical challenges aided by
nurses and other health professionals.

Our study findings revealed one of the most impactful experiences to parents was their
relationship with nurses. Positive reassurance and opportunities for engagement in care
activities encouraged by nurses positively influenced a parent’s sense of confidence.30 The
additional caregiving time requires patience, expert knowledge, new skills, focused and
attentive energy, and often means time away from other family members, such as a partner
or siblings. Nurses are uniquely positioned to offer adaptive strategies to parents and can
provide parents with caregiving expertise they need for their infants, and can provide
emotional support to encourage the normalization process,3! but nurses also need to have the
time and supportive work environments to accomplish this goal.32 It is important for parents
to learn self-care and find a balance that is sustainable for themselves, their infant, and their
family.

Infants with medical complexity may only have a slight decrease in their caregiving
complexity at the time of discharge; thus, parents have to adapt how they manage their
infant’s care in the home environment. Interaction with the healthcare system continues
through infant follow-up clinics and various specialist appointments, so there are
opportunities to identify and assess how parents are adapting and managing infant care.
Screening of parents who may be at risk of having low confidence could be incorporated
into the care plan both during and after hospitalization. Proactive identification of parents
who may be at clinical risk for low confidence is likely to reduce the frequency of
emergency department visits and potential hospitalizations.33 Clinicians could use this
information to provide additional support to parents by way of peer-to-peer parent programs,
a focused-needs assessment, and/or additional home health support. The ease with which a
confidence measure can be administered makes it a useful tool in a variety of settings to
screen parents as one indicator of parenting adaptability. Nurses, social workers, and
discharge coordinators can be trained to assess parenting to provide focused emotional or
social support to parents or connect them with community-based programs.3#

There are a few limitations to this study. There was only one father interviewed reducing the
findings to primarily the mother’s perspective and did not include a diverse background of
parenting contexts (eg, adolescents, adoptive, or multiple gestation births). Another
limitation of this study is that self-esteem or other psychological factors were not measured
in this study. Self-esteem is a strong predictor of confidence3® and exploring additional
interpersonal factors, like self-esteem and social determinants, may help explain some of the
individual variability noted in the patterns. Thus, more information is needed to understand
factors that may have influenced why some parents continue to report low confidence even
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after being home with their infant. Future studies could focus on the father’s perspective, as
they provide valuable insights when asked38 and explore additional intrapersonal factors to
assess how confidence is developed in different contexts. More qualitative and mixed-
methods studies are needed with larger samples to offer diverse perspectives from fathers,
adoptive parents, and teenage parents, and to follow parents for a longer period. Future
studies would also benefit from including infant health and developmental measures to better
understand how confidence may be impacting infant health and development.

CONCLUSION

The current study is novel in its approach to understand how parents of infants with medical
complexity describe feeling confident in their parenting role. The knowledge revealed in the
findings, from the confidence trajectory patterns to the detailed parent descriptions of
confidence, offers a comprehensive view of how parents gain a sense of confidence. Without
doubt, parents of infants with medical complexity demonstrate resiliency amid challenges.
Continued identification and support for parents to help them build their own capacity in the
parenting role remains a top priority for healthcare providers and researchers.
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What This Study Adds

. Description of parent confidence patterns among parents of infants with
medical complexity.

. Highlights how confidence may be situationally dependent.

. Suggestions for future research related to understanding how parents develop
different confidence patterns.
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What we know:

What can we do today
that would guide
caregivers in the practice
setting considering use of
this evidence for guiding
practice:

What needs to be studied:

Summary of Recommendations for Practice and Research

Parents describe confidence in 2 ways: (1) as a feeling or (2)
how they behave.

Confidence in parenting varies according to situations and
parents described feeling uncertain within certain contexts.

Further information is needed about what distinguishes
parents in different confidence patterns and influence of
infant caregiving complexity over time.

More information from the father perspective is needed to
better understand how confidence may vary between parental
roles.

Nurses are vital to helping parents develop confidence in all
situations.

Providers may want to consider assessing confidence at
critical transition points to identify parenting strengths and
areas for further support.
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FIGURE 1.

Comparison of confidence and complexity patterns by parent.
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